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Caring for a cognitively impaired (CI) family elder can be a difficult challenge for
caregivers in general. The symptoms of cognitive impairment include cognitive decline,
ADLs impairments, and behavioral symptoms which often occur while the family
caregiver is assisting the CI elder during bathing. Little is known about the experiences of
family caregivers who assist a CI family member during bathing in the home setting.
Developing valid and reliable questionnaires is an important preliminary step before the
tool is used to survey family caregivers who assist CI elders during bathing. The purposes
of this study were to develop and evaluate new instruments that measure concepts
relevant for family CGs who are assisting CI elders with bathing in the home.

The study was conducted in two phases in Oregon and Arkansas. First, questions
were developed and evaluated by experts (n = 11) in the field and family CGs (n = 8)
who assist CI elders during bathing. The sample in Phase 2 of the study consisted of
family CGs (n = 62) in the home setting. This measurement development study employed

a nonexperimental, correlational design and survey methods. Data were analyzed using



Vi

item analysis, exploratory factor analysis, Cronbach’s Alpha, and Pearson’s correlations.
Ten bathing scales were developed, and the conceptual model for the study was refined
including concept labels and definitions. Cronbach’s Alpha values exceeding .70 were
estimated in 65% of the scales. The findings of this study overall are consistent with what
has been reported in the literature in studies that address related phenomena. The

Perceptions of Family Caregivers’ Assisting a Cognitively Impaired Elder During

Bathing Instrument, consists of the measures developed in this study for which there is

evidence supportive of reliability and construct validity.

A factor limiting generalization of the results was the relatively small
convenience sample. A strength of the study, however, is the inclusion of minority family
caregivers. In practice, these measures can be used in a variety of health care settings that
provide services to community dwelling CI elders. This will provide clinicians from
various disciplines a tool to use to explore bathing problems in depth experienced by
family CI and their family CGs and to develop more appropriate interventions to assist

them.
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CHAPTER1

INTRODUCTION

Caring for cognitively impaired (CI) elders can be a difficult challenge for their
family caregivers (CGs). Major factors contributing to the difficulties that many family
CGs experience are the elderly care receiver’s (CR’s) symptoms of dementia: memory
decline, functional losses associated with activities of daily living (ADL), and personality
changes, including behavioral symptoms (Emory & Oxman, 1994). Behavioral symptoms
often occur when the CG is assisting the CI elder with personal care such as bathing. CI
elders’ experience of discomfort or feeling overwhelmed by personal care activities or
daily events that are normally managed by cognitively intact elders may be precursors of
behavioral symptoms during bathing. Whatever the cause, bathing difficulties appear to
be a common concern among family CGs of CI elders. However, little is known about the
experiences of family CGs who assist CI elders during bathing in the home setting. Most
research on caregiving during bathing has been conducted with paid CGs in nursing
homes (Aronson, Post, & Gustasiesegni, 1993; Hoeffer, Rader, McKenzie, Lavelle, &
Stewart, 1997; Maxfield, Lewis, & Cannon, 1996; R. I. Miller, 1994; M. F. Miller, 1997;
Rader, Lavelle, Hoeffer, & McKenzie, 1996; Rossby, Beck, & Heacock, 1992; Sloane
Honn, et al., 1995). Although the practice implications of nursing home studies may be
applicable to caregiving at home, their relevance is limited by differences in the two
situations and settings (e.g., family versus paid CG, nature of the dyadic relationship,

home versus institutional setting).



The development of reliable and valid instruments for assessing family CGs’
experiences of bathing CI elders in the home is an important preliminary step for future
studies of family assistance with bathing and other ADLs. Descriptive and correlational
results are needed to provide the foundation for developing and testing interventions
aimed at improving the bathing environment and experiences for both the CI elder and
family CG in the home setting.

Background

As the aging population increases in America, dementia is becoming a common
disorder among older adults (U.S. Printing Office, 1996). Dementia is manifested in
behavioral symptoms that result from degenerative cognitive and emotional deficits
(Beck et al., 1991). Currently, the annual number of new cases of Alzheimer’s disease is
360,000; it is predicted that the prevalence will nearly quadruple in the next 50 years
when approximately 1 in 45 Americans will have the disease (Brookmeyer, Gras, &
Kawas, 1998). Alzheimer’s disease eventually erodes all cognitive and functional
abilities leading to total dependence on CGs. It is estimated that at least half of all older
adults with dementia reside in the community and receive care from family members
(Collins, Given, & Given, 1994; Ryden, 1988; Ryden & Feldt, 1992). The degenerative
nature of the disease can place large physical, financial and emotional demands on family
CGs, sometimes resulting in institutionalization qf the CI elder (Dunkin & Hanley, 1998).
However, a far greater number of CI elders are <l:ared for by family members in the home

than by paid CGs in nursing homes (Laird, 1993 Ryden, 1988).



Assisting with personal care and ADLS, such as bathing becomes the
responsibility of the family CG as the CI elder’s abilities decline. In the past 10 years,
about 10 million elders reported difficulties with bathing or showering and 6 million
received help with bathing or showering; 73% of those receiving help lived with others
(U.S. Government Printing Office, 1996). The literature suggests that bathing can be
problematic for CGs of CI elders residing in the community especially when CGs
encounter behavioral symptoms during caregiving activities (Kuhlman et al., 1991; Mort,
Gasper, Pulscher, & Laird, 1993; Ryden, 1988). Preliminary studies suggest that 25 to
50% of family CGs who are assisting CI elders with bathing find it difficult to do so
(Archbold, Stewart, Greenlick, Harvath, 1990, 1997). Thus, a more in depth study of
family CGs’ experiences of, and perceptions about, assisting CI elders with bathing in the
home is timely.

Bathing can be a major source of discomfort for CI elders (Freels et al., 1992;
Aronson, Post, & Gustasiesegni, 1993). Many CI elders lose the cognitive ability to
verbally communicate feelings of discomfort, and consequently they often communicate
nonverbally through behavioral symptoms. Behavioral symptoms also communicate
feelings of frustration, violation of privacy and personal space, and low self esteem
related to dependence on the CG when verbal abilities are impaired (Kovach & Meyer-
Arnold, 1996; McShane, 1996; Rader et al., 1996|; Sloane, Rader, et al., 1995). Since the
CI elder wants to feel safe and comfortable, the CG must be alert to signs that bathing
may be perceived as a frightening, upse’ctihg or painful experience (Ryden, 1988; Ryden

& Feldt, 1992; Sloane, Rader, et al., 1995). Although behavioral symptoms are a form of



communication, research in nursing homes has documented that behavioral symptoms of
CI elders during bathing are distressing to paid CGs (Hoeffer et al., 1997; Hurley,
Volicer, Hanrahan, Houde, & Volicer, 1992; Kovack, & Meyer-Arnold, 1996). Similarly,
family CGs may experience hassles (e.g., minor irritations) associated with bathing
because of the CI elder’s self-care deficits, discomfort and behavioral symptoms. Also,
they may not feel confident in managing these behaviors, and hence become dissatisfied
with the caregiving experience.

Understanding the impact on family CGs who are providing assistance with
personal care to CI elders at home, and finding ways to support them in their caregiving
role are essential if the needs of both CI elders and their family CGs are to be addressed
(Wuest, Ericson, & Stern, 1994). As the numbers of CI elders cared for by family CGs in
the home increase, more dyads will need the assistance of health care professionals to
prevent CG burnout and unnecessary institutionalization of CI elders.

Specific Aims

Various innovative strategies for the prevention and management of behavioral
’ symptoms during personal care activities such as bathing have been suggested (Namazi &
Johnson, 1996) and some have been tested (Hoeffer et al., 1997; Maxfield et al., 1996,
Miller, 1994, 1997; Rader et al., 1996; Rossby et al., 1992; Ryden & Feldt, 1992; Sloane
et al., 1995). However, most of the studies have been conducted in nursing homes with
paid staff. No reports of studies have addressed the efficacy of interventions to reduce CI
elder behavioral symptoms during bathing in the home setting by family CGs. Before

developing interventions to reduce behavioral symptoms and enhance self-care behaviors



during bathing CI elders in the home, it is important to develop reliable and valid
instruments that capture the experience of family CGs when assisting CI elders with
bathing in the home setting.

The purposes of this study, therefore, were to develop and evaluate new
instruments that measure concepts relevant for family CGs who are assisting CI elders
with bathing in the home. The new instruments came from three sources: (a) they were
adapted from instruments previously used in a nursing home setting; (b) they were
adapted from instruments used in a home setting; and (¢) they contained new items
generated from the investigator’s research and clinical experience in bathing CI elders

(See Table 1). The specific aims for this study are:

Aim 1. To evaluate the content validity of the new bathing instruments for use with
family CGs in the home setting,

Aim 2. To derive new bathing scales from the new instruments using item analysis and
exploratory factor analysis, and to refine the conceptual model including concept
labels and definitions.

Aim 3. To estimate the internal consistency reliability of the new bathing scales.

Aim 4. To obtain preliminary evidence about the construct validity of the new bathing
scales by testing hypothesized relationships between concepts measured by the
new scales and concepts measured by es/tablished scales, including the CR’s
memory problems, and the family CG’s health, physical function, pain, depressive

symptoms, mutuality, and global strain.



Aim 5. To obtain further preliminary evidence about the construct validity of the new

scales by examining their intercorrelations and determining whether these

intercorrelations correspond to hypothesized relationships derived from the

literature and revised conceptual model.

Table 1
Initial Bathing Concepts Measured, Original Instruments, and New Instruments for Use With
Family CGs
Bathing Concept Original Instrument New Instrument
Bathing Situation
1. CR Self-Care During ADL Scale: Bathing Bathing Tasks Scale
Bathing Performance Scale (Beck et
al., 1988)
2. Bath Features None e Reasons for Bathing Scale
e Function ¢ Form and Frequency of
Form and Frequency Bathing Scale
3. CR Bath Time None Bath Time Scale
Preference
4. CG Attitudes About My View of Bathing Scale = Family CG’s View of Bathing
Bathing (Rasin et al., 1999). Scale
5. CG Communication Caregiver Bathing Behavior Family CG Bathing Behavior
During Bathing Rating Scale (Sloane etal.,  Rating Scale
1995).
6. CG Self-Reported Giving a Bath Scale (Rasin ~ Family CGs Giving a Bath Scale
Behaviors During et al., 1999).

Bathing




Table 1(cont)

Initial Bathing Concepts Measured, Original Instruments, and New Instruments for Use With

Family CGs
Bathing Concept Original Instrument New Instrument
7. Bathing Assistance Amount of Direct Care CG Help with Bathing Scale
Provided by the CG Scale (Archbold & Stewart, e Frequency of CG Help
1990). | e Amount of CG Help
e Duration of CG Help
8. Help From Others With  Help From Others in Help From Others With Bathing
Bathing Family Care Scale (Stewart  Tasks Scale
& Archbold, 1994).
CR Responses
9. Positive Behaviors None CR's Reaction to Bathing Scale
e CR Positive Behaviors
10. Discomfort Discomfort Scale (Hurley et Subscale
al., 1992). CR Discomfort Subscale
CR Behavioral
11. Behavioral Symptoms  Disruptive Behavior Symptom Subscale
Scale (Beck et al., 1997).
CG Responses
12. Satisfaction Your Experience During Family CG’s Experience During
Bathing (Rasin et al., 1999). Bathing Scale
13. Preparedness
14. Hassles Experienced CG Hassles Scale (Kinney = Caregiving Hassles During
During Bathing & Stephens, 1989), Bathing Scale




CHAPTER 2 |
REVIEW OF THE LITERATURE

Assisting a CI elder during bathing can be a pleasant or negative experience for
both the family CG and the CI elder. Bathing difficulties appear to be a common
complaint among family CGs of CI elders in primary care clinics (Teri, Larson, &
Reifler, 1988). However, more information is needed about the experiences of family
CGs who assist a CI elder during bathing in the home setting.

In order to determine what concepts should be measured in the new bathing
instruments, studies were reviewed to identify concepts relevant to assisting CI elders
with bathing. Fourteen bathing-specific concepts were identified and they were organized
in three conceptual areas: (a) the bathing situation; (b) CR responses during bathing; and
(¢) CG responses to assisting a CI elder during bathing. The first section of the literature
review focuses on the 14 bathing-specific concepts. (See Appendix A for Review of
Literature tables.)

The second section of the literature review summarizes the initial conceptual
model, which guided the development and construct validity testing of the new
instruments. The initial conceptual model of the 14 bathing concepts and other factors
related to them is shown in Figure 1. The three sets of factors related to the bathing
concepts include CR characteristics, CG characterlistics, and caregiving in general.

The third section of the literature review presents hypotheses to be tested in order

to obtain preliminary evidence about construct validity of the new instruments.
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Concepts Relevant to Assisting CI Elders with Bathing

Bathing Situation

Eight concepts have been identified to describe the activities that occur, and the
overall context that exists, when family CGs assist CI elders during bathing. The
concepts that represent the bathing situation include: (a) CR self-care during bathing, (b)
bath features, (c) CG attitudes about bathing, (d) CG communication during bathing, (e)
CG self-reported behaviors during bathing, (f) CR bath time preference, (g) bathing
assistance provided by the CG, and (h) help from others with bathing.

CR self-care during bathing is defined as the ability to bathe oneself or body parts

using at least one object (e.g., wash cloth, soap) and switching independently from one
activity to another (e.g., soaping the wash cloth then washing an arm). In other words,
self-care behaviors occur when the CR prepares for the bath, washes his or her hair, or
washes and dries body parts independently. The more the elder demonstrates self-care
behaviors, the less assistance is required of the family CG. Self-care behaviors are
reflected in the degree of independence the CI elder demonstrates in bathing.

CR self-care during bathing occurs when the CG allows the CR to bathe
independently according to the CR’s ability. While assisting with bathing and other
ADLs, the CG focuses on the strengths of the CR instead of the CR’s weaknesses. Some
CI elders in the community may be dependent during ADLs. For example, Freels and

colleagues (1992) studied 240 conununity dwelling elders diagnosed with Alzheimer’s
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disease and found 80 were functionally impaired during bathing; of these 80, 12% were
moderately to severely impaired during bathing.

Studies conducted in the community and in nursing homes suggest that CGs tend
to equate cognitive deficits with self-care deficits, so they provide total assistance with
ADLs (Beck et al., 1997; Haley & Pardo, 1989; Quayhagen & Quayhagen, 1989). In
response, CI elders interpret the actions of the CG as a means to deprive them of
independence in self-care, resulting in CR feelings of discomfort, anxiety, and agitation
(Tappen, 1994). Consequently, CI elders may be unable to attend to completing self-care
activities independently (Taft & Cronin-Strubbs, 1995). Therefore, family CGs may be
assisting more than needed during bathing and may contribute to increased self-care
deficits of CI elders during bathing and subsequent behavioral symptoms.

In the early stages of Alzheimer’s disease, memory deficits that occur have
minimal if any effect on the ability to do ADLs. Early memory deficits in dementia occur
in declarative memory (i.e., fact memory) involving conceptual knowledge or the things
we know. Therefore, CI elders usually have difficulties with recall and recognition.
Howevef, the non-declarative part of memory (e.g., motor procedures, cognitive
procedures and habits) stays intact until the later stages of the disease (Squire & Zola-
Morgan, 1991). The habit portions of non-declarative memory or procedural memory
(Tappen, 1996; Zanetti, Binetti, Rozzint, Bianche_tti, & Trabucchi, 1999) are those things
that we do every day, such as ADLs, which are over-learned motor behaviors. Self-care
bathing habits are learmed during eaﬂy chﬂdhood, are reinforced and can be maintained

throughout life. Even if an individual is cognitively impaired, self-care can be maintained



12

into the late stages of the disease (Namazi & Johnson, 1996). Comstock, Mayers, and
Folsom (1969) stress the importance of prompting elders to maintain self-care behaviors
during ADLs, since they have learned ADLs previously as a child and have executed
them automatically as adults. CGs can be instrumental in reactivating self-care behaviors,
which may have been lost when CGs implemented ADLs for CI elders and which CI
elders had the capacity to do independently.

Several researchers have described the phenomenon of excess disability in self-
care, where CGs provide unneeded assistance resulting in a loss of the CI elder’s existing
self-care abilities (Beck, 1988; Beck, Heacock, Mercer, Walton, & Shook, 1991;
Comstock, Mayers, & Folsom, 1969; Dawson, Wells & Kline, 1993; Tappen, 1994).
Rinke and colleagues (1978) tested an intervention with 6 CI elderly nursing home
residents to reinstate self-bathing, enhance their personal dignity and autonomy, and save
time for nursing staff for other patient care activities. The intervention included
prompting and positive reinforcement strategies implemented by nursing staff during
bathing. There was a 100% improvement in rinsing, soaping, and drying. Beck and
colleagues (1991) used a similar technique in a small pilot study in which behavioral
strategies were used to promote dressing independence in 5 community dwelling CI
elders. Four of the 5 CI elders dressed more independently after the family CG used
behavioral strategies to promote independence inrdressing. Beck and colleagues
concluded that promoting independence during ADLs can be more individualized in the
home setting, and family CGs may be mofe motivated to encourage independence than

paid CGs who are not related to the CI elder. Their study suggests that family CGs may
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be assisting more than needed with dressing, and that some CI elders are able to be more
independent than the family CG allows. This may also be the case with bathing. If the CI
elder is more independent during bathing, it may decrease some of the time that the CG
spends assisting during bathing.

Another study conducted by occupatiopal therapists in the community resulted in
contradictory findings. Gitlin, Corcoran, Winter, Boyce, and Hauck (2001) conducted a
study with family CGs, in which occupational therapists assisted 171 family CGs with
modifying the environment to address the outcomes of daily caregiving tasks for CI
elders and their family CGs. The intervention entailed educating family CGs about the
impact of the environment on the behavior of CI elders, breaking down or simplifying
ADL tasks (e.g., using one- or two-step commands), and finding ways to involve other
members or formal support in daily caregiving tasks. There were no significant
differences in self-care improvements and ADLs between the control and experimental
groups from baseline to three months following the study.

Studies have addressed improving self-care behaviors in relationship to reducing
behavioral symptoms during ADLs. Wells, Dawson, Sidani, Craig, and Pringle (2001)
tested a “home environment” intervention during morning care activities with 40 CI
nursing home residents and their 44 formal CGs. The researchers tested the effect of the
intervention on CI elders’ behaviors during ADL§. The intervention included an
educational program to help formal CGs deliver abilities-focused care. CI residents who
received the abilities-focused care intervehtion displayed more interaction behaviors and

socially appropriate behaviors, decreased agitation, and increased self-care behaviors.
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When CI elders do not have control during bathing, they may cope with the
bathing situation by exhibiting behavioral symptoms. For instance, Kovach & Meyer-
Arnold (1996) concluded that CI elders cope with loss of control by asking questions,
expressing confusion, or exhibiting fear. To attain control, they make verbal complaints,
attempt to leave the bathing situation, and become aggressive towards the CG. Additional
interpretations are that CGs’ assistance may be interpreted by CI elders as an interference
with privacy and independence, and that all behaviors are attempts to cope with the
bathing situation.

On the basis of the literature review, I decided that the measure of self-care during
bathing should include the specific bathing tasks that older adults do. The Bathing
Performance Scale of the Beck ADL Scale (Beck et al., 1988), originally developed for
the observation of formal CGs assisting CI elders during bathing in the nursing home,
was modified for use in this study.

Bath Features are the function, form, and frequency of the bath. The function of
the bath is defined as maintaining skin integrity, preventing infection, promoting social

acceptability, and giving pleasure. The form of the bath is defined as the type of bath or

the physical bath environment where the bath occurs (e.g., tub, shower, bedbath). The
frequency of the bath is defined as how often the CRis bathed (Rader, 1994; Sloane et
al., 1995; Rader, Lavelle, Hoeffer & McKenzie, 1996). Rader and colleagues (1996)
suggest that nursing home CGs who consider tﬁé function, form and frequency of the
bathing will make bathing a more thoughtful process. These features of the bath may

have an impact on the positive or negative responses of both the family CG and CI elder.
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Bathing has many therapeutic functions. In addition to cleansing the body of
pathogenic organisms, other functions of bathing include stimulation, massage, and
relaxation of muscles plus maintenance of the elder’s well-being (Barsevick & Llewellyn,
1982; Rader et al., 1995). In addition to these therapeutic functions, family CGs have
identified pleasure (e.g., warmth, relaxation and sensory stimulation) as a reason for
bathing (Sloane, Honn, et al., 1995; Sloane, Rader, et al., 1995).

The most common forms of bathing in nursing homes are bed baths, partial bed
baths, tub baths, and showers. To make the bath go easier, ideally CGs should be aware
of the pre-dementia-onset favored form of the bath, the function the bath served, and
frequency of the bath. Therefore, when a CI elder is less able to articulate bath choices,
the nursing home CG can help the CI elder maintain routines practiced prior to dementia.
Furthermore, CGs need to remain flexible and open to changing the function, form, and
frequency of the bath, so that CI elders” wishes are respected and more positive responses
to the bathing experience are elicited.

Family CGs are in a better position than paid CGs to predict the CI elder’s wishes
during bathing, because most have known the elder intimately for a number of years prior
to caregiving (Rader, 1999; Rader & Barrick, 2000). CGs should think of the most
preferred, comfortable and least frightening bath form for CI elders (Rader & Barrick,
2000). |

Namazi and Johnson (1996) interviewe(i 22 family members of CI nursing home
residents who displayed behavioral symptbms during bathing, to determine whether the

form and frequency of the bath matched CI elders” preference and what behavioral
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symptoms occurred during bathing. As reported by the family members, the most
common form of bath preferred by CI elders was occasional sponge baths. The frequency
of baths preferred by the majority of elders was twice a week (54%); weekly baths were
preferred by 36% and bathing five times a week was preferred by only 10% of CI elders
participating in the study.

Hoeffer and colleagues (1997) piloted an intervention in which Certified Nursing
Assistants (CNAs) learned strategies designed to reduce aggressive behaviors of CI
elderly nursing home residents (n = 10) who required assistance with bathing. The
purpose of the pilot study was to test the effectiveness of the intervention in reducing the
number of aggressive behaviors during bathing and improving both residents’ and CNAs’
experience with the bath. The intervention consisted of bedside consultation by a
geropsychiatric clinical nurse specialist with CNAs to develop an individualized bathing
plan for each resident. The nurse consultant assisted the CNA in determining the
functions of the bath (e.g., cleansing, comfort, etc.), the frequency with which the bath
was needed to achieve the identified functions (e.g., weekly), and the form the bath could
take (e.g., shower or towel). The emphasis was on changing CNAs’ perception of bathing
from a task to a therapeutic time for CI nursing home residents. Significant changes were
found between pre and post-intervention baths for both physically and verbally
aggressive behaviors of the Cl elders. Ina compa}'ison of bath forms (shower vs. towel
bath) for one resident, resistive, physically aggressive behaviors decreased from an
average of seven behaviors during two showers to one behavior during two towel baths,

showing the positive effects of the alternative bath form. These findings suggest that an
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individualized approach, which emphasizes a person-centered focus, skillful
communication and flexibility in the function, frequency, and form of bathing, is
effective in making the bathing experience more positive and less distressing for CI
elders and CGs. On the basis of the literature review, I decided to develop items that ask
family CGs about their perceptions of the function, form, and frequency of the bath.

Consideration of CR bath time preference is one way that CGs can individualize

the bath to provide for comfort and reduce behavioral symptoms during bathing (Rader

et. al., 1996; Kitwood, 1993). Bath time matches CR preference is defined as providing

the bath when the CI elder prefers. CI elders may not always want to bathe according to
family CGs’ scheduled routine or convenience. Oftentimes CI elders are not bathed
according to their premorbid bathing habits. CI elders may remember enough of their
previous bathing habits to resist bathing during an “off scheduled” bath time.

When a CI elders refuses to bathe and the CG continues with the bath, the CI
elder may feel that he or she has lost control or is being attacked (Rader, 1999; Rader &
Barrick, 2000). Determining the bath preferences of the CI elder may make bathing go
smoother for both the CG and CR. By knowing the pre-disease personality, interests,
activities, and cultural identity of CI elders, CGs can better understand the CRs’ care
preferences, coping mechanisms, and personal care needs. When CGs have such
understanding, CI elders are more apt to participa‘te in meeting their own ADLs (Hall &
Buckwalter, 1999). This principle applies to every aspect of caregiving including bathing.

In their study of premorbid bathing time preferences of 22 CI nursing home

residents, Namazi and Johnson (1996) found that residents were not usually bathed at
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their preferred premorbid bathing times. Most CI elders preferred to bathe in the morning
(8 a.m. to noon) and late afternoon between (4 to 8 p.m.), although 2 CI elders preferred
late night baths. Knowledge of the personal history of the CI elder may assist in
addressing behavioral symptoms during bathing, for example assisting the CI elder
during bathing in a manner consistent with the way previously enjoyed. For instance,
family CGs’ attempts at matching previous bath schedules and routines may make
bathing less stressful and more likely to go well for the CI elder. On the basis of the
literature review, I developed a new scale to ask family CGs about the CI elder's
premorbid bathing time preference and current bathing time.

CG attitudes about bathing. communication during bathing and self-reported

behaviors during bathing are interrelated concepts that may affect how well the bath goes.
The family CGs’ attitudes about bathing, communication skills and behaviors influence
how the CR responds to the bathing situation. CG behaviors include patience/impatience,
relaxed/tense, persuasive/coercive behaviors, and verbal/non-verbal communication
skills. These behaviors affect whether or not the CG creates a bathing regimen that
promotes congruence between the capabilities of CI elders with the demands of bathing,
During the bath, family CGs’ attitudes about bathing, communication skills and
behaviors can influence the amount of environmental stimuli the CI elder receives
(Frank, 1997). |

Family CGs’ ability to communicate and interact effectively with CI elders, while

assisting during bathing, is important in individualizing CI elders’ care and lessening

negative responses from the CI elder during bathing. Wells and colleagues (2001) found
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that their abilities-focused care intervention resulted in the formal CGs’ behaviors
becoming more social and flexible when interacting with CI elders during morning care.

During the early and middle stages of Alzheimer’s disease, CI elders are able to
verbalize fluently but may be unable to comprehend what their CGs say. As the disease
progresses, CI elders lose both verbal and non—_verbal abilities. Such losses in the CI
elder’s comprehension may be challenging for CGs during caregiving activities (e.g.,
bathing). Furthermore, a lack of understanding between the family CGs and CI elders
while communicating may result in negative reactions from the CI elders, such as acting-
out to express their needs (Richter, Roberto, & Bottenberg, 1995).

These researchers and others have concluded that many behavioral symptoms
displayed by CI elders during bathing were precipitated by CGs who used approaches
which resulted in defensive responses from CI elders (Bridges-Partlet, Knopman, &
Thompson, 1994; Kovach & Meyer-Amold, 1996, Namazi & Johnson, 1996). On the
other hand, negative responses of CI elders during caregiving activities may result in
negative responses by the family CG. Ryden (1998) found a positive association between
aggressive behaviors of CI elders and family members feeling upset and acting
aggressively towards the CI elder.

Family CGs using effective communication skills and appropriate interaction
styles may decrease negative responses from CI e}ders during caregiving activities. For
instance, Richter, Roberto, & Bottenberg (1995) compared the communication processes
used by family CGs (n = 23) and nursing étaff (n = 23) to manage commonly occurring

behavioral symptoms of CI elders. Family CGs used verbal reassurance, stayed calm,
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helped the CI focus on one thing at a time, accepted hostility as part of the disease
process, did not argue, and did not use reality orientation techniques. The nursing staff
modified the environment (e.g., clocks, calendars), and used conversation strategies (e.g.,
short verbal cues, continual verbal reassurance, break activities into one task at a time). In
her observation of 14 CI nursing home residents, Frank (1997, p. 25) described a
communicative setting as: CI elders receive affectionate attention; distress is
acknowledged and skillfully responded to; physical care is a social event; information is
communicated courteously during caregiving activities; CI elders’ views and wishes are
considered; their privacy is respected; breaches of etiquette are tolerated; CGs respond to
non-verbal communication; and CGs share the CI elders’ reality. Miller (1997) suggested
10 approaches to improve the bathing situation: (1) obtaining a bathing history, (2)
allowing the CR to decide when to bathe, (3) individualizing the bath, (4) showing
empathy, (5) observing for escalating behaviors, (6) talking to the resident, (7) helping CI
elders understand instructions, (8) sharing in their fantasy world, (9) preserving CI elders’
dignity, and (10) protecting the CI elder. Although these approaches are suggested for
nursing home residents, they may apply to family caregiving during bathing as well since
the strategies used by informal and formal CGs in the previous study were similar.

On the basis of the literature review, I decided to modify two self-report scales
previously used with nursing home staff, My Vieyv of Bathing and Giving a Bath (Rasin
et al., 1999), to measure the concepts of CG attitudes about bathing and CG self reported
behaviors during bathing. The Caregiver Bathing Behavior Rating Scale, an observational

tool to rate CNAs who are assisting CI elders during bathing (Sloane et al., 1995) was
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modified into a self-report form to measure the concept of CG communication during
bathing.

Bathing assistance provided by family CGs of CI elders living in the community

occurs, but little is known about how much family CGs are assisting during bathing. Ory
and colleagues (1999) found that 39% of family CGs of CI elders spend time assisting
during bathing or showering compared to 23% of family CGs of cognitively intact elders.
In their study of 20 male family CGs, Mathew, Mattocks, and Slatt (1990) found that
33% assisted a CI elder during bathing and reported the amount of hours providing care
as problematic,

In their Caregiver Relief Study, Archbold and Stewart (1988) used a sample of
122 family CGs of elders who had been discharged from the hospital six weeks before
the first interview (n = 103) or who had received extensive long-term care in-home (n =
19). About a quarter of the elders in this sample had dementia. Sixty-eight CGs (56%)
reported assisting the elder with bathing or washing. In another study by Archbold and
colleagues (1997), 41% of 64 family CGs of persons with dementia reported assisting the
elder with bathing, washing, or taking a shower.

In summary, the findings suggest that one-quarter to one-half of family CGs of CI
elders are assisting during bathing in the home. The more frequently the CI elder is
bathed and the extent to which bathing ass,ist::mcel is needed increase the amount and
frequency of bathing assistance and its duration, (amount of time spent assisting the CI
elder). Items were added to the quesﬁonnéire that elicited information regarding the

amount, frequency and duration of bathing assistance from family CGs.
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Help from others with bathing is defined as assistance from family, friends, and

formal CGs with bathing. Help from others with bathing a CI elder in the home has
received limited study. In Archbold and Stewart's (1988) Caregiver Relief Study, 12% of
122 CGs reported receiving help from another relative with bathing and 26% reported
receiving help from someone whose job it is.

Help with caregiving tasks in general occurs more frequently when CG
themselves are doing more physical caregiving tasks and experiencing CG distress
(Harper & Lund, 1990; McCarty, 1996; Miller, Campbell, Farran, Kaufman, & Davis,
1995; Wykle & Segal, 1991). Ory and colleagues (1999), in their survey of 1500 family
CGs, found that family CGs of CI elders were more likely to report that other family
members were not doing their fair share (74%) than nondementia family CGs (59%).
This often resulted in conflict with other family members. Harris’ (1998) study of
caregiving sons suggests that the sharing of caregiving responsibilities among family
members is important (e.g., actively teaming up with a spouse or other family members
to plan and provide care). However, caregiving sons reported experiencing tension in
sibling relationships when siblings refuse to share responsibility in their parent’s care.

The literature suggests that females appear to need the most help with their
caregiving role, mainly because they provide more care than males on average (Dunkin &
Anderson-Hanley, 1998; Haley et al., 1995; Harper & Lund, 1990; Vernoou-Dassen,
Felling, & Persoon, 1996). Female CGs providiﬁg care to a CI elder without assistance
from others is associated with role strain. McCarty (1996) reported that 16 daughter CGs

appeared to experience role strain because the implementation of all caregiving
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responsibilities of a CI family member alone often conflicted with their roles as wives
and mothers.

Wykle and Segal (1991) reported that the most difficult problem encountered by
black family CGs was the lack of assistance from home health aides or paid CGs to
relieve them from duties of care giving. On the other hand, some family CGs of CI elders
refuse to seek the help of formal CGs due to cultural beliefs. For example, family CGs
who are Asian American and Pacific Islander American tend to maintain cultural
traditions which include providing care in the home setting and seeking help from family
members instead of health care professionals or paid CGs (Braun & Browne, 1998).

When family caregiving of CI elders becomes too stressful, the outcome may be
undesirable for the CI elder. Male family CGs tend to institutionalize the CI elder sooner
than female family CGs who often receive less outside help. For example, men who
continue the caregiving role are more likely to receive help from wives, daughters,
visiting nurses, and housekeeper services. The absence of help from others along with the
family CG’s poor mental and physical heath were factors that contributed to male CGs’
decision to institutionalize their CI family member in one study (Mathew, Mattocks, &
Slatt, 1990). Overall, when family CGs do not receive help from others with caregiving
tasks, the CI elder is placed at risk for institutionalization. For instance, Vernoou-Dassen,
and colleagues’ (1996) study of 138 family CGs of non-institutionalized CI elders found
that family CGs receiving additional home help is one factor in preventing

institutionalization.
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There appears to be no difference in the amount of help received by family CGs
of CI elders with behavioral symptoms and the amount of help received by family CGs of
CI elders who do not display behavioral symptoms during caregiving activities. Ryden’s
(1988) study of 183 community dwelling CI elders found that there were no significant
differences in the amount of help with caregiving received from family and friends
between those caring for aggressive and non-aggressive groups of CI elders. Aggressive
behaviors of CI elders during bathing may be very stressful for family CGs and may
result in CG distress, depressive symptoms, and poor physical health. Robinson (1989)
found that family CGs have a desire for help with caregiving activities, but may have a

negative attitude related to asking for help with caregiving activities.

The Help From Others in Family Care Scale (Stewart & Archbold, 1994) was
modified to measure the amount of help with bathing tasks that CGs receive from
relatives, friends and neighbors, and paid CGs. In addition, the scale measures help not

received from a person whom the CG thought would help.

CR Responses During Bathing

CR responses during bathing are their reactions during the time that their family
CG 1s assisting them with bathing and can be thought of as the coping behaviors of CI
elders during bathing. Assessing how CI elders perceive the bathing experience may be
difficult, because of changes in their ability to ver‘bally communicate likes, dislikes, or
needs as the disease progresses. Clinicians oﬂeﬁtimes are dependent on the reports from
family CGs (Zanetti, Geroldi, Frisoni, Biahchetti, & Trabucchi, 1999). Some CI elders

may attempt to communicate with family CGs using incoherent verbal and non-verbal
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responses during bathing. How family CGs perceive these responses may have an impact
on how they respond to the CI elder and view their role of assisting during bathing
(Phillips & Rempuseski, 1986). For example, a challenge for many family CGs is that CI
elders are unable to thank them for the care provided, and family CGs have difficulty
knowing whether the CI elder is pleased with paregiving decisions made by the family
CG (Cohen, Pringle & LeDuc, 2001). The components of CR responses during bathing
include: (a) positive behaviors, (b) discomfort, and (c) behavioral symptoms.

Positive behaviors displayed by CI elders may occur during bathing. Positive CR

responses during bathing include contentment and appreciative and affectionate
behaviors. Contentment is defined as verbal or non-verbal gestures that display CI elders’
comfort and satisfaction during bathing. Appreciative and affectionate behaviors are
defined as verbal or non-verbal expressions of love and gratitude during bathing,

In their nursing home study, Burgener and Shimer (1993) found the number of
smiles from CI elder to CG was moderately related to the amount of CGs” experience in
caring for CI elders. Family CGs of CI elders often find that the CI elder’s apathy is
disturbing, because the CI elder does not provide positive reinforcement regarding how
well the family CGs are doing (Thomas, Clement, Hazif-Thomas, & Leger, 2001).

Kinney and Stephens (1989) compared 60 family CGs to 74 non-CGs to
investigate the role of daily caregiving stressors or hassles, and the potential effects of
small satisfactions (uplifts) in caregiving on the well-being of CGs to persons with
dementia. Family CGs reported it was upﬁfting to see CI elders being calm (68%), being

responsive (67%), showing affection (61%), being cooperative (53%), smiling/winking
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(50%), and just being with CI elder (50%). In the development of their discomfort
measure for use in the nursing home setting, Hurley, Volicer, Hanrahan, and Houde
(1992) describe contentment behaviors as: pleasant calm looking face, tranquil, at ease or
serene, relaxed facial expression, overall look is one of peace, and relaxed body
language. These behaviors represent positive responses that CI elders displayed to CGs
during caregiving activities.

On the basis of the literature review and my own research and clinical experience
related to bathing CI elders, I generated a list of positive CR behaviors to be included in
the CR's Reactions to Bathing Scale. Contentment items from Hurley and colleagues’
1992 Discomfort Scale were added to my list of CR positive behaviors. The findings of
the above studies suggest that positive behaviors of CI elders during bathing may be
associated with reduced CG hassles or distress.

Discomfort during bathing experienced by the CI elder may occur while the
family CG is assisting during bathing. Discomfort is defined as a negative emotional (i.c.,
affective) and/or physical state of the CI elder in response to environmental demands.
Some CI elders are unable to verbally express to CGs, in a meaningful way, the
discomfort they are experiencing during bathing activities. Discomfort may be
communicated to CGs through body language, behavioral symptoms, or both.

Because of difficulties with verbal commgﬁcaﬁon, self-report may not be the best
way to assess discomfort in CI elders (Miller, Née]on, Dalton, Ng’andu, & Layman,
1996). Studies do suggest that discomfort ban be assessed by non-verbal indicators; for

example, the communication of discomfort can be assessed from non-verbal cues such as
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facial expressions, behaviors, and body language. In a summary of several studies on pain
in preverbal children (National Institute of Nursing Research, 2000), numerous verbal
and nonverbal indicators of pain were identified: crying, whining, pointing, resistance,
flexion reflex, movement of extremities, negative behaviors and negative facial
expressions (e.g., frown, cry face without crying, brow contractions, eye squeeze, open
mouth, tongue protrusion). Other pain indicators were body movements indicative of
discomfort, such as rigidity, thrashing and a return to normal posturing movements after
the discomfort is resolved. Similar indicators of pain may occur in CI elders.

Hadjistavropoulos, LaChapelle, MacLeod, Snider, and Craig (2000) examined the
utility of three approaches to assess pain in 58 CI elders in a rehabilitation hospital for
low back pain. The three approaches were self-report ratings, coding body movements,
and a facial action coding system. Each patient was asked to sit, stand, walk, and fecline
for a set period of time. The self-report approach was found not to be related to facial
expressions, but nonverbal measures effectively identified pain during physical activity.
The findings indicate that guarded behaviors and facial grimaces during physical
activities, such as bathing, reflect the actual experience of pain. This study suggests that
moderately and severely CI elders are unable to complete self-reports related to
discomfort, and provides support for assessing discomfort using observable non-verbal
indicators.

Hurley and colleagues (1992) also believe that discomfort in CI elders is
communicated in their non-verbal behavidrs. Her team of researchers developed an

observational measure that included the following indicators of discomfort displayed by
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CI elders: noisy breathing, negative vocalization, sad facial expression, frightened facial
expression, frown, tense body language, and fidgeting. The Discomfort Scale also
includes items from the literature on pain in infants and non-verbal expressions of pain.

Discomfort experienced by CI elders during bathing may be one reason that CI
elders are resistant to bathing or display behavioral symptoms. Feldt, Warmne, and Ryden
(1998) examined pain in CI nursing home residents to determine the relationship between
pain and aggressive behaviors. The sample consisted of 38 CI elders who displayed one
or more forms of aggression while receiving assistance during ADLs. Aggression scores
were higher in CI residents with pain-related diagnoses. For example, CI residents with a
diagnosis of cancer averaged more than 19 aggressive behaviors a day. CI residents
diagnosed with arthritis had significantly higher non-aggressive and aggressive behaviors
than residents with other types of pain diagnosis. Those individuals with two or more
pain related diagnoses had significantly higher non-aggressive behaviors and
significantly higher physical aggressive behaviors.

According to Namazi & Johnson (1996), CI elders experience discomfort during
tub baths and a sense of helplessness due to not being allowed to participate in the
bathing process, for example holding the washcloth. Individualizing care may promote
feelings of comfort in CI elders during bathing. Based on the literature review, the
Discomfort Scale (Hurley et al., 1992) was selected and modified to measure the family
CG’s view of CR discomfort during bathing in ﬁe home.

Behavioral symptoms are another set of CR responses that may occur when a CG

assists a CI elder during bathing. Behavioral symptoms are defined as verbal or physical
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agitated and aggressive behaviors that interfere with caregiving, or have negative
consequences for the CI elder or family CG. However, according to the Need-Driven
Dementia-Compromised Behavior Model (Algase et al., 1996), all behavior is viewed as
meaningful and as a means of communicating unmet needs. These responses may
interfere with the caregiving situation or have negative consequences for the CG or CR.

Studies in nursing homes with paid CGs who assist during bathing have suggested
that CI elders may become overwhelmed with the demands of bathing and cope by
displaying behavioral symptoms, such as resistive, agitated, and aggressive behaviors
(Hoeffer et al., 1997; Namazi & Johnson, 1996; Newsom & Schulz, 1998; Ryden, 1988;
Sloane, Honn, et al., 1995).

Several studies conducted in nursing homes have identified common behavioral
symptoms displayed by CI elders during caregiving activities. Namazi and Johnson
(1996) identified verbal aggression (91%), making strange noises (77%), talking to self
(73%), complaining or whining (73%), threatening (59%), physical aggression (45%),
rage reaction (32%), and throwing objects (5%) as negative outcomes of the bath for CI
elders in nursing homes. Bridges-Partlet, Knopman, & Thompson (1994) identified
physical aggressive behaviors, such as hitting, kicking, and threatening behaviors less
than 1 minute up to 20 minutes. Eighty-two percent of the behaviors were directed
towards the nursing staff and 54% occurred during personal care activities (e. g., toileting,
bathing, grooming, and dressing). Seven of 28 épis“odes of physical aggressive behaviors

were preceded by verbal aggression.
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Hoeffer and colleagues (1997) identified behayiors displayed by 86 nursing home
CI residents during bathing. Findings from the survey showed that 41% of these residents
were aggressive during at least one bath, and that 16% were aggressive during three of
the four baths. Of those aggressive during at least one bath, 60% had a diagnosis of
dementia; of those aggressive during three of the four baths, 72% had a diagnosis of
dementia. Nursing assistants reported hitting, punching, slapping, pinching, and shoving
as the most frequent physical aggressive behaviors encountered. Name calling and
cursing were the most frequent verbal aggressive behaviors encountered.

Kovach & Meyer-Arnold (1996) examined the experiences during bathing of 15
CI nursing home residents and 18 CI elders living in the community The baths were
given by nursing assistants in both settings. The investigators observed behavioral
symptoms, such as hitting, kicking, and threatening gestures that ranged from a single
occurrence (lasting 1 minute or less) to multiple behaviors occurring continuously, in
73% of the CI elders during bathing.

Similar to studies in nursing homes, research conducted in the community suggest
that CI elders display behavioral symptoms during caregiving activities implemented by
family CGs. Miller and associates (1995) conducted a study of 215 spousal family CGs
of CI elders. They found that behaviors which family CGs find upsetting include:
emotional labiality, irritability, outbursts, wander‘ing, destroying property, hoarding, and
aggressive behaviors. In Ryden’s (1988) study of aggressive behaviors of 183 CI elders
who live in the community, family CGs reported the following behavioral symptoms:

verbal aggression (50%), physical aggression (46%), and inappropriate sexual aggressive
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behaviors (18%). Family CGs reported that an average of 10 out of 48 possible behaviors
occurred in their situation; on average 7 behaviors occurred more than twice per week.
Males exhibited more behavioral problems than female CI elders. However, Ryden did
not examine the occurrence of behavioral symptoms specifically during bathing.

Freels and colleagues (1992) studied 2_40 community dwelling individuals
diagnosed with Alzheimer’s disease. The most prevalent symptoms of CI elders were
agitation (30%), depressive symptoms (27%), and behavioral symptoms (22%). CI elders
with behavioral symptoms were three times more likely to have moderate to severe
difficulty with bathing than CI elders without behavioral symptoms. In their study of 140
family CGs of CI elders, Farran and colleagues (1993) examined bathing specifically.
They found that the following behaviors occurred: restlessness, irritability,
uncooperativeness, evidence of rapid emotional shifts, verbal and physical threats,
physical abuse, and threats to harm self. They also found significantly greater CG burden
in family CGs who were meeting greater ADL needs of the CI elder. On the basis of the
literature review, I decided to modify Beck’s Disruptive Behavior Scale (Beck et. al.,
1997) to measure the CG’s view of CR behavioral symptoms during bathing.

CG Responses During Bathing

CG responses during bathing include CG satisfaction and preparedness and CG
hassles experienced during bathing.

CG satisfaction and preparedness are the perceived positive feelings and sense of

confidence that CGs experience regardingA their ability to successfully bathe CI elders.

CG satisfaction and preparedness may be related both to the response of the CR and to
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how stressful it is for the CG to assist a CI elder during bathing. Some family CGs find
managing behavioral problems and functional deficits as stressful and view themselves
less confident to implement caregiving tasks, so they may feel less prepared for the
caregiving role (Haley, Levine & Brown, 1987). When bathing goes well for family CGs
who assist a CI elder during bathing, they may feel confident in their abilities and
satisfaction with the bathing experience. For example, Chang (1999) studied 65 female
CGs of CI elders living in the community. The group who received an intervention‘
designed to teach the CG skills to improve self-care of CI elders in eating and dressing
reported less CG burden, anxiety and increased satisfaction with caregiving over time.

Hoeffer and colleagues (1997) tested interventions designed to reduce behavioral
symptoms of 10 CI nursing home residents during bathing and to make the bathing
experience more positive for residents and their paid CGs. The CGs rated their
experience assisting CI elders during bathing more positively post-intervention,
suggestive of greater CG satisfaction. Family CGs often feel confident when they begin
in their caregiving role, but as CI elders become more disruptive, dependent and difficuit
to assist during ADLs, family CGs’ confidence in providing care may decrease. For
example, in their study of change and continuity in home care for 138 CI elders,
Vernoou-Dassen and colleagues (1996) found that family CGs® sense of competence or
preparedness decreased over time. |

On the basis of the literature review, I selected Your Experience During Bathing

Scale, developed by Rasin and colleagues A(1999), to measure CNA satisfaction and
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preparedness for bathing CI nursing home residents, and modified the scale for family
CGs.

Hassles experienced during bathing include the stress and minor irritations

perceived by CGs when assisting a CI elder during bathing, Assisting a CI elder during
bathing can be a difficult task and may add to caregiving hassles. Kinney and Stephens’
(1989) investigated the role of daily caregiving stressors or hassles of family CGs caring
for CI elders. They reported an average of 27.5 daily hassles and 19 uplifts. Bathing was
one of the most common hassles reported, along with physical decline and disruptive
behaviors. Harris’ (1998) study of caregiving sons found over half reported bathing as the
most difficult for them.

In Archbold and Stewart's (1988) CG Relief Study, previously described in this
chapter, 56% of 122 family CGs reported assisting the elder with bathing or washing. Of
CGs who assisted during bathing, 28% reported that helping with bathing was difficult,
31% said it was tiring, and 16% indicated it was upsetting. Additionally, a quarter (26%)
of the family CGs who assisted their elder with bathing or washing found this activity fo
be very hard or pretty hard. In a study of 64 family CGs, of the 26 who assisted with
bathing, half found it pretty hard or somewhat hard to do, 30% found it not too hard to
do, and the remaining 20% found it easy to do (Archbold et al., 1997). None of the 26
found it very hard.

In their study of 76 black and 86 Hispanic family CGs, Cox and Monk (1996)
reported that Hispanic and younger CGs reported more stressors associated with assisting

ClI elders with ADLs, such as bathing. Wykle and Segal (1991) studied 40 black and
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white family CGs to identify similarities and differences in problem solving and coping
strategies, stressors, and the use of informal and formal resources. White family CGs
reported feelings of guilt and isolation associated with caregiving as most problematic
and the management of behavioral symptoms as the second most problematic stressor for
them. Black family CGs experienced significantly more CG distress. They reported the
most difficult problem encountered was the lack of assistance from home health aides to
relieve them of their caregiving duties. Hassles were reported by 50% of both groups
related to assisting during bathing and managing behavioral symptoms.

On the basis of the literature review, I decided to modify and use Hoeffer and
colleagues (1999) adaptation of Kinney and Stephen's (1989) CG Hassles Scale to

measure CG stress associated with assisting a CI elder during bathing.

Initial Conceptual Model

QOverview of the Conceptual Model

As shown in Figure 1, the bathing situation is influenced by the characteristics of
the CR and CG, and caregiving in general. During the bathing situation both the CR and
CG, who is assisting during bathing, interact to complete the task of bathing. How well
the bath goes as a result of the bathing situation is reflected in the CG’s responses and
how the CG interprets the CR’s responses. Moreover, the characteristics and experiences
that CI elders and family CGs bring to the bathing situation affect how both respond to

the bathing situation.
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Algase and colleagues' (1996) conceptual framework of need-driven dementia-
compromised behavior, and Kahana and Kinney’s (1995) general stress model are
integrated to form the conceptual framework for this study. Algase and colleague’s
(1996) conceptual framework of need-driven dementia-compromised behavior is
particularly useful in understanding behavioral symptoms of CI elders during bathing.
Behavioral symptoms displayed by CI elders may be meaningful and may be an
expression of an unmet need. Because dementia affects brain function in many areas, CI
elders may be unable to verbally communicate their needs to others. Vocalizations
become a primary mechanism that many CI elders use to make their needs known to
others. If CI elders’ needs are not met over time, vocal or verbal attempts to express these
needs may become increasingly agitated.

CGs who “over do” for their CI elderly family member may contribute to excess
disability. Excess disability (i.e., greater self-care deficits than actual functional ability)
limits CI elders’ ability to meet their personal care needs or goals. As CI elders become
more dependent and more frustrated with needing assistance, behavioral symptoms such
as physical non aggressive and aggressive behaviors may emerge.

Family CGs become distressed when assisting CI elders with bathing and begin to
view this task as a “hassle” when personal care leads to conflict. Lazarus and Folkman
(1984) conceptualize stress as “hassles” defined as minor irritations of daily living.
Kahana and Kinney’s (1995) model extends the dynamic elements of a general stress

model to the specific dimensions of distress most salient to caregiving. The model

identifies three major sources of stress: (a) the CI elder’s illness (e.g., degree of



functional impairment, cognitive impairment, and behavioral problems); (b) objective
demands on the CG (e.g., amount, duration and frequency of caregiving, and demands on
mental and physical resources); and (c) dyadic interactions between the family CG and
CI elder that become conflictual. Family CGs may experience distress when assisting CI
elders with bathing and begin to view this task as a “hassle” when personal care leads to
negative outcomes (e.g., behavioral symptoms, CR discomfort, lack of appreciative and
affectionate CR behaviors). In contrast, when things “go well” during assisting CI elders
with bathing, and positive outcomes occur (signs of comfort, appreciative and
affectionate CR behaviors), family CGs may experience assisting with bathing as
rewarding.

Precursors to the Bathing Situation

The characteristics that family CGs and CI CRs bring to the bathing situation
affect the nature of the bathing situation and ultimately the CG and CR outcomes.

CR characteristics influence the bathing situation directly as well as the family

CGs’ experience of caregiving in general. Further, these characteristics also affect the
CRs’ response to the bathing situation. CI elder characteristics include age; gender; a
diminished cognitive status resulting in memory, motor, sensory, and/ or perceptual
deficits; self-care and coping behaviors during bathing; levels of competence, in these
functional areas, and tolerance of assistance with bathing. These characteristics influence
how CI elders interact and respond to family Cés during the bathing situation, and

ultimately impact the CG’s perceptions of assisting with bathing.
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CG characteristics are defined as background characteristics (e.g., age gender,

race etc.), socioeconomic status (e.g., education, employment, income etc.), health status
(e.g., perceived health, pain, depressive symptoms etc.), and relationship to the CR (e.g.,

mutuality and years known each other). Mutuality is defined as the positive quality of the
CR and CG relationship and includes love, shgred pleasurable activities, common values,
and reciprocity (Archbold et al., 1990).

In addition to affecting the bathing situation, CG characteristics may influence
how the CG perceives caregiving in general, the bathing situation, and how they respond
to the CR’s behavior. CG characteristics play an important role in how the CG assists the
CR during the bathing situation. Background characteristics and health status may
influence what caregiving activities are implemented during bathing and the CG's
responses to assisting the CR during bathing. Some family CGs may feel overwhelmed,
by ﬁlany events in their lives resulting in deterioration in mental health (e.g., depression),
lack of confidence in bathing ability, and decreased satisfaction when assisting the CI
elder during bathing. CGs experiencing pain may find assisting during bathing difficult,
adding to the stress or hassle that may be experienced by CGs in general and their
perception of the bathing experience.

Caregiving in general has several features including the duration of the caregiving

role in general as well as the length of time assisting the CR during bathing. CG
characteristics influence how family CGs perceive caregiving in general, which in turn
influences the bathing situation. Global Role Strain is the overall felt difficulty in

fulfilling the caregiving role. Spirituality is one way CGs adapt to the stressors related to
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caregiving. The CG’s confidence to meet future needs is determined by how well they
adapt to the CG role in general and may influence the bathing situation specifically. The
duration of providing care and bathing assistance, global role strain, and how the CG
copes with stressors influence confidence in general and how they respond to assisting CI

elders during bathing.

Hypotheses to Be Tested in Evaluating Preliminary Construct Validity

Concepts Measured by Established Instruments

To obtain preliminary evidence about construct validity of the new bathing scales,
hypothesized relationships between concepts measured by the new scales and seven
concepts measured by established instruments were tested. The seven concepts include
CR memory problems, and CG health, CG physical functioning, CG pain, CG depressive
symptoms, CG mutuality, and CG global strain. Following is a review of selected
literature about these seven concepts and their relationship to the concepts measured by
the new bathing scales. Research findings about these seven concepts were used to
generate hypotheses about how each concept is related to the bathing concepts measured
by the new instruments. These hypothesized relationships are summarized in Table 2 and
are designated as a positive relationship (+), a negative relationship (-), a near-zero
relationship (0), or as no hypothesis made (?). Sometimes, no hypothesis was made when
the findings from the literature were contradictory or when conceptually an argument
could be made for various relationships (é. g., negative correlation versus near-zero

correlation between CG physical function and CR self-care during bathing).



Table 2

Hypothesized Relationships Between Concepts Measured by the New Scales and
Concepts Measured by Established Scales (Aim 4)

[ Concepts Measured by Established Scales
Bathing CR CG CG Phys CG CG CG CG
Concepts Memory Health Function Pain Depressive Mutuality Global
Problems Symptoms Strain
Bathing Situation

1. CR Self-Care
Behaviors - P ? ? ? 2 -
2. Bath Features

P ? ? ? ? ? ?
3. Bath time
match Preference - + 0 - - + -
4. CG Attitudes
About Bathing + + 0 - B + .
5.CG
Communication = + 0 - " £ .
6. CG Self-Rep
Behavior - + 0 = 3 + N
7. CG Bathing
Assistance + 2 ? - - ? +
8. Help From
Others + = - + + " +

_ Care Receiver Responses during Bathing

9. CR Positive
Behaviors - + ? S s + >
10. CR Discomfort

+ ps 2 ? ? s +
11. CR Behavioral
Symptoms + 0 0 + + - +

Caregiver Responses during Bathing

12. CG
Satisfaction - + + 2 5 + 3
13.CG
Preparedness - + + = = + -
14. CG Hassles

+ - - + + = +

Note: + = Positive relationship hypothesized.

hypothesized.

? = No hypothesis made.

— =Negative }elaﬁonship hypothesized. 0 = Near-zero relationship

39
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CR memory problems of CI may or may not affect family CG reactions while

assisting during bathing. In Gonzales’ (1997) study of 50 family CGs of CI elders, CI
elders memory problems were not associated with CG stress or hassles. Furthermore,
Robinson, Adkisson, and Weinrich (1989) found that the CR memory problems caused
the least negative reaction from family CGs. However, Aronson, Post and Gustasiesegni
(1993) studied 338 residents of 6 nursing homes to examine the care required by CI
elders residing in nursing homes in relation to behavioral and functional problems
associated with agitation. The higher the level of cognitive impairment may be associated
with the greater incidence of agitation on both the day and evening shifis. Highest
incidence of agitation was seen during transfers. The second hi giwst ADL with
behavioral problems was bathing. However, Brashares, Dodge and Catazaro's (1994)
study of 73 family CGs of CI elders suggests that memory problems may have an indirect
effect on hassles reported by family CGs. Family CGs reported that CR memory
problems and behavioral symptoms were the problems most often encountered during
caregiving. Also, the daily hassles associated with these problems were positively
correlated with CG depressive symptoms.

The health status, experience of pain, and physical function of family CGs caring

for a CI elder may be related to caregiving activities. Implementing bathing to a CI
family member may affect the well being of family CGs. Kinney and Stephens’ (1989)
study examined CG well-being. The results suégested that family CGs of persons with
dementia reported significantly more hostility, anxiety, depressive symptoms, and

somatization than non-CGs. Cohen and colleagues’ (1993) longitudinal study of 196 CG
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and CR dyads was undertaken to determine the variables predictive of CG decision to
institutionalize a CR with dementia. CG health and burden, use of services, CR cognitive
function and troublesome behaviors, and CG reaction to behaviors predicted actual
institutionalization. Other studies have measured the rate of hospitalizations of family
CGs of CI elders and found women are hospitalized more than men (Moritz et al., 1992),
no changes over time in hospitalization rates (Vitaliano et al., 1990) and spouses
hospitalized more that other types of family CGs (Cohen et al., 1990). In general, CGs
rate their health significantly worse than non-CGs (Schulz et al., 1995) and they use more
pain relievers (Baumgarten et al., 1992; Schulz et al., 1995). The literature does not
address CG physical functioning directly, but physical functioning can be indirectly
affected by poor health and pain.

Depressive symptoms displayed by family CGs of CI elders may be associated
with caring for a CI elder. Wright, Hickey, Buckwalter, Hendrix, & Kelechi’s (1999)
exploratory study was conducted with 42 couples, equally divided among early phase
AD, ischemic stroke after hospital discharge, and well controls. Couples were evaluated
at baseline (Time 1), 6 months (Time 2) and 1 year (Time 3). Depression scores of AD
CGs were significantly higher than for controls at all three times (p < .02), but there was
no significant change over time. In studies compa:ing family CGs of CI elders to non-
CGs, CGs were more likely to experience stress a}nd depressive symptoms than non-CGs
(Gilleard et al., 1984; Toner, 1987). Meshefejian and colleagues’ (1998) study of 395
family CGs, found the CR’s ADL deficits had a significant relationship with CG

depression. Mohide and colleagues (1990) study of 60 family CGs of CI elders, found
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that family CGs of moderately and severely CI elders‘ experience more depressive
symptoms than the general public.

Mutuality, the positive relationship between the family CG and CR, and its effect
on the caregiving situation have been studied (Archbold et al., 1990; Hirschfeld, 1981).
Archbold and colleagues (1990) studied 78 community dwelling CGs and CRs after the
CR's hospital discharge to examine the extent to which CG mutuality and preparedness
for caregiving explain the variance in CG role strain from direct care (including help with
bathing). After controlling for five other predictors which explained 17% of the variance
in CG role strain from direct care, mutuality accounted for an additional 10% of the
variance in strain from direct care and preparedness for caregiving explained another
10% of the variance, for a total of 37% explained. Further, mutuality and preparedness
for caregiving were positively correlated (r = .50). CI elders’ deterioration (e.g. increased
dependence and behavioral symptoms) associated with completing the tasks of bathing
may result in the family CG experiencing decreased mutuality and preparedness during
bathing. These studies indicate there may be a relationship between bathing assistance
and caregiving satisfaction, preparedness, and hassles during bathing.

Global strain may be another negative outcome of caregiving for family CGs
assisting a CI elder with ADLs, such as bathing, For example, Fisher and Lieberman
(1994) studied 97 family CGs of CI elders, of whf)m 87% assisted with ADLs. They
found CG strain was significantly associated with poor CG health, depressive symptoms
and decreased CG well-being. Also, Gilleard et al.’s (1982) study suggested that family

CGs reports of the CR’s functional deficits and behavioral symptoms as highly stressful,
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along with their perception of being unprepared to manage these problems, may be
related to CG depressive symptoms, and contribute to CG strain

Archbold and colleagues (1990) identified strain from direct care as one of nine
aspects of CG role strain. They identified mutuality and preparedness as two variables
that influence CG role strain. For example, higher levels of mutuality may be associated
with decreased strain associated with providing direct care, making it easier for family
CGs to implement caregiving activities, such as bathing. Also, high levels of

preparedness may be related to low levels of strain.

Hypotheses of Relationships Bathing Among Concepts

Overall, of the 14 bathing concepts, 8 are associated with the bath going well.
These include CR self-care, bath time matching CR preference, CG attitudes, CG
communication, CG self reported behaviors during bathing, CR positive behaviors, CG
satisfaction, and CG preparedness. Of the 14 bathing concepts, 3 of them -- CR
discomfort, CR behavioral symptoms, and CG hassles -- are associated with the bath not
going well. The roles of the remaining 3 concepts -- bath features, CG bathing assistance,
and help from others-- are less clear, in terms of how well the bath goes. Results of the
current study provide beginning evidence about these concepts and how they relate to one
another. |

It is unclear how bath features would be related to CR self-care but there may be a

relationship between self-care and CR bath time preference. If CR actual bath time

matches the CR preference, self-care may increase. Assisting a CI during bathing may go
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better if the CR bathes at a preferred bath time, because the CR may be more likely to
participate in the bathing process when he or she is more willing to bathe and needed CG
assistance may decrease. It is likely that CGs who allow for CR bath time preferences
may have more positive attitudes, communication, and self-reported behaviors.

One might hypothesize positive correlations among CG attitudes, communication,
and behaviors during bathing. For example, CGs who have positive attitudes are likely to
use effective communication techniques and display behaviors that promote meaningful
interactions (i.e., individualizing care and encouraging self-care behaviors) with CI elders
during bathing. CGs who have positive attitudes may promote individualized care during
the bath by considering the bath features that are meaningful specifically for the CR. It is
suggested in the literature that CGs should consider the therapeutic function of the bath
(e.g. stimulation, massage and relaxations of muscles). CG who think that the bath has a
comfort function may select the most comfortable and less frightening bath form and
consider limiting the frequency of the bath to support positive CR responses to bathing,
Some forms of the bath may require less time to implement and may be more
comfortable for the CI elder, thereby decreasing the amount of assistance (e.g., in the tub
bath thé CR may need more assistance getting in and out of the tub versus a sink or
shower bath). When the CG focuses on the needs of the person being bathed, the CR may
display more positive behaviors and less discomfort and behavioral symptoms. Such CG
approaches to bathing may be associated with décreased help from others, CR
discomfort, CR behavioral symptoms, and CG hassles as well as increased CR self-care,

CR positive behaviors, CG satisfaction and preparedness during bathing. It is unclear
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how CG attitudes, communication, and self-reported behaviors are associated with CG
assistance and help from others in bathing.

The more bathing assistance provided by CGs, the less CR self-care will occur. CI
elders who participate in the bath by washing and drying body parts or hair independently
may require less CG assistance, resulting in lowered CG assistance during bathing. It is
unclear how CG bathing assistance is associated with bath features, CR bath time
matching CR preference, CG attitudes, and CG communication.

According to the literature CGs may not always ask for help from others unless
caregiving becomes overwhelming for them. Help from others may be associated with
decreased CR self-care, and decreased CG preparedness during bathing. Consequently,
the more the CRs exhibit self-care behaviors during bathing, the less the amount of help
the CG needs from others. CGs who need help may perceive themselves as less prepared
for assisting CRs during bathing. It is possible that helpers will not encourage CR self-
care because of lack of training or patience, or because of time constraints. CGs’
communication with the CR is likely to lessen because the CG may be communicating
with the helper and not the CR, especially when the CR has problems with
communication skills. However, help from others may actually increase CG hassles and
CR behavioral symptoms, because CI elders can be easily over stimulated with too many
people involved in caregiving activities. It appears that negative or positive outcomes of
help from others may be dependent on a number of other factors (e.g., number of helpers,

CR and CG relationship with helpers, ca:régiving skills of helpers). Therefore it is unclear
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how help from others would be associated with CR bath time matching CR preference,
CG attitudes about bathing, and CG self- reported behaviors.

CRs who are able to do more self-care during bathing may exhibit fewer
behavioral symptoms by replacing behavioral symptoms with positive behaviors
associated with carrying out meaningful activities, such as bathing. Allowing the CR to
participate in bathing may decrease feelings of CR discomfort associated with having
someone else implement bathing tasks that the CR is able to complete independently.
Family CGs who choose the most preferred, comfortable, and least frightening form of
the bath and are flexible in determining the CI elder’s bathing schedule may see lower
levels of behavioral symptoms (resistance, agitation, aggression) displayed by CI elders
during bathing,

As CG hassles increase, the CG may rush the bath to get it over quickly without
allowing the CR to participate in the bath, consequently decreasing CR self-care
behaviors. Forcing CI elders to bathe at a non-preferred time may result in increased
behavioral symptoms, such as verbal and non-verbal resistive, agitated and aggressive
behaviors, and discomfort during bathing, Therefore, considering the CR bath time
preference may decrease behavioral symptoms and discomfort and increase CR positive
behaviors, because the CR experiences autonomy by participating in the decision of when
to bathe and bathing at the preferred time. CGs w[ho display more positive attitudes
during bathing may be more satisfied and prepared and experience less CG hassles when
assisting a CI elder during bathing. CGs who apply good communication skills, including

behaviors and attitudes while assisting a CR during bathing, may decrease CR behavioral



47

symptoms and discomfort, may increase CG satisfaction and preparedness, and decrease
CG hassles. CG satisfaction and preparedness may be higher when CR self-care is higher.
As a result of the literature review I generated hypothesized relationships between the

concepts measured by the new bathing scales (See table 3).

Table 3
Hypothesized Relationships Between Concepts Measured by the New Bathing Scales (Aim 3)

Bathing Concepts 1 213 14 5,6 |7 i8|9|10]11112;13] 14

1. CR Self-Care Behaviors

2. Bath Features ? \\
3. Bath time Match + | 2N

Preference
4. CG Attitudes About + | 21 +Y
| Bathing \
5. CG Communication + I = \\
6. CG Self-Reported + 71+ 1+ |+

Behaviors
7. CG Bathing Assistance - 20 [ 202
8. Help From Others - LT 2 0=207 2 \
9. CR Positive Behaviors + 20+ |+ i+ ] - - \
10. CR Discomfort - ? - - = -] -
11. CR Behavioral - ? E s = e + |+ 1T=l %

Symptoms .
12. CG Satisfaction 0 2+ L+l ++ ] - -+ - = \

N

13. CG Preparedness 0 | ?2 |+ !+ 1+ + | - |-+ -] -+ \\
14. CG Hassles - ? - -]l =-] - R T \

Note: + = Positive relationship hypothesized. -= Negative relationship hypothesized.
0 = Near-zero relationship hypothesized. ? = No hypothesis made.
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CHAPTER 3
RESEARCH DESIGN AND METHODS
Overall Design

This measurement development study employed a nonexperimental, correlational
design and survey methods including mailed questionnaires and interviews. The
nonexperimental design was an appropriate design to explore and develop measures to
describe the experiences of family CGs assisting CI elders during bathing in the home
setting. The design was used to make inferences about the relationships of variables as
they occur in natural settings without manipulating the variables (Pedhauzer; 1991). The
design is strengthened when a researcher uses a conceptual framework that makes
explicit the expected relationships between variables.

The study was conducted in two phases. Phase 1 focused on evaluating content
validity of the new instruments. Phase 2 focused on obtaining preliminary reliability and
validity evidence for the new instruments with a sample of 62 family CGs. Self-
administered questionnaires were mailed to experts (Phase 1 only) and family CGs
(Phase 1 & 2) living in Oregon and Arkansas. This chapter includes the method and
results for Phase 1, as well as the method for Phase 2.

Human Subjects

Before collecting data, the proposal for this study was reviewed and approved by
the Institutional Review Boards (IRBs) of the Oregon Health & Science University
September 28, 1999) and University of Arkansas for Medical Sciences (November 16,

1999). Consent forms were not required for Phase 1 of the study by Oregon Health &
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Science University’s IRB, but were required by University of Arkansas for Medical
Sciences” IRB. Consent forms were required for Phase 2 at both universities. (See

Appendix B for Consent Forms.)

Phase 1 Method
Content validity is a systematic examination of items in a questionnaire to see
whether they represent the conceptual domain to be measured (Carmines & Zeller, 1979).
The purpose of Phase 1 was to address Aim 1, to evaluate the content validity of the new
bathing instruments for use with family CGs in the home setting.

New Bathing Instruments for Phase 1 Content Validity Evaluation

‘The new bathing instruments are described below. They came from three sources.
First, some were adapted from instruments previously used in nursing homes with CNAs
who bathe CI nursing home residents. For the purposes of this study, the nursing home
scales were adapted for use with family CGs. For example, items that were inappropriate 3
to the home setting were eliminated; the words CNA and resident were replaced with
family CG and CR, respectively. Second, some new instruments were adapted from
instruments previously used with family CGs in the home setting. Third, on the basis of
my research and clinical experience in bathing CI elders, I developed new instruments
and added new items to existing scales. The new instruments and the concepts they
measure are presented in Chapter 1, Table 1. Copies of the new instruments used in Phase

I can be found in Appendix C (Phase 1 Inétruments for Content Validity Rating Forms).
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Concept 1: CR Self-Care During Bathing. The new instrument, Bathing Tasks

Scale, was adapted from the ADL: Bathing Performance Scale (Beck et al., 1988). Beck's
original 23-item tool is completed either by observers or by nursing home CNAs, who
rate self-care behaviors of CI elders during bathing. Beck's ADL: Bathing Performance
Scale was a modified version of the Katz Index of ADL scale (Katz et al., 1963), which
was developed to measure the amount and type of assistance that was required by CI
elders. Compared to Beck's scale, the new instrument, Bathing Tasks Scale, contains
more items (34 versus 23) and revised response options. The new items include the
rating of additional body parts that are-washed and dried (e.g., underneath arms, stomach,
between toes). In Beck's scale, observers or CNAs rate amount of CG involvement using

response options ranging from no assistance (0) to complete assistance (7). In the new

instrument, family CGs rate what bathing tasks they do and what bathing tasks the CR
does (See Appendix D for the ADL: Bathing Performance Scale).

Concept 2: Bath Features. One new instrument, Reasons for Bathing Scale, is a 9-

item instrument developed to assess the function of the bath. Family CGs respon_d to each
item using a yes (1) or no (0) response format. Another new instrument, Form and
Frequency of Bathing Scale, was developed to measure the form and frequency of the
bath. It is a 4-item scale which asks family CGs to indicate where (e.g., bathroom sink,
tub, shower, bedbath) and how often the CR bathes or washes up. Family CGs answer
each item using a 5-point response format ranging from doesn’t use (0) to everyday (5).
An optional fifth item allows family CGs to write a form or place of the bath that is not

listed as one of the choices in Items 1-4.
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Concept 3: CR Bath Time Preference. In Phase 1, no measure was developed for

this concept.

Concept 4: CG Attitudes About Bathing. The new instrument, Family CG's View

of Bathing Scale, was adapted from its nursing home counterpart, My View of Bathing
Scale (Rasin et al., 1999). Rasin's 12-item instrument measures nursing home CNAs’
attitudes about bathing CI elders and has two subscales, Taking the Resident's
Perspective and Holding to Traditional Views. CNAs respond to each item using a 4-

point response format, including strongly disagree (1), disagree somewhat (2), agree

somewhat (3), and strongly agree (4). CNAs scoring high on this scale report attitudes
that are supportive of CI elders’ feelings and autonomy. Cronbach’s alpha reliability for
the subscales were .80 (Taking the Resident's Perspective) and .53 (Holding to
Traditional Views). Subscales were computed by averaging responses to the items. Three
items inappropriate for the home setting were eliminated and the wording of items was
changed for use with family CGs of CI elders (See Appendix E My View of Bathing
Scale)

Concept 5. CG Communication During Bathing. The new instrument, Family CG

Bathing Behavior Rating Scale, was adapted from the Caregiver Bathing Behavior Rating
Scale (CBBRS) (Sloane et al., 1995). The CBBRS was developed specifically for rating
caregiving behaviors during bathing in the nursing home setting. It is a 14-item scale that
measures the verbal and nonverbal interaction »sfyle-of the CG behaviors during bathing.

Each item is rated on a 6-point scale ranging from often (1) to never (6). Interrater

reliability studies of the CBBRS yielded percentage of agreement on scale items ranging
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from 64% to 100% with an average of 90% across all items. Internal consistency was
high with Cronbach's alpha values of .91 to .93 on the original scale. The items were
changed from observer ratings to self-report and three non-verbal items were deleted.
(See Appendix F for Caregiver Bathing Behavior Rating Scale).

Concept 6: CG Self-Reported Behaviors During Bathing, The new instrument,

Family CGs Giving a Bath Scale, was adapted from its nursing home counterpart, Giving
a Bath Scale (Rasin et al., 1999). Rasin's original instrument is a self-report scale
measuring behaviors related to making sure the bath goes well. The scale was designed
for nursing home CNAs, and it measures the extent to which the CNA individualizes the
bath process and is responsive to the CI elder’s feelings. The scale measures the
frequency of self-reported behaviors of CGs related to making the bath go well and has
two subscales, Reading the Resident and Attending Thoughtfully. CNAs use a 4-point

response format, including the options of never or rarely (1), sometimes (2), often (3),

and almost always (4) to answer the 13-item scale. A score is computed by averaging the
responses to the items. Cronbach’s alpha as a measure of internal consistency was .77
(Reading the Resident) and .66 (Attending Thoughtfully). Two of the original 13 items
were eliminated because they were inappropriate for the home setting and the wording of
items was changed for use with family CGs of CI elders (See Appendix G for Giving a
Bath Scale).

Concept 7: Bathing Assistance Provided by the CG. At Phase 1, the new

instrument, CG Help with Bathing Scale, included a single item to measure the frequency

of assistance the family CG provides during bathing. The Frequency of CG Assistance
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Scale includes five response categories: once or twice a month (1), once a week (2), 2 or

3 times a week (3), every other day (4), and every day (5).

Concept 8: Help From Others With Bathing. The new instrument, Help From
Others With Bathing Tasks Scale, is a 3-item instrument modified from the Help From
Others in Family Care Scale on the Family Care Inventory: The Caregiver’s View
(Stewart & Archbold, 1994). The new instrument measures how much help in bathing
came from each of three sources: (a) people whose job it is, (b) relatives, and (c) friends

and neighbors. The response options are none at all (0), a little (1), some (2), quite a bit

(3), and a great-deal (4) (See Appendix H for Help from Other in Caring For Your Family
Member).

Concept 9: CR Positive Behaviors is measured by a 12-item subscale of the new

instrument, CR's Reactions to Bathing Scale. The scale asks CGs to indicate which of
seven reactions (e.g. smiles at you, hugs you, jokes with you, thanks you) they observed
in the CR during bathing. The family CGs respond to each item using a yes (1) or no (0)
response format. The items were generated from the literature and my research and
clinical experience with bathing CI elders.

Concept 10: CR Discomfort is measured by an 8-item subscale of the new

instrument, CR's Reactions to Bathing Scale. The subscale items were adapted from the
Discomfort Scale for Advanced Dementia of the Alzheimer’s type (DS-DAT) (Hurley et
al., 1992), which is an observational tool used to rate the level of discomfort evidenced in
persons with dementia. A quantitative scheme yields scores ranging from 0 (no observed

discomfort) to 27 (high level of observed discomfort). The scale was developed to assess
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discomfort in persons with advanced dementia who were hindered in their verbal
communication abilities. It can be used to rate discomfort during typical ADLs such as
bathing in naturalistic settings. Interrater reliability was r = .67 and r = .64. The items
related to non-verbal communication and the technical terms were changed to lay
person’s terms. The scale asks CGs to use a yes (1) or no (0) response format to indicate
which of CR reactions (e.g., has frightened facial expression, makes sounds like a moan
or a groan, has a pleasant peaceful expression [reverse coded]) they observed in the CR
during bathing (See Appendix T for Discomfort Scale for Advanced Dementia of the
Alzheimer’s Type).

Concept 11: CR Behavioral Symptoms is measured by a 30-item subscale of the
new instrument, CR's Reactions to Bathing Scale. The subscale items were adapted from
the Disruptive Behavior Scale (DBS) (Beck et al., 1997), which is a 45-item scale that
measures the frequency of physically, verbally, and sexually disruptive behaviors of the
CI elder. The intra-class correlation coefficient for the DBS was 1 = .80. For the current
study, items that were inappropriate to family CGs were eliminated and the item wording
was changed for the use with family CGs of CI elders. The scale asks CGs to use a yes
(1) or no (0) response format to indicate which of CR reactions (e.g., hits you, spits at
you, uses obscene or profane language) they observed in the CR during bathing. The CI
elder receives a total score for the frequency of disruptive behaviors displayed during
bathing (See Appendix J for Disruptive Behavior Scale).

Concepts 12 and 13: CG Satisfaction and CG Preparedness. The new instrument,

Family CG's Experience During Bathing Scale, was adapted from the Caregiver's
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Experience During Bathing Scale (Rasin, et, al., 1999), which is a self-report scale that
measures nursing home CNAs' satisfaction and preparedness with assisting CI elders with
bathing. The scale consists of two dimensions: CG enjoyment and CG perceived
competence. The 24-item scale contains 20 items adapted from the 41-item Care
Effectiveness Scale (Archbold & Stewart, 1995) and 4 items from the revised Experience
of Caring Scale (Feldt & Ryden, 1992). CGs are asked to check the response that best
describes their experience when assisting a specific CI elder with bathing. The response

format include five options of not at all (1), a little (2), some (3), quite a bit (4), and a

great deal (5). A score is computed by averaging the responses to the items. A high score
1s interpreted as high levels of perceived satisfaction and competence in bathing a
specific CI elder. Cronbach’s alpha as a measure of internal consistency was .94 for
Rasin's original scale. Items inappropriate for the home setting were eliminated and the
language was changed for use with family CGs of CI elders (see Appendix K for
Caregiver's Experience During Bathing Scale (Rasin, et, al., 1999).

Concept 14. CG Hassles Experienced During Bathing. The new instrument,

Caregiving Hassles During Bathing Scale, was adapted from the nursing home
counterpart, Caregiving Hassles During Bathing Scale (Hoeffer et al., 1996). The nursing
home scale is a 9-item self-report scale that measures CGs’ hassles associated with their
experience of caregiving distress during bathing CI elders, and was adapted from the 12-
item Behavioral Hassles Subscale of Kinney and Stephens (1989). The Caregiving
Hassles Scale includes 7-items of the 12-items modified specifically to the bathing

situation; 2 other items were added. CGs indicate whether each item occurred during the
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past month and, if it occurred, they rate how much of a hassle it was on a 4-point scale.

The response format includes options of not a hassle (1), a small hassle (2), a medium

hassle (3), and a big hassle (4). The scale was constructed by averaging the scores on the
9-items. CGs scoring high on the scale reported more events during bathing that were a
big hassle. Cronbach’s alpha as a measure of internal consistency was .88. Items
inappropriate for the home setting were eliminated and the language was changed for the
use with family CGs of CI elders (see Appendix L for The Caregiving Hassles Scale).

Phase 1 Sample of Professional Experts

Purposive sampling of professional experts-from Oregon and Arkansas was used
in Phase 1 of the study. The professional experts (n = 11) were recruited from a group of
participants in the gerontological nursing seminar at Oregon Health & Science University
School of Nursing (n = 9) and gerontological nursing experts at the University of
Arkansas for Medical Sciences College of Nursing (n = 2). A diverse group of experts
was obtained to prevent bias related to using exclusively experts in the area of dementia.
There was a 100% response rate from the experts. The final sample of experts were
nurses and one psychometrician with expertise in the area of gerontological nursing (n =
6), geropsychiatric nursing (n = 2), family caregiving (n = 2), and instrument
development (n =1). The race of the experts were white (n = 8), black (n = 2), and Asian
(n=1). Of the 11 experts, 7 held a doctoral degree and 4 held a master’s degree in

nursing science.
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Phase 1 Sample of Family CGs

Because nursing faculty and clinicians may not be aware of the subtle nuances
experienced by family CGs when assisting a CI elder during bathing, family CGs can
provide helpful insights that may be over looked by professional experts (Litwin, 1995).
Moreover, using a diverse group to assist in the development of scales is important, so
that the scales are culturally relevant and easily understood by family CGS who will be
completing the scales.

Recruitment Procedures for Family CGs. Family members who were known to
provide care for their CI relative were invited into the study. Two recruitment strategies
were employed. First, an advertisement was placed in the Oregon Trail and Arkansas
Alzheimer’s Association Newsletters; then family CGs contacted the directors and their
names and phone numbers were forwarded to the researcher. Second, family members
were targeted from people in the community by word of mouth; these family CGs were
also contacted by the researcher. Family CGs were contacted by phone and an overview
of the study was presented by the researcher. Furthermore, the researcher questioned the
family CG to determine whether or not they met the selection criteria.

Eligibility Criteria for Family CGs. To be eligible for the study, all family CGs

had to meet the following criteria. Family CGs had to be able to speak, read, and write
English. The CI elder being cared for needed to;

(a) be 55-years of age-or older,

(b) have a diagnosis of possible Alzheimer’s Disease or vascular dementia

(defined by the DSM-IV) obtained from staff or family CG report,
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(c) reside in the community, and

(d) receive help from the CG during bathing as reported by family CGs on the

questionnaire.

CGs were excluded from the study if the CI elder: (a) had a diagnosis of
Huntington’s Disease, or alcohol-related or AIDS-related dementia; or (b) had severe
persistent mental illnesses other than dementia. Cognitive impairment of elders was
determined by family CGs” reports that the elder had at least a little difficulty with one or
more of the eight items on the Memory Problems Scale (see Appendix M for Memory
‘Problems Scale).

Response Rate for Family CGs. A purposive sample of 14 family CGs of

community-dwelling CI elders in Arkansas (n = 7) and Oregon (n = 7) was recruited for
Phase 1 of the study. Due to low return rates of mail questionnaires (Woods & Catanzaro,
1988), the goal was to over sample to achieve the recommended sample size of 10
(Dillman, 1978). Therefore questionnaires were mailed to 14 family CGs in Oregon and
Arkansas.

Of 7 questionnaire booklets mailed to family CGs living in Oregon, 5 were
returned resulting in a response rate of 71%. Two family CGs in Oregon did not return
the questionnaire booklet. One was a white male family CG who was the son of the CI
elder. The other family CG who did not return the booklet was an African American

family CG who was the CI elder’s daughter. Two family CGs contacted gave the

questionnaires to their live-in paid CGs who usually assisted CI elders during bathing.
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Consequently, these 2 respondents were excluded because they were live-in paid CGs
instead of family CGs. Thus, 3 CGs from Oregon were in the final family CG sample.

Of 7 booklets mailed in Arkansas, 5 were returned, resulting in a response rate of
71%. Two white family CGs did not return the booklets, and their relation to the CI elder
is unknown.

The final sample size was n = 8 family CGs. Of the 8 family CGs, 4 also agreed
to participate in a face-to-face interview, but only 3 actually participated in the interview
because 1 family CG could not be contacted.

Description of Phase 1 Sample of Family CGs. The final sample of family CGs

consisted of family CGs who lived in Oregon (n = 3) and Arkansas (n = 5). The family
CG s’ ages ranged from 30 to 76 years of age and the average age was 52; five family
CGs were female and 3 were male. The racial composition of the family CGs was 4
African American/black, 1 Asian/Pacific Islander, and 3 white family CGs. Half of the
family CGs were daughters of the CI elder and the remaining family CGs included a
husband, a son, a son-in-law, and a granddaughter. Most of the family CGs and the CI
elders lived together in the same household (88%) and had lived together from 2 years to
53 years. The family CG and CI had known one another between 29 to 54 years. The
typical family CG was widowed and had completed high school; 75% were not employed
outside of the home. All 8 family CGs assisted with bathing (See table 4 for Description
of Family CGs).

Most of the family CGs assist a CI during bathing two or more times during the

week (57%). The most common reasons reported by most family CGs for bathing the CI
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elder were personal hygiene (88%), urinary incontinence (75%), food on the skin (75%).
odor (63%), perspiration (63%) and bowel movements (71%). Most family CGs (63%)
found caregiving in general difficult much of the time.

Family CGs reported that the CI elders’ ages ranged from 77 to 93 years of age.
The average age was 83 years of age. All of the CI elders were female, and are the same
racial composition as the family CG. Most of the CI elders were widowed (62%), lived

with their children (63%), and had completed high school.

Table 4
Description of Phase 1 Sample of Family CGs
Gender Race Marital Status Relation to CR Assist with Bathing
Females 63% | White 50% Single 0% Daughters 50% Once a 43%
week
Males 38% | Black 38% Married  75% Wives 13% Every other  29%
day
Asian  13% Divorced. 25% Sons 13% . | 2-3timesa 14%
week
Son-in-Laws 13% Every day 14%
Granddaughters  13%
Table 5
Description of Phase 1 Sample of CI_Elders Cared for by Family CGs
Gender Race Marital Status Living Arrangements
Females 100% ‘White 50% Married 25% Spouse 25%
Males 0% Black 38% Widowed 62% Children 63%

Asian 12% Never Married 13%

Phase 1 Data Collection Procedures for Experts

The content validity form was developed using the guidelines and
recommendations of Imle and Atwood (1988). First a questionnaire booklet containing

the new bathing instruments was distributed to professional experts in Oregon during a
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gerontological nursing seminar and sent through interdepartmental mail to experts in
Arkansas. Those who decided to participate returned the questionnaires to the researcher
by interdepartmental mail. Additionally, the University of Arkansas for Medical
Sciences' experts returned the questionnaire and a signed consent form.

The experts were asked to determine the degree of content validity of the scales
by completing a booklet of content validity rating forms to rate items of the new bathing
instruments. A definition of the bathing concept was provided, and the expert panel was
asked to determine whether the items generally belonged together in relation to the
concept being measured. Experts were asked to evaluate the concept being measured, the
directions of each instrument, and items of the new instruments.

The experts were asked to read each item of the new instruments and respond to
the following four content validity questions: A. Are the items clear or unclear? B. In
terms of consistency, do the items belong together? C. Should any items be deleted? D.
Should any items be added? Space was allotted for comments, for example, to make
suggestions to improve the wording. The results of the rating sheets were summarized
and a similar content validity rating form was developed for family CGs.

Phase 1 Data Collection Procedures for Family CGs

The family CGs were contacted by phone, and the study was described and CGs
were invited to participate. Family CGs who agreed to participate were sent a packet
including a cover letter, the questionnaire with an accompanying content validity form,
and two consent forms. The packet included a cover letter introducing the questionnaire,

which included a statement of the purpose of the study, directions, and a telephone
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number so family CGs could call the researcher if they had questions. The letter
suggested a time frame to return the forms, and a note of appreciation for their time and
effort in completing the booklet of questionnaires (See Appendix N for Phase 1 cover
letter). As a token of appreciation, a $10 bill was included for the CG’s time and effort
spent in completing the booklet of rating forms and to motivate the CG to complete the
content validity rating forms (Dillman, 1978). Also contained in the packet were two
consent forms explaining the study, including the risk and benefits of participation.
Further, the consent form included a question that asked whether or not the family CG
would participate in a face-to-face or telephone interview.

The content validity rating forms contained the new bathing instruments and, on
the opposite page, questions related to content validity. The content validity rating forms
are located in Appendix C. For the content validity testing, family CGs were asked to
read each item of the new instruments and respond to the following three questions: A.
Are the questions clear or confusing? B. Which question is confusing? C. Do you have
suggestions to improve wording? Space was allotted for comments.

Additionally, family CGs were asked to answer all questions contained in the
booklet with respect to their own caregiving situation and their experiences in assisting
the CI elder with bathing. By obtaining the family CGs' answers to all questions, I could
obtain information about variation in their responses to the items. Further, CGs were

asked to rate how interesting or boring, clear or confusing, and upsetting the items were.
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Phase 1 Interviews with Family CGs

After the content validity ratings by experts and family caregivers were analyzed,
interviews with 3 family CGs were conducted at a location selected by the family CGs.
Areas of congruence and disagreement among expert clinicians and family CGs were
identified and used to develop interview questions (see Appendix O for Interview
Questions). Family CGs were contacted to set up a location and time for the face-to face
or telephone interview. The locations were at the participant’s home, by telephone, and in
the researcher’s office. Two interviews were face-to-face interviews (one in Oregon and
one in Arkansas) and one was a telephone interview in Oregon. The interviews lasted 1 to
1.5 hours and were audio taped. Questions were asked in relation to: a) the clarity of the
questions; b) written comments; ¢) several answers for the same question; d) questions
that were consistently left unanswered; and e) questions generating unexpected answers

or patterns of responses (Finke & Kosecoff, 1985).

Phase 1 Results
Aim 1. To evaluate the content validity of a new set of bathing instruments for use with
family CGs.

The Phase 1 results were derived from quantitative ratings and qualitative
comments from 11 gerontological nursing experts and 8 family CGs. Quantitative ratings
of clarity and consistency were obtained from clontent validity forms. Descriptive
statistics were employed to obtain a sumniary of clarity, homogeneity, completeness,

variation, appealing, and the structure of the measures. Qualitative comments were
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obtained from written responses on the content validity forms and face-to-face interviews
with family CGs who assist a CI elder during bathing. When 60% of the experts and
family CGs found a certain item undesirable, the item was deleted.

Clarity and Consistency

Expert and family CG ratings of clarity are summarized in the second column of
Table 6. The experts rated each item as clear (C) or unclear (U). The family CGs rated
the set of items on each instrument using response categories ranging from very clear (1)
to very confusing (4), and then listed items that were unclear. Of the 8 family CGs and 11
experts who completed the content validity ratings, some had missing data for the content
validity ratings. Therefore in Table 6, there are not ratings from all family CGs and
experts for all scales.

Expert ratings of consistency are summarized in the third column of Table 6.
Gerontological nursing experts were asked to rate the new instruments to determine if the
items belonged together. They also indicated which items needed to be deleted to make
the scale more internally consistent and any items that should be added to improve
content coverage. The experts and family CGs agreed that items were clear on
instruments measuring Concepts 4, 5, 6, 9, 10, and 11. The experts agreed that items
generally belonged together for instruments measuring Concepts 1, 2, 6, 9, 10, 12, and 13
(See Table 6).

Descriptive statistics were employed to obtain a summary of clarity, homogeneity,
completeﬁess, variation, the extent to which the questions were interesting or upsetting,

and readability. Evaluating the homogeneity or logical consistency of the items is
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important to determine if the items in a scale belong together. The assessment of
variation is important in the evaluation of the measure to distinguish whether or not the
measure discriminated among the respondents. Finally, the measures should be
interesting to the respondent to engage their attention to complete the questionnaire and
provide meaningful responses without being too upsetting to respondents. Readability or
the level of reading ability was assessed to determine the applicability of the measure to
assess whether the respondents understand the directions and questions of the measure

(McLaughlin, 1969).

Revisions in the New Bathing Instruments Based on Phase 1 Results

When 60% of the experts found a certain item unclear or undesirable the item was
deleted. In order to make the time frame for answering each instrument clearer, the
phrase “during the last month™ was added to the directions when appropriate.

Concept 1. CR Self-Care During Bathing. The Bathing Tasks Scale measures
how much of the bath the Cl elder implements independently. Two experts rated the
items, "bottom" and "private areas,” as unclear. It was noted that the two terms might
mean the same thing to family CGs, so these two items were combined. The Bathing
Tasks Scale included homogenous items, but one expert commented that holding and
wetting the washcloth, and applying soap to the washcloth did not belong under bath
preparation because this occurs throughout the bath. The heading "Bath Preparation” was
moved so it was above these items. Also it was suggested adding "shampoo" as one of

the supplies obtained, since hair washing is included on the scale.



Table 6

Summary of Expert and Family CG Ratings of Clarity and Consistency.
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Bathing Concept

New Instrument

Clarity of Items on Scale
{Rated by Experts and Family CGs)

Internal Consistency
(Rated only by Experts)

Bathing Situation

1. CR Self-Care During Bathing
Bathing Tasks Scale

Experts: 9 of 11 experts rated all
items as clear,

2 experts rated 2 items as unclear.
See text.

Family CGs: 7 of 8 CGs rated the
set of items as clear.

Experts: 9 of 11 experts rated
all items as generally
belonging together.

1 of 11 experts rated 4 items

- on bath preparation as not

belonging together. See text.

1 family CG of 8 rated the set of s Lo suggested that
items as somewhat confusing. items be deleted.

2. Bath Features Function of the Bath. Function of the Bath.

Reasons for Bathing Scale Experts: Except for 1 item, ail Experts: 9 of 10 experts rated
experts rated items as clear. See all items as generally
text. belonging together.

Form and Frequency of Bathing
Scale

Family CGs: 3 of 6 family
caregivers rated 1 item unclear. The
remaining items were rated clear by
family caregivers.

Form and Frequency of the Bath.

Experts: Except for 1 item, all
experts rated items as clear. See
text.

Family CGs: Al items rated very
clear by all family CGs.

1 of 10 experts suggested that
1 item be deleted. See text.

Form and Frequency of the
Bath.

11 of 11 experts rated all
items as generally belonging
together.

3. CR Bath Time Preferences
Bath Time Scale

Experts or family CGs did not rate
these items, because they have not
been developed until after the CG
interviews.

N/A
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‘Summary of Expert and Family CG Ratings of Clarity and Consistency
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Bathing Concept

New Instrument
4. CG Attitudes About Bathing
Family CG's View of Bathing Scale

Clarity of Items on Scale
(Rated by Experts and Family CGs)

Experts: All items rated clear by all
experts.

Family CGs: All items rated clear
by all CGs.

Internal Consistency
(Rated only by Experts)
Experts: 9 of 11 experts rated

all 12 items as generally
belonging together.
2 of 11 experts rated 2 items

not belonging to the other
items.

Experts suggested that 5 items
be deleted from the
instrument.

5. CG Communication During
Bathing

Family CG Bathing Behavior Rating
Scale

Experts: 11 experts rated 10 items
as unclear.

Family CGs: All items rated clear
by all CGs.

Experts: All 11 experts rated
all 11 items as generally
belonging together.

6. CG Self-Reported Behaviors
Family CGs Giving a Bath Scale

Experts: All items rated clear by all
experts.

Family CGs: All.itetns rated.clear
by all CGs.

‘Experts: All 11 experts rated
all items as generally
belonging together.

7. Bathing Assistance Provided by
the CG

CG Help with Bathing Scale
1. Frequency of CG Help
2. Amount of CG Help

3. Duration of CG Help

Experts: 7 of 9 experts rated the
Frequency of CG Help as very clear
and 2 of 9 experts rated il as mostly
clear.

Family CGs: Frequency of
Assistance was rated clear by all
experts.

The Amount and Duration of CG

Help were not rated by experts or

family CGs because the items had
not been developed.

Internal consistency of these
items were not rated by experts
because the items had not been
developed.

8. Help From Others With Bathing

Help From Others With Bathing
Tasks Scale

Experts and CGs were not asked to
rate the Help From Others With
Bathing Tasks Scale because the
items had not been developed.

Experts and CGs were not
asked to rate the Help From
Others With Bathing Tasks
Scale because the items had
not been developed.




Table 6 (cont)

Summary of Expert and Family CG Ratings of Clarity and Consistency.

Bathing Concept Clarity of Items on Scale Internal Consistency
New Instrument (Rated by Experts and Family CGs) (Rated only by Experts)
Care Receiver Responses

9. CR Positive Behaviors
10. CR Discomfort
11. CR Behavioral Symptoms
CR's Reaction to Bathing Scale

Experts: 10 of 11 experts rated 47
of 52 items clear.

1 of 11 experts rated 5 items rated
unclear. Family CGs: 6 of 8 CGs
rated the items very clear, 1 mostly
clear and 1 somewhat confusing,

Experts: 8 of 8 experts
reported that all items belong
together.

Experts suggested deleting 24
items.

Caregiver Responses

12. CG Satisfaction
13. CG Preparedness

Family CG's Experience During
Bathing Scale

Experts: 8 of 11 experts rated the
set of items clear.

1 of 11 experts rated 8 items
unclear

Family CGs: 5 of 8 CGs rated the
set of items as very clear and 2 CGs
rated the set of items as mostly.

Experts: all experts rated the
set of items as belonging
together.

Experts suggested deleting 11
items.

14. CG Hassles Experienced During
Bathing

Caregiving Hassles During Bathing
Scale

Experts: 6 of 11 experts rated the
set of items clear.

5 of 11 experts rated the 2 of the
items unclear, See text.

Family CGs: 5 of 8§ CGs rated the
set of items as very clear, 1 mostly
clear and 1 somewhat confusing.

Experts: 3 of 11 experts rated
3 items as not belonging
together.

Experts suggested deleting 5
items.
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The scale was revised and shown to family CGs during the interview. Based on
input from the family CGs and after consultation with committee members, the format
was further revised. Formatting changes were made so that the response choices would be
easier to select. In the revised scale, family CGs rate who does each bathing task, using

four response options: you (0 = least CR self-care), your family member (2 = most CR
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self-care), both (1 = shared self-care) or not done (scored as missing). Similar to the
scoring of Beck's scale, scoring of the new instrument involved calculating a total score
and dividing by the number of bathing tasks performed, resulting in an average score
with a potential range from 0.0 (the lowest CR self-care during bathing) to 2.0 (the
highest CR self-care).

Concept 2: Bath Features. Function of the bath was initially measured by the CG's
view of eight possible reasons that the CR bathes or washes up. Experts identified items
related to the function of the bath that did not belong and reported additional items were
needed to complete the measure. Nine percent of the experts reported that “to get warm”
and “to get cool” did not belong with Items 7-15, because they did not appear to be a
function of the bath. Most of the family CGs (83.3%) answered no to both items. The
following additional reasons for bathing were suggested by 40% of the experts: (a)
diversion activity, (b) to feel good or better, (c) to soothe, (d) to help wake up, and (¢) to
get through the day. However, during the interview, family CGs suggested that the
researcher change "diversion activity” to "distract” instead. The above changes were
made and diversion activity was changed to “to distract." Also, experts suggested that
personal hygiene be deleted from the instrument, because the term is too global and it
includes all other items in the scale. Also, half of the family CGs rated personal hygiene
as unclear. Experts made suggestions to clarify the items related to the function of the
bath. After discussing the suggestions with family CGs during the interview the
following suggestions were incorporated into the measure.

1. The wording "personal hygiene" was changed to "get clean.”
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2. The wording "bladder or urine accident" was changed to "remove urine from the
skin.”

3. The wording bowel moment or diarrhea was changed to "clean skin after a bowel
movement."

4. The wording "bad odor or smelling" was changed to “reduce bad odors or
smells”.

5. The wording "sweaty skin or perspiration" was changed to "remove sweat or
perspiration.”

6. The wording "food spilled on skin" was changed to "remove food spilled on
skin."

All experts found the remaining items clear and consistent with the label concept.
One expert provided suggestions to make the items more parallel. The items were revised
to make them more parallel.

The form and frequency of the bath were measured by Form and Frequency of
Bathing Scale. There were suggestions in making items that target the form of the bath
clearer. The term "bedbath" was viewed as unclear by one expert, because 1t was
considered a nursing term and therefore may not be a familiar term for family CGs.
However, all experts agreed that the item belongs together with other items and did not
recommend the item be deleted. During the interYiews, family CGs reported that they
understood the meaning of bedbath. Most of the experts (56%) suggested that other
questions be added and recommended mihor formatting changes and changes to the

directions. For example, experts suggested using the term "bathtub" instead of "tub."
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Concept 3: CR Bath Time Matches Preferences. The new instrument, CR Bath

Time Scale was not developed until after the CG interviews. It consists of 2 items that
assess what time of day the family CG usually bathes the CR and the time of day the CR
preferred to bathe before he or she had memory problems. The six response categories

are in 4-hour item time segments and include 12:00 midnight — 3:59 AM (1), 4:00 AM —

7:59 AM (2), 8: 00 AM — 11:59 AM (3), 12:00 Noon — 3:59 PM (4), 4:00 PM — 7:59 PM

(5), and 8 PM — 11:59 PM (6).

Concept 4: CG Attitudes about Bathing. On the new instrument Family CG’s
View of Bathing Scale, all of the experts found some items unclear and one expert rated
three items as unclear (e.g., “taking a shower can frighten my family member”, “bed
baths don’t clean very well”; and “my family member may think getting bathed is an
invasion of privacy”). One CG rated one item as somewhat confusing without giving an
explanation. The items remained in the instrument.

Concept 5: CG Communication During Bathing. On the new instrument Family

CG Bathing Behavior Rating Scale, 1 expert rated four items as unclear (e.g., “CG speaks
disrespectfully”, “not paying attention”, “tells what is about to happen; and “gives a bath
in a hurry”). Two experts rated two items as unclear (e.g., “During bathing how often do
you praise your family member? “During bathing how often do you act as if you care
about you him or her”?). However, all of the expgrts agreed that the items belonged
together and one expert suggested that caning bé deleted from the instrument. These items

remained in the instrument.



72

Concept 6: CG Self-reported Behaviors During Bathing. On the new instrument,

Family CGs Giving A Bath, 2 experts rated three items as unclear(e.g., “I feel ready to
deal with difficult problems bathing my family member”, “ When talking to my family
member during the bath, I make sure that we are face to face so he or she can see me”;
and “T take the time to make things really calm for my family member at bath time™) Two
experts rated two items as not belonging together with other items on the scale (e.g., “1
make sure that we are face to face so he or she can see me” and “l make eye contact
before saying what I’m going to do to him or her during the bath™). Each of the remaining
items 1 expert rated the items as unclear and not belonging together with other items. One
expert recommended the following items be deleted from the scale: “I feel ready to deal
with difficult problems bathing my family member”, When talking to my family member
during the bath I make sure that we are face to face so he or she can see me”, and I use

ways to make bathing my family member go smoothly without taking too much time”.

Concept 7. Bathing Assistance Provided by the CG. The new instrument CG Help

with Bathing Scale, 30% of the experts suggested improvements in item wording Scale.
For Item 6 frequency of CG assistance, the wording was changed from “How often did
you assist your family member during bathing the past month?” to “How often do you
assist your family member with a total body bath (e.g., bathtub, shower, or bedbath)?”
The family CGs interviewed thought the terms were appropriate. Some of the terms were
reworded for example the term “tub” was used instead of “bathtub”.

After Phase 1, two items were added to the new instrument, CG Help with

Bathing Scale. The version of the scale for Phase 2 included 3 single-item subscales: the
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Frequency of Assistance subscale used in Phase 1 and the new items, Amount of CG
Help and Duration of CG Help (e.g., hours and minutes spent on a day when the CG
helps with bathing). The Duration of Help item was modified from the Extent of Help

items from Archbold and Stewart's (1994) Family Care Inventory.

Concept 8: Help From Others With Bathing. Experts and family CGs were not

asked to rate the Help From Others With Bathing Tasks Scale.

Concept 9: CR Positive Behaviors are included in the CR’s Reaction to Bathing.

In general, family CGs and experts found the items clear. The item “Thanks you” was
rated unclear by one expert.

Concept 10: CR Discomfort is included on the CR’s Reaction to Bathing Family

CGs rated the items clear and expert rated those behaviors that represent discomfort clear.
One expert rated "sounds that may suggest discomfort" as unclear.

Concept 11: CR Behavioral Symptoms are included on the CR’s Reaction to
Bathing. One expert rated “displays inappropriate sexual behavior” as unclear and not
belonging together with items in the scale because this behavior may not be seen
inappropriate if the CG is a spouse. Experts also suggested items related to sexual
behaviors and aggressive behaviors be deleted, because they may not occur in the home
setting in contrast to the nursing home setting. All items related to concepts 9, 10, and 11
were left in the instrument so that I can get a idea of whether family CGs observe these
behaviors while assisting the CR during bathing in the home setting.

Concepts 12 and 13: CG Preparedness and CG Satisfaction During Bathing. On

the Family CG's Experience During Bathing Scale, the experts suggested that the phrase
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"during bathing” should be added to items when appropriate in order for the scale to
focus more explicitly on the bathing situation. For example, the item “I was able to
manage specific problems” was changed to “I was able to manage specific problems that
occur during bathing."

The experts also found some items too similar in that they seemed to be asking
the same question. The item, “I was confident in my ability to assist with bathing,” was
very similar to “I felt self-assured” and “I felt confident in my ability to care for him or
her.” The last two items were deleted from the questionnaire. The experts suggested the
deletion of the following items :“I felt comfortable in the things I did to help my family
member,” “Caring for him or her was pleasurable,” “I was confident in finding solutions
for difficult situations during bathing,” and “I got frustrated when assisting with bathing.”
Family CGs did not suggest deleting the above items, therefore all items remained but
some were reworded.

Concept 14: Caregiving Hassles Experienced During Bathing. The Caregiving

Hassles During Bathing Scale measures distress and minor irritations experienced by
family CGs while assisting a CI elder during bathing. Only one expert rated the “CR
being verbally inconsiderate” as unclear. Only one expert rated “yelling” or “swearing”
and ““verbally inconsiderate” as not belonging with the other items. However, 64% of the
experts stated that Ttem 6, “Just being with my family member during bathing,” was
unclear, but only one expert said it did not belong with the other items. The experts

suggested that these items be deleted from the instrument.
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All items remained on the scale to determine how family CGs would evaluate the
clarity, especially of Item 6. Family CGs found Item 6 clear, and 5 of the 8 family CGs
surveyed answered "just being with my family" as "not a hassle" and 3 reported that it
"was a hassle." Consequently, Item 6 was left on the instrument for Phase 2. One family
CGs requested that Item 7 “Family member leaving tasks related to bathing
uncompleted” be more specific. Another family CGs commented that answers may vary
because CG minor irritations tend to fluctuate depending on whether the CI elder is
having “bad or smooth times”.

Variation

The items were tested for an acceptable initial level of variation in responses from
family CGs to ascertain whether measure discriminated among the respondents. Table 7
displays the variation results. The results may be misleading due to the small sample size

and a closer examination of variation of the items occurred during Phase 2 of the study.

Table 7
Variation of Family CG Responses in Phase 1 to Scale Items
New Bathing Instruments Number of items Number of items with
with no variation in varation (2 or more
responses options were used as
TESpONSes)
1. Bathing Tasks Scale 0 24
2. Reasons for Bathing Scale 1 #
3. Form and Frequency of Bathing Scale 0 4
4, Family CG's View of Bathing Scale 0 12
5. Family CG Bathing Behavior Rating Scale 0 11
6. Family CGs Giving a Bath Scale 1 0 H
7. CG Help with Bathing Scale: Frequency of CG Help 0
8. Help From Others With Bathing Tasks Scale 0
9. CR's Reaction to Bathing Scale 10 42
10. Family CG's Experience During Bathing Scale 0 23
11. Caregiving Hassles During Bathing Scale 0 9
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Readability

To determine the applicability of the measure one must predict the level of
reading ability the respondents must have to understand the directions and questions of
the measure. This procedure is a crucial step in determining the appropriateness and
accuracy of data collection. The SMOG Readability Method was used to assess the
reading level of the measures (McLaughlin, 1969). After the changes were made based
on experts suggestions, the reading level was assessed on the Phase 2 questionnaire.

A sample of the measures were obtained from a selection of measures in the
survey booklet that had at least 30 sentences. The section titled “You and Your Family

Member,” which includes seven scales (Relationship to the CR Scale, Years Known CR
Scale, Living Arrangements Scale, Amount of CG Assistance Scale, Difficulty of
Bathing Assistance Scale, Frequency of Bathing CG Assistance Scale, Bath Time Match
Bath Preference Scale, and Reasons for Bathing Scale), initially scored at a T grade
reading level. After the word family, which was repeated nine times, was deleted, the
reading level decreased to a 6™ grade reading level. Family CG’s Experience During
Bathing Scale and CR’s Reaction During Bathing Scale are ata 7™ grade reading level.
Lastly, Bathing Tasks Scale is at a 6™ grade reading level. The measures appeared
appropriate for the educational level of this sample of family CGs given that they all
attended high school.
Interest

The measures should be interesting to the respondent to engage their attention to

complete the questionnaire and provide meaningful responses. The family CGs found the
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measures very interesting (n= 4 or 50%), pretty interesting (33.3%), and somewhat
interesting and somewhat boring (16.7%). The family CGs reported that the questions
were not emotionally upsetting (71.4%) and a little upsetting (14.3%). The average length
of time to complete the questionnaire was 1 hour and 30 minutes.

Generally, the items on the measures are clear and homogenous. Overall it
appears that the questionnaires were interesting enough to generate appropriate responses
from this group of family CGs. After addressing the responses of experts, family CGs,
and interview data, the scales were generated into a final booklet form for Phase 2 of the
study. This was established to be at a 7% grade reading level at the most which may be
appropriate for most CGs to understand. Although, the length of the entire booklet is
long, family CGs completed the questionnaires in a timely manner. Difference in the
designs of the various questionnaires appeared to have made it seem less monotonous to
complete.

- After addressing the responses of experts, family CGs, interview data, and
discussions with committee members, the following new instruments were generated into

a final booklet form for Phase 2 of the study.

What You and Your Family Member Do During Bathing Scale
Frequency and Form of the Bath

Function of the Bath

Your View of Bathing Scale: Family CG Version

Family CG Bathing Behavior Rating Scale

Giving a Bath Scale: Family CG Version

Amount, Frequency, and Duration of CG Assistance During Bathing,
CR Bath Time Preference Matches Bath Time

Help From Others With Bathing Tasks Scale

LIS Y Sy g B RS s
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10. CR's Reaction to Bathing
11. Family CG's Experience During Bathing
12. Caregiving Hassles During Bathing

Phase 2 Method

The purpose of Phase 2 was first to address Aim 2: To derive new bathing scales
from the new and adapted bathing instruments using item analysis and exploratory factor
analysis, and to refine the conceptual model including concept labels and definitions.
Secondly, address Aim 3: To estimate the internal consistency reliability of the new
bathing scales. Cronbach’s alpha was calculated on all of the measures during Phase 2 to
estimate the internal consistency or reliability of the measures (Cronbach & Meehl,
1967). Internal consistency is how well a group of items measure the same concept
(Litwin, 1995). Furthermore, reliability is the degree of consistency and accuracy with
which an instrument measures the characteristics it is supposed to measure (Carmines &
Zeller, 1979). Construct validity is the theoretical rationale for score interpretation
involving score meaning and expected performance differences over time and across
groups and settings (Messick, 1995).

Thirdly, to address Aims 4 and 5. Aim 4: To obtain preliminary evidence about
the construct validity of the new bathing scales by testing hypothesized relationships
between concepts measured by the new scales and concepts measured by established
scales of the family CGs' health, physical functioning, pain, depressive symptoms,
mutuality, and global strain. The Pearson’s Product Moment Correlation statistic was

used to test associations. Aim 5: To obtain further preliminary evidence about the
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construct validity of the new scales by examining their intercorrelations and determining
whether these intercorrelations correspond to hypothesized correlations derived from the
literature and revised conceptual model. Construct validity was assessed by using the
Pearson’s Product Moment for continuous data to test hypotheses for relationships

between variables predicted by the theoretical model (See Tables 2 & 3 in chapter 2).

Phase 2 Sampling Procedure

The same inclusion criteria was used as in Phase 1 of the study. Subjects were
recruited in Little Rock, AR and in Portland, OR at four sites. Subject recruitment was
handled differently within each health care facility, but according to IRB rules and
regulations. All of the sites required the submission of an application and proposal to gain
permission by the directors to conduct research in their facilities. First, subjects were
recruited from the Pennebaker Adult Day Care Center in North Little Rock, AR; most of
the clients were black CI elders. The administrator was contacted by phone and
arrangements were made to recruit subjects. Thirty-eight packets were hand delivered to
the director of nurses. The packets were assigned subject numbers to protect the
confidentiality of the participants. The director of nurses maintained a list of subject
numbers and client name. She gave the packets to all family members who picked up
their elder from the center and mailed the remainder to family CGs to protect subjects’
confidentiality. A post card was sent to the center three weeks after the mail out to so that
staff can remind family CGs to return the questionnaire and consent form (See Appendix

P for Post Cards). The researcher covered the cost of the mail out.
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The manager of the Reynolds Center on Aging Dementia Clinic generated lists of
100 potential subjects. The list consisted of the names and addresses of those clients with
a diagnosis of Dementia. Initially, every other name on the list was selected to receive a
mailed questionnaire. Fifty packets were addressed to the family CG of the named of the
CI elder. Each packet was assigned a subject number, and the researcher maintained a
subject list. After the Oregon data were collected, packets of fifty were sent to the
remaining 50 names on the list.

The data manager of the Dementia Core Center at the Oregon Health Science
University’s Aging and Alzheimer's Clinic was contacted and given the inclusion and
exclusion criteria. The data manager matched individuals with the inclusion criteria on
clinic’s database. The potential subjects were assigned ID numbers, but the names of the
subjects were maintained by the data manager to maintain subject confidentiality.
Seventy-three questionnaires were mailed to potential subjects. The clinic provided a
research assistant to assist with the mail out. Those individuals who did not assist with
bathing were not mailed the questionnaire. The clinic director also included a letter, since
all of the selected family CGs had previous agreed to participate in studies that occurred
in the clinic. The letter served as a way to introduce the researcher, institution and
funding agency to potential subjects.

An advertisement was posted in the Alzheimer’s Disease Association monthly
newsletters to recruit potential family CGs (Seé Appendix Q for Advertisement). The
researcher contacted the three family CGs who responded to the advertisement to explain

the study and to ascertained that they met the inclusion criteria. One family CG was not
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asked to participate because she was a former CG who remained active in the support
group after the death of her family member.

Phase 2 Sample

The 62 family CGs in the final sample lived in Oregon (n = 25) and Arkansas (n =
37) and were CGs of CI elders who were clients of the Pennebaker Center (n=19),
University of Arkansas for Medical Sciences Reynold’s Center on Aging Dementia
Clinic (n = 26), Arkansas Alzheimer’s Association (n = 2) and Oregon Health and
Sciences University Center on Alzheimer’s and Aging Clinic (n = 25). The family CGs’
ages ranged from 39 to 86 years; 46 family CGs were female and 16 were male. The
racial composition of the family CGs was 49 white, 10 African American/black, 1
Asian/Pacific Islander, 1 Hispanic and 1 Native American. Most of the family CGs were
wives of the CI elder (34%); the remainder of family CGs were daughters (30%),
husbands (21%), other relatives (5%), sons (3%), daughter-in-laws (3%), son-in-laws
(2%), and significant others (2%). Most of the family CGs were Baptist and most (73%)
considered themselves as religious or spiritual. The majority of CGs attended college
(74%). The majority of family CGs were married (82%). Family CGs reported knowing
the CI elder on average 48 years and most family CGs and CI elders live in the same
household (93%). The household size reported was usually 2 (66.1%) and 23% of the
family CGs reported a household size of 3 people. Only 4 family CGs reported children
under the age of 18 living in their household. The average yearly income of the family
CGs ranged from $25,000 - $34,999 and 57% of the family CGs own their homes. Most

(87%) are able to get along on their income and have enough with a little extra sometimes
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or always have money left over after expenses. Most (55%) of the family CGs were
retired and 13% of family CGs had to quit work to care for their family member; 29%
both cared for their family member and worked outside the home.

Family CGs report being involved in caregiving for an average of 4 years. On
average family CGs reported assisting a CI elder during bathing every other day (SD= 1).
Most family CGs assisted the CI elder during bathing everyday (34%,) every other day
(19%), 2 to 3 times a week or once a week (15%). The remainder of family CGs assisting
bathing once or twice a month (3%). Half of the family CGs reported that assisting during
bathing is somewhat hard to very hard. Most family CGs reported that they receive no
outside help with bathing tasks from paid CGs (71%), friends and neighbors (95%) or
relatives (67%).

Most of the CI elders were moderately to severely cognitively impaired (76%).
The CI elders’ ages ranged from 58 to 93 years of age; 37 CI elders were female and 25
were male. The racial composition was 49 white, 10 African American/black, 1
Asian/Pacific Islander, 1 Hispanic and 1 Native American. Most received a high school
education or less (57%). Most of the CI elders were married (n = 38) and the remainder
were either widowed (n = 14), divorced (n = 6), separafed (n=1), or never married (n =
3). Most of the CI elders lived with a spouse (61%) or live with a child or children (31%).
(See Table 8 for Demographic Characteristics of Phase 2 sample)

Phase 2 Instruments

In addition to the new instruments, a few instruments were added to complete the

survey for future use in research. These included: instruments that measure demographic
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characteristics of the CG and CR, familial relationship of the CG and CR, difficulty
assisting during bathing, living arrangements, and a measurement of an indicator of CG

decision for future nursing home placement of the CG.

Table 8
Phase 2 Sample: Demographic Characteristics of Family CGs and CRs
Demographic Characteristics Family CGs CRs
n=62 n=62
Age X=658D=12 X=77,SD=8
(range, 40 - 87) (range, 58 — 93)
Gender Male 26% 60%
Female 74% 40%
Race White 79% 82%
Black 16% 15% |
Native American 2% 0% |
Astan 2% 2% |
Hispanic 2% 2%
Marital Status Married 82% 61%
- Widowed 3% 23%
Divorced 8% 10%
Separated 2% 2%
Never Married 5% 3%
Education 6" Grade or less 2% 7%
Junior High 3% 15%
Partial High School 2% 8%
High School Graduate 19% 28%
Partial College Training 24% 20%
Completed College 29% 8%
Graduate Professional Training 21% 15%

Measurement of CG Characteristics and Caregiving in General

Measurement of background characteristics addressed the demographic
characteristics of both the family CG and CI eldef. Included were the age, ethnicity,
gender, and familial relationship. Descriptive irfformation also included information
related to the socioeconomic status of the CG, caregiving experience, and the amount of

help the CG receives by others. Geographical location was coded within the subjects’ ID
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located on the booklet after it was returned to the researcher. Also included in the booklet
were questions regarding the family CG’s physical health (including pain), mental health
(depression), physical functioning, mutuality, and perceptions of strain related to total
caregiving activities.

Mutuality Scale (Archbold et al., 1992) measures how the family CG and CR

currently feel about each other. The 12-item self-report scale uses a 5-point response
format, including the options of not at all (0), a little (1), some (2), quite a bit (3), and a
great deal (4). The family CG was asked to check the response that best describes their
degree of agreement. A score was computed by averaging the response to the items.
Family CGs who have high scores on the Mutuality scale report their relationship with
the CR as characterized by a great deal of love, shared pleasurable activities, common
values, and reciprocity. Cronbach’s alpha as a measure of internal consistency was 0.91
(See Appendix R for Mutuality Scale).

The Center for Epidemiological Studies of Depression Scale (CES-D) (Radloff,
1977) measures depressive symptoms (See Appendix S for the CES-D). The instrument
was developed as an inexpensive measure of depressive symptoms used for community
surveys. The 20 item self-report scale uses a 4-point response format. The total scores
range from 0-60 and the higher the score the more impairment. Cronbach’s alpha as a
measure of internal consistency was .85 (Radloff, 1977) and .74 (Andrews et al., 1993).

The RAND Corporation Medical Outcomes Study Short-Form 36 Health Status

Questionnaire (MOS SF-36). The 36 item self-report survey was a multi-item scale

measuring eight general health concepts: 1) physical functioning; 2) role limitations due



85

to physical health problems; 3) bodily pain; 4) general health perceptions; 5) vitality; 6)
social functioning; 7) role limitations due to emotional problems; 7) social functioning;
and 8) mental health. The concepts of general health perceptions, physical functioning
and bodily pain, were measured in the proposed study. Likert’s method for summated
rating scales was used to score the items. Higher scores indicate better health. Cronbach’s
alpha for physical functioning across multiple groups, general health, and bodily pain
were .94, .80 and .87 respectively (McHorney et al., 1994). (See Appendix T for the
MOS SF-36.)

Global Role Strain (Archbold et al., 1986) measures the overall felt difficulty in

fulfilling their caregiving responsibilities. Initially the measure consisted of one item and
a Cronbach’s alpha was not reported. Currently, the instrument consists of a 4-item self-
report scale uses a S-point response format. The family CG was asked to check the
response that best describes their degree of agreement. Three items assess the stress
associated with caregiving. The remaining item addresses the CGs perception of the
positive and negative aspects of caregiving. Global strain was found to be significantly
related to direct care, such as protection and financial, legal, and health both (r =46, p <
0.01). The concept of global role strain was expected to correlate with the new bathing
measures formerly used with nursing home staff (See Appendix U for Global Role
Strain).

Descriptive Information About Bathing

The questionnaire contained a screening question that asked “do you assist your

family member during bathing?” If the answer was no, the family CG was asked to stop
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and return the booklet of questionnaires to the researcher. Space was provided throughout
the booklet for comments. At the end of the booklet of questionnaires, questions included
related data collection techniques that were used in nursing home research and asked
about their appropriateness in the home setting.

Response Rate

The overall response rate is one guide to the representativeness of the sample.
Achieving a high response rate minimizes the chance of response bias. However, it is not
clear how high a response rate should be in order to be acceptable. According to Babbie
(1990)  a response rate of 50 percent is generally considered adequate for data analysis
and reporting” (p.182). The suggested response rate for a mailed questionnaire is 70% for
the general public and 77% for a specialized group (Dillman, 1978). Many of the
procedures recommended by Dillman (1978) were employed to increase the response rate
(e.g., reminder post cards, replacement questionnaires). These strategies were not used at
the sites where the addresses of were unknown to the researcher.

A total of 220 questionnaires were sent to family CGs of CI elders. The first page
of the booklet contained a screening question which asked the family CG whether or not
they assisted their CI family member during bathing. When the answer was no, the family
CG was instructed to stop at that point and return vthe questionnaire booklet, so that the
researcher could track the number of participants who do not assist a CI elder during
bathing. Participating family CGs who assist during bathing completed the questionnaire
and returned the questionnaire. Of the 220 questionnaires sent to family CGS, 128 were

returned by respondents. Of these, 66 were not included in the study because 61 family
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CGs did not assist the CI elder during bathing, 1 CG was a former family CG of a CI
elder, 3 family CGs reported the CI elder living in an long-term care facilities (2 in
nursing homes and 1 in an assisted living center), and 1 family CG assisted only during
the preparation of the bath in one case, so many of the questions was not applicable. Five
packets were returned by the post office because of an invalid address and 87 family CGs
did not respond. Thus the overall response rate was 60%, and the usable response rate
was 47%. To be part of the study, family CGs were screened to determine whether they
actually assisted a CI elder during bathing. Most of the respondents did not assist during
bathing. This may be due to the mild cognitive impairment of many CI elders who live in
the community whereas CI elders living in nursing homes usually experience more severe
cognitive impairment and may need more assistance during bathing. The final sample
consisted of 62 family CGs who reported assisting a CI elder during bathing‘ at home.

Procedure for Data Collection

A total of 220 packets containing two consent forms, a questionnaire, and $10
were mailed to family CGs of CI elders. The money was included as a token of
appreciation for the CGs’ time and efforts spent to complete the booklet of questionnaires
(Woods & Catanzaro, 1988). A return addressed stamped envelope was included in the
packet to enhance the ease for CGs in returning the booklet. A cover letter (See Appendix
V for Phase 2 Cover Letters) was included in the packet to introduce the study and to
motivate family CGs to complete the booklet of questionnaires (Dillman, 1978). The
cover letter consisted of a statement of the purpose of the study, directions, explanation of

the procedure, the risk and benefits of participation, the approximate amount of time it
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takes one to complete the booklet of questionnaires, a telephone number so family CGs
can call the researcher if they have questions, when the booklet of questionnaires should
be returned, and a note of appreciation for their time and efforts in completing the booklet
of questionnaires (See Appendix W for Phase 2 Questionnaire Booklet). The participants
were instructed to complete the booklet of questionnaires, over a 3 week period. During
the 4™ week reminder post cards were sent to family caregivers who had not returned the
questionnaire. During the 6™ week a booklet and reminder post cards were sent to the

remainder of participants who had not returned the questionnaire.

Data Management

During the study, a mailbox was maintained at both universities. The packets
were mailed from each state; family CGs who live in Oregon received packets mailed
from OHSU and return envelops addressed to the researcher at OHSU. The same
procedure occurred at UAMS. The questionnaires received at OHSU were sent by
Federal Express mail on a weekly basis to the researcher at UAMS for data entry. The
questionnaires containing the raw data are kept in locked secured files; and the researcher
will destroy the raw data two years after the study. Data were entered into the computer
(assessed by a password) using a SPSS statistical software. The data output was kept in
notebooks filed in a locked file cabinet to ensure subject confidentiality. Analysis of the

data occurred at OHSU in consultation with co-research advisor of the study.
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Data Processing and Analysis

Data Processing

The researcher conducted data processing and analysis. The questionnaires were
coded, and a computerized SPSS and statistical files were developed. The data were
cleaned and entered into the SPSS files. The data were verified by the researcher and two
research assistants, The output of each data run was labeled with an identification code
and the date. A log of the data runs were generated including the identification code, and
dates of the data run. |

Phase 1 Data Analysis

Aim 1: To evaluate the content validity of a new set of bathing instruments for
use with family CGs. Seven bathing instruments adapted from other measures, their
original source, and the bathing concepts they were intended to measure are listed in
Table 1.

The responses received from experts on the content validity forms and the
responses of family CGs during the interviews of Phase 1 was summarized to ascertain
any items that need to be added to or deleted from the scales. The results of the rating
sheets were summarized and areas of congruence and disagreement among raters
identified and used to develop interview questions.

Phase 2 Data Analysis

Aim 2: To derive new bathing scales from the new and adapted bathing
instruments using item analysis and exploratory factor analysis, and to refine the

conceptual model including concept labels and definitions. A sample size of 80- to 100 1s
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needed to report the results of factor analysis, However, the purpose of using factor
analysis for this proposed study is to obtain preliminary evidence of the dimensions.

Aim 3: To estimate the internal consistency reliability of the new bathing scales.
The Cronbach’s alpha was calculated on all of the measures during Phase 2, to estimate
the internal consistency or reliability of the measures (Cronbach & Meehl, 1967). Internal
consistency is how well a group of items measure the same issue (Litwin, 1995).

Aim 4: To obtain preliminary evidence about the construct validity of the new
bathing scales by testing hypothesized relationships between concepts measured by the
new scales and concepts measured by established scales of the family CGs' health,
physical functioning, pain, depressive symptoms, mutuality, and global strain. The
Pearson’s Product Moment statistic was used to test associations.

Aim 5: To obtain further preliminary evidence about the construct validity of the
new scales by examining their intercorrelations and determining whether these
intercorrelations correspond to hypothesized correlations derived from the literature and
revised conceptual model. Construct validity was assessed by using the Pearson’s Product
Moment for continuous data to test the following hypotheses for relationships between

variables predicted by the theoretical model (See Tables 2 & 3).
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CHAPTER 4

RESULTS

Phase 2 Results

Measurement development proceeded in four stages: 1) exploratory factor
analysis, 2) examination of internal consistenqy reliability, 3) scale construction review
of frequency distribution and descriptive statistics, and 4) examination of construct
validity. Data were analyzed using the Statistical Package for Social Science (SPSS) for
Windows. After reviewing the frequency distribution and descriptive statistics for each
item, Cronbach’s alpha and item analysis of each new bathing scale was calculated to
determine the internal consistency reliability and to see how well the items fit together.
Phase 2 results address the following specific aims:

Aim 2. To derive new bathing scales from the new and adapted bathing instruments
using item analysis and exploratory factor analysis, and to refine the conceptual
model including concept labels and definitions.

Aim 3. To estimate the internal consistency reliability of the new bathing scales.

Aim 4. To obtain preliminary evidence about the construct validity of the new bathing
scales by testing hypothesized relationships between concepts measured by the
new scales and concepts measured by established scales of the family CGs'
health, physical functioning, pain, depressive symptoms, mutuality, and global
strain.

Aim 5. To obtain further preliminary evidénce about the construct validity of the new

scales by examining their intercorrelations and determining whether these
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intercorrelations correspond to hypothesized relationships derived from the
literature and revised conceptual model.

Exploratory Factor Analvsis

Aim 2. To derive new bathing scales from the new and adapted bathing
instruments using item analysis and exploratory factor analysis, and to refine the
conceptual model including concept labels and definitions. If items on the scale did not
appear to belong together based on corrected item-total correlations, exploratory factor
analysis was also used to see if there were alternative subscales in which the items fit
together. Those items that had factor loadings equal or greater than .40 were viewed as
fitting together. Because of the exploratory nature of the study, the remaining items
with loadings less than .40 were analyzed together in one factor analysis to determine if
there were additional concepts they could measure. Using this overall inductive
approach, decisions were made to group items that had theoretical coherence and
statistical support. The items that were not compatible with any scale were deleted from
the final analysis.

Most items in the Family CG Bathing Behaviors Rating Scale were not retained
after the factor analysis. The original CBBRS was an observational tool and may not be
useful for self-report.

Internal Consistency Reliability

Aim 3. To estimate the internal consistency reliability of the revised bathing
scales. Cronbach’s alpha was estimated based on the pairwise correlation matrix among

items on the measures. After exploratory factor analysis and the internal consistency
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reliability results were examined, revised bathing instruments were derived from the
new and adapted bathing instruments. Eleven scales and 18 subscales were generated
and some instruments contain subscales. (See Table 9 for concepts and definitions, new
instruments and subscales and see Table 10 for summary of reliability results).

Eleven of 17 scales and subscales tested have Cronbach’s Alpha values
exceeding .70 recommended by Nunnually (1978) for scales to be used for research
purposes. For 6 of 17 scales and subscales, the reliability is marginal (.50-.69), due to
the small number of items on the scale or dichotomous response format or both.

It is important that the percentages of missing data on scales are at acceptable
levels. All of the instruments had acceptable levels of percentages of missing data
except two. The subscales Self-Care Preparing for the Bath and What you and Your
Family CG Do During Bathing Scale™ had 10% missing data; Self-care Wash and Dry
Hair had 18% missing data (See Table 7). The high percentage of missing data is a
concern in the instant of Self-Care Preparing for the Bath. The format was the same as
the other self-care subscales, but family CGs may have found the items in this particular
subscale as confusing. On the other hand, unanswered Self-care Wash and Dry Hair
items may be due to some family CGs writing beauty shop in “other” instead of

selecting not done (See Table 9 for definitions of new scales and subscales).
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Frequency Distributions and Descriptive Statistics for the New Bathing Scales

Family CGs reported assisting a CI elder during on average 6 days a week.
Family CGs reported that, on average, CRs assist CGs a little in preparing for the bath
(M =10.39; SD = 0.59) on a 0.00-2.0 scale, but some CRs are dependent on CGs to wash
(33%) and dry (37%) their body parts, and wash and dry their hair (67%). Most family
CGs reason given for bathing the CR is for cleansing purposes (63%). Most family CGs
did not use the tub bath as the usual form of the bath (64%), however, those family CGs
who did mainly bathed CRs in the bathtub 2-3 times a week. Many CGs reported using
both the bathroom sink (55%) 2 or 3 times a week to every day (53%) and shower
(50%) once a week or 2 to 3 times a week (34%) when bathing the CR. CGs usually
matched the CR bath time to their premorbid bath times (58%); and on average the
CRs’ wishes were sometimes considered during bathing (M = 3, SD = 0.63). Family
CGs reported on average that CRs need some assistance during the bath, for instance,
both the CG and CR performed bathing tasks (M =2, SD = 2.5). Family CGs reported
assisting CRs every other day (M = 4, SD = 1.19) and most family CGs (65%) took 45 -
60 minutes to complete the bath. Over half of family CGs (52%) did not receive help
from others when assisting the CR during bathing.

Most family CGs reported quite of bit to a great deal of CG satisfaction (62%)
and CG confidence during bathing (87%). On average CGs reported a little CG strain
during bathing (M =2; SD = .78), although 35% of the CGs reported experiencing some

to quite a bit of CG strain during bathing. ’Only 39% of the CGs reported assisting the
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CR during bathing as a small hassle; and most CGs did not view assisting the CR during
bathing as a hassle (61%).

Family CGs reported that 84% of the CRs have moderate memory problems.
Family CGs reported that 68% of the CRs were content during bathing, and some
showed appreciative and affectionate behaviqrs (26%) during bathing. Also, 39% of
CRs displayed discomfort during bathing. Family CGs reported only a small percent of
CR behavioral symptoms during bathing, such as vocal-verbal agitated behaviors (8%),
and physically aggressive behaviors (5%). Family CGs reported no physically non-
aggressive behaviors.

Family CGs reported their health as good to excellent (84%) and good physical
function (M = 70, SD = 24), however, 25% of CGs assisting CRs during bathing
reported poor physical function. Depressive symptoms were reported by 44% of the
CGs, however, 56% of the CG scores were below 16 indicating that most of the CGs
were not experiencing significant depressive symptoms, Over half of CGs reported a
quite a bit to a great deal of mutuality (56%) between the CG and CR. On average CGs
report some global strain associated with caregiving in general (M =2; SD = .61).

Although family CGs reported their health as good to excellent (86%), they
report that their health limits them in vigorous activities (82%), lifting or carrying
groceries (58%), bending kneeling or stooping (72%), and walking more than a mile
(53%). Seventy—four percent of the CGs report ‘a little pain to extreme pain interfering

with normal work activities. The average depression score of the family CGs was 34.
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Scores were computed on each scale when subjects answered 75% or more of
the items. For each scale, the possible range of scores, the actual range of scores, the
mean, standard deviation, skewness, and kurtosis are presented in Table 11. The actual
range of the scores for CR Bath Time Scale, CG Help with Bathing Scale, and Help
From Others with Bathing Tasks Scale was the same or nearly the same as the possible
range of scores (See Appendix X Computation of Scores).

For the scales or subscales in the “bathing situation,” the skewness ranged from
-0.33 - +1.6. However only three subscales were significantly skewed; self-care wash
and dry hair (z = +4), duration of CG assistance during bathing (z = +5) and help from
others with bathing (z = +4). For the scales or subscales in the “CR’s Responses,” the
skewness ranged from - 0.41-3.12. All of the behavioral symptoms were significantly
skewed: vocal or verbal agitated behaviors (z = + 5.86), physical non-aggressive
behaviors (z = + 5.67), and physically aggressive behaviors (z ==+ 10.25). The skewness
of CG responses ranged from -0.30 — 1.16, and CG hassles experienced during bathing
was significantly skewed (z = +3.79). The summary of the descriptive statistics of the
new bathing measures can be found in Table 11.

Analysis of Construct Validity

Aim 4. To obtain preliminary evidence about the construct validity of the new
bathing scales by testing hypothesized relationships between concepts measured by the
new scales and concepts measured by established scales of the family CRs” Memory
Problems and CGs' Health, Physical Funétioning, Pain, Depressive Symptoms,

Mutuality, and Global Strain.
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According to Messick (1980) construct validity can be obtained using several
methods. The most common method of obtaining evidence of construct validity is
testing hypothesized relationships between variables (Stewart & Petersen, 1982). To
obtain evidence for construct validity, correlation statistical procedures were used to
examine the magnitude and direction of the relationships between the new scales and
established scales. This section includes an examination of the revised scales’
intercorrelations with established measures. Significant results of the hypothesized
relationship are reported at the p <.01 and .05 level of significance (See Table 12 for
revised hypothesized relationships).

Correlations Coefficients to Test Hypothesized Relationships of the New Bathing

Scales with Established Measures

CR Memory Problems had a positive moderate correlation with the amount of

CG assistance (r = .50, p =<001) and negative moderate correlations with self-care
wash body parts (r = -.44, p <001), dry body parts (r = -.40, p=.001) and CR
discomfort (r = .41, p=.001). CR memory problems had weak positive correlations
with cleansing function of the bath (r = .28, p = .015), CR vocal-verbal agitated
behaviors (r = .24, p = .028), physically non-aggressive behaviors (r = .23, p = .035),
physically aggressive behaviors (r = .24, p = .028), and CG hassles experienced during
bathing (r = .24, p = .032), and negative correlations with self-care prepare for the bath
(r=-.23, p=.047), CR wishes considered (r =-.36, p=.003), CR

contentment (r = -.28, p=.012), and appréciative/affectionate behaviors (r=-25,p=

027).
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CG Health had a moderate negative correlation with CG strain during bathing (r
=-42, p =.000). CG health had a weak negative correlations with the cleansing
function of the bath (r = -.23, p = .038), and CR contentment (r=-.24,p=.03), and
weak positive correlations with CG satisfaction (r=.28, p=.016) and CG confidence in
bathing ability (r = .28, p = .013).

CG Physical Functioning had a weak negative correlation with CR physical non-

aggressive behaviors r = -.33, p = .005), and a moderate positive correlation with CR
contentment (r = .40, p =.001).

CG Pain had weak positive correlations with the cleansing function of the bath
(r=.28, p=.013), CG strain from bathing (r = .34, p = .004), and physical non-
aggressive behaviors (r = .25, p =.028). CG Pain had a weak negative correlation with

CG confidence with bathing (r = -.26, p =.02).

CG Depressive Symptoms had weak negative correlations with self-care dry
body parts (r = -.27, p = .017), self-care wash and dry hair (r =-.34, p = .008), CG
confidence in bathing abilities (r = -.33, p = .006) and a weak positive correlation with
CG strain from bathing (r = .37, p = .002).

Global Strain had moderate positive correlations with CG strain from bathing (r
= .40, p =.001) and CG hassles experienced during bathing (r = .40, p =.001). Also,
global strain had weak positive correlation with amount of CG assistance (r=24,p=
.029), the cleansing function of the bath (r = .37, p = .002), and CR discomfort (r = .30,
p =.009); and weak negative correlations with self-care dry body parts (r = -.27, p=

.008), CG wishes considered (r = -.39, p = .001), CR contentment (r = -.29, p=.012),
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CG satisfaction with bathing (r = -.38, p = .001), and CG confidence in bathing abilities
(r=-24,p=.032).

Mutuality had a moderate positive correlations with self-care prepare for bath (r
= .41, p=.001). Mutuality had weak positive correlations with overall CR self-care (1 =
.32, p=.019), self-care wash body parts (r = .31, p = .008), dry body parts (r = .34,p=
.004), CR wishes considered (r =37, p=.002), CR appreciative or affectionate
behaviors (r = .32, p = .006), and CG satisfaction with bathing (r =.31, p =.009). Weak
negative correlations were found with cleansing function of the bath (1 =-.32, p = .006),
vocal or verbal agitated behaviors (1 = -.34, p = .004), and physical and aggressive
behaviors (r =-.25, p = .026). Also, Mutuality had a moderate negative correlation with
the amount of CG assistance (r = -.50, p = .000), CG hassles (r =-.41, p=.001), CR
discomfort (r = -.46, p = .000), and a moderate positive correlation with CR
contentment (r = .41, p= .001). (See Table 13 for Correlations)

Correlations Coefficients to Test Hypothesized Relationships Among the New bathing

Scales

Aim 5. To obtain further preliminary evidence about the construct validity of the
new scales by examining their intercorrelations and determining whether these
intercorrelations correspond to hypothesized relationships derived from the literature
and revised conceptual model. The conceptual model was revised to address the new
concepts derived from the reliability résults, then preliminary evidence of construct
validity was examined. Significant resulﬂts.of the hypothesized relationship are reported

at the p < .01 and .05 level of significance (See Table 14 for revised hypotheses).
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Relationships among measures within the same group and hypothesized
relationships among the scales were examined; the correlations are in Table 15. A
summary of the number of correlations per hypothesized relationship between and
among scales is in Table 16.

Correlations Coefficients to Test Hypothesized Relationships Among the New bathing

Scales: Bathing Situation

CR self-care was strongly positively correlated with the four subscales (wash
body parts, dry body parts, and wash and dry hair) and the subscales were moderately or
strongly positively correlated with one another (range = .48 -.91). Self-care was
strongly correlated with self-care prepare for the bath (r = .84, p <.001), wash body
parts (r = .91, p<.001), dry body parts (r = .89, p = <.001), wash and dry hair (t =.77,p
<.,001). Self care prepare for the bath was strongly correlated with self-care wash body
parts (r = .68, p <.001), dry body parts (r = .61, p < .001) and moderately correlated
with wash and dry hair (r = .60, p <.001). Self-care wash body parts was strongly
correlated with dry body parts (r = .83, p < .001), and moderately correlated with wash
and dry hair (r = .55, p <.001). Dry body parts was moderately correlated with wash
and dry hair (r = .48, p <.001). |
Self-care was strongly negatively correlated with amount of assistance (r =-.75,p = -
.74). Weak positive correlations were found for self-care with comfort function of the
bath (r = .26, p =.046), CR contentment (r = .29, p = .026), and CG hassles experienced
during bathing (r =-.32, p =.017). Weak hegative correlations with CR vocal or verbal

agitated (r = -.25, p = .046), CR physical aggressive behaviors (r = -.27, p = .036), and
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CG’s confidence in bathing abilities (r = -.26, p = .046) were found. Self-care prepare
for bath was strongly negatively correlated with the amount of assistance provided by
the CG during bathing (r = -.64, p < .001), and moderately negatively correlated with
CG hassles during bathing (r = -44, p <.001). Weak positive correlations were found
for self-care prepare for the bath with CR wishes considered (r=.31,p=.011),and CR
contentment (r = .32, p = .008), while weak negative correlations were found with
discomfort (r = -.25, p = .03), physical non-aggressive behaviors (r=-28,p=.02),
physical aggressive behaviors (r = -.33, p =.006), and CG strain during bathing (r = -.25,
p=.03).

Self-care wash body parts was strongly negatively correlated with amount of CR
assistance (r = - .70, p <.001). Self-care had a weak negative correlation with comfort
function of the bath (r =-.28, p = .016), help from others (r = -.25, p=.032)
contentment (r = -.21, p =.049), discomfort (r = -.27, p =.02), and physical aggressive
behaviors (r = -.30, p = .009), and weak positive correlations with CR wishes
considered (r = .22, p =.045) and CG hassles during bathing (r = .24, p =.04). Self-care
dry body parts was strongly negatively correlated with amount of CR assistance (r=-
.74, p < .001). Self-care dry body parts had a weak negative correlation with the
frequency of assistance (r = -.32, p = .006) and weak positive correlations with
frequency and form of the bath (r =.31, p =.007) and CR appreciative/affectionate
behaviors (r = .28, p = .01). Wash and dry hair was moderately negatively correlated

with the amount of CG assistance (r = -.41, p <.001), and weakly negatively correlated
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with the CG’s confidence in bathing ability (r = -.36, p =.01) and had a weak positive
correlation with comfort function of the bath (r = .26, p = .036).

Bath features include the function and frequency and form of the bath. The

function of the bath included the comfort and cleansing functions of the bath. The
comfort function of the bath had a weak positive correlation with the frequency of
assistance (r = .32, p = .006), and negative correlations with the form and frequency of
the bath (r = -.32, p = .006) and CG satisfaction with bathing (r = -.26, p = .025). The
cleansing function of the bath had a weak positive correlation with CR discomfort (r =
.26, p=.02), vocal or verbal agitated behaviors (r = .34, p = .003), and strain during
bathing (r = .26, p =.02) and a weak negative correlation with CG satisfaction with
bathing (r = -.22, p =.048). The frequency and form of the bath had a moderate negative
correlation with the frequency of CG assistance during bathing (r =-428, p=01)and a
weak negative correlation with CG satisfaction with bathing (r = -.32, p =.007).

CR’s wishes considered had a moderate positive correlation with CR

appreciative/affectionate behaviors (r = .36, p = .003), and a weak negative correlation
with vocal or verbal agitated behaviors (r = -.24, p = .04), physical non-aggressive
behaviors (1 =-.37, p = .002), and physical aggressive behaviors (r = .-31, p = .008).
Also, CR wishes considered had a weak positive correlation with CG satisfaction with
assisting during bathing (r = .33, p = .006), and weak negative correlation with CG
hassles during bathing (r = -.34, p = .004) and strain during bathing (r = -.32, p = .008).

CR bath time matches CR preference had a weak positive correlation with appreciative

and affectionate behaviors (r = .26, p = .021).



117

Bathing assistance provided by CG during bathing consisted of three subscales

(amount, frequency and duration of CG assistance). The amount of CG assistance
during bathing had a strong negative correlations with CR self-care prepare for the bath
(r=-.65, p < 001), wash body parts (r = -.68, p <. 001), dry body parts (r=-71,p <.
001) and moderate positive correlation with wash and dry hair (r =-.41, p=. 001). Also,
overall CR self-care had a high negative correlation with the amount of CG assistance
during bathing (r = -.74, p <. 001). The amount of CG assistance during bathing had
weak positive correlations with CR appreciative/affectionate behaviors (r=.33,p=
.005), discomfort (r = .32, p = .006), vocal or verbal agitated behaviors (r = .33, p=
.005), physical non-aggressive behaviors (r = .28, p = .02), physical aggressive
behaviors (1 = .30, p = .009) and weak negative correlation with contentment (r=-.31, p
= .008). The amount of CG assistance had a weak positive correlation with CG
responses, such as CG satisfaction (1 =.30, p =.01). Duration of CG assistance was not
significantly correlated with any of the measures or sub-scales. The frequency of
bathing assistance had a moderate negative correlation with the form and frequency of
the bath (r = -.414, p =< .001). On the other hand, the frequency of bathing assistance
had weak negative correlations with CR self-care wash body parts (r =-.23, p=.04) and
dry body parts (r = -.32, p =.006). The frequency of CG bathing assistance did not
correlate significantly with overall CR self-care behaviors during bathing. The
frequency of CG bathing assistance had weak positive correlations with the comfort
function of the bath (r =32, p=.006), CR. bath time matches CR preferred bath time (r

= .26, p=.02) and CG satisfaction (r = .30, p=.01
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Help from others had a weak positive correlation with CR physical non-

aggressive behaviors (r = .35, p =.003) and weak negative correlation with physical
aggressive behaviors (1 = -.32, p=.007).

CR Responses

CR contentment was strongly negatively correlated with CR discomfort r=-

.64, p=.000), vocal or verbal agitated behaviors (r = -.60, p < .001) and CG hassles
experienced during bathing (r = -.67, p <.001). CR contentment was moderately
positively correlated with CG satisfaction with bathing (r = .56, p < .001). Also, CR
contentment had a moderate negative correlation with physical aggressive behaviors (r
=-.40, p=.001), CG confidence in bathing ability (r = -.40, p =.001), strain during
bathing (r =-.43, p < .001); and a weak negative correlation with CR non-aggressive
behaviors (r = - .32, p = .006). Furthermore, CR contentment behaviors had a weak
positive correlation with CR affectionate/appreciative behaviors (x=.39,p=.001), and
weak negative correlations with CG discomfort (r = -.30, p=.009), and physical
aggressive behaviors (r=-.23, p=.04).

CR discomfort had a moderate positive correlation with vocal or verbal agitated
behaviors (1 = .43, p < .001), and CG hassles experienced during bathing (r= 48 p <
.001). Also, a weak positive correlation was found among discomfort and CR physical
non-aggressive behaviors (r = .22, p = .04), physical aggressive behaviors (r=.39,p=
.001), and strain during bathing (r = .29, p= .Olé). Discomfort had a weak negative
correlation with CG satisfaction with bathing (r=-.35, p=.003), and confidence in

bathing ability (r = -.29, p = .011). Vocal or verbal agitated behaviors were strongly



119

positively correlated with CG hassles experienced dm’ing bathing (r = .71, p <.001), and
moderately correlated with physical non- aggressive behaviors (r = .45, p <.001), and
physical aggressive behaviors (r = .55, p <.001). These agitated behaviors had a
moderate negative correlation with CG satisfaction with bathing (r = -.46, p <.001).
Lastly, vocal or verbal agitated behaviors had a weak positive correlation with CG
strain during bathing (r = .37, p = .002).

CR physical non-aggressive behaviors had a strong negative correlation with

physical aggressive behaviors (r = -.60, p <.001) and moderate positive correlation with
CG hassles experienced during bathing (r =50, p <.001). Physical non-aggressive
behaviors had a weak negative correlation with CG satisfaction with bathing (r =-.24, p
=.03) and a weak positive correlation with strain during bathing (r = .26, p = .02).

CR physical aggressive behaviors had a strong positive correlation with CG with

hassles experienced during bathing (r = .64, p <.001). Physical aggressive behaviors
also had a weak negative correlation with CG satisfaction with bathing (r =-.25, p =
.03) and weak positive correlation with strain during bathing (r = .29, p = .011).

CG Responses

CG satisfaction with bathing had a strong positive correlation with CG

confidence in bathing ability (r = .71, p <.001) and strong negative correlation with
hassles experienced during bathing (r =-.73, p <001) . CG satisfaction was moderately
correlated with CG strain during bathing (r = -.54, p <.001). CG confidence in bathing
ability had a moderate negative correlation with CG hassles experienced during bathing

(r=-.52, p<.001) and weak positive correlation with strain during bathing (r=-39,p=
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.001). CG hassles experienced during bathing had a moderate positive correlation with

CG assistance during bathing (1= .57, p <.001).
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Table 16

Summary of Number of Significant Correlations per Hypothesized Correlations with Established Scales

# of Significant # of Non Significant # of significant
Correlations/ # Relationships/ # of Zero Correlation/ # of
Hypothesized Hypothesized Correlations with no
Correlations Correlations Hypothesis Made
Bathing Situation
Self-Care 2/3 5/4 0/0
Range = .26 - .34 | Range =.008 .- 0.20
Median = 0.30 Median =0.22
CR Self-Care Prepare for 2/3 5/4 0/0
Bath Range= .23 - .41 | Range=.03-.14
Median = 32 Median= .11
CR Self-Care Wash Body 2/3 5/4 0/0
Parts Range=21-.31 | Range=.05-.18
Median= 3 | Median=.38
CR Dry Body Parts 3/3 4/4 0/0
Range =.27-.40 | Range=.04 - .19
Median = .33 Median = .11
CR Wash and Dry Hair 1/0 6/7 0/0
Range = .02 - .18
Median = .14
Bath Features
Comfort Function of the v 0/0 0/0 0/7
Bath Range = .008 - .14
Median = .07
Cleansing Function of the 5/5 2/2 0/0
Bath Range = .23 - .37 | Range = .003 - .011
' Median = .28 Median = .05
Form and Frequency of the 0/0 0/0 07
Bath Range = .03 - .20
’ ; Median = .08




Table 16 (cont)
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Summary of Number of Significant Correlations per Hypothesized Correlations with Established Scales

CG Communication

# of Significant # of Non Significant # of significant
Correlations/ # Relationships/ # of Zero Correlation/ # of
Hypothesized Hypothesized Correlations with no
Correlations Correlations Hypothesis Made
CR Wishes Considered 3/5 : 4/2 3/0
Range = .22 - 35 Range = .08 - .20
Median = .32 Median = .13
CG Assistance
Amount of CG 3/3 4/4 0/0
Assistance Range = .24 - .50 Range = .05 - .17
Median = .24 Median =10
Frequency of CG 0/0 7/0 0/7
Assistance Range=.13-.20
Median = .05
Duration of CG 0/3 7/0 0/0
Assistance Range = .01 - .17
Median= .10
Help From Others -0/5 7/2 0/0
Range = .44 - .19
Median = .07
Care Receiver Responses
CR Positive Behaviors
Contentment 5/6 2/3 1/0
Range = 24 - 41 Range = .19 - .20
Median = .37 Median =20
Appreciative/ 2/5 5/1 0/0
Affectionate Range = .25 - 32 Range = .008 - .20
behaviors Median= .29 Median =07
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Summary of Number of Significant Correlations per Hypothesized Correlations with Established Scales

# of Significant. # of Non Significant # of significant
Correlations/ # Relationships/ # of Correlation/ # of
Hypothesized Zero Hypothesized Correlations with no
Correlations Correlations Hypothesis Made
CR Behavioral Symptoms

CR Discomfort 313 4/4 0/0

Range = 41 - 46 Range = .000 - .20

Median = 43 Median = .14
CR Vocal or verbal- 2/3 5/4. 6/0-
agitated behaviors - | Range= .23 - .71 Range=.04 - .19

Median = 43 Median= 13
CR Physical non- ' 3/6 4/1 0/0
aggressive behaviors Range = .22 - .60 Range = .001 - .17

Median = 28 - Median =12
Physical aggressive 2/5 S/t 0/0
behaviors | Range= .24 - 25 | Range =.05- .19

Median = .25 Median = .12

CG Satisfaction and Preparedness

CG Satisfaction With 37 4/3 0/0
Bathing Range = .28 - .38 Range = .09 - .20

Median = .31 Median = .19
CG Confidence in » 3/4 4/3 0/0
Bathing Ability Range = .24 - .37 Range = .00 - .21

Median = .26 Mediann= .11
CG Hassles 5/6 211 0/0

Range = 21 - 40 Range = .20 - 21

Median = .24 Median = .21
CG Strain From 4/7 3/0 0/0
Bathing Range = .34 - 42 Range=.19- .21

Median = .39 Median = .20
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CHAPTERSS
Discussion

Introduction

Caring for CI elders can be a difficult challenge for their CGs. Major factors
contributing to the difficulties that many family CGs experience are CRs’ symptoms of
dementia: memory decline, functional losses associated with ADLs, and personality
changes, including behavioral symptoms (Emory & Oxman, 1994). Behavioral symptoms
often occur when the CG is assisting the CI elder with personal care such as bathing. CI
elders’ experience of discomfort or feeling overwhelmed by personal care activities or
daily events that are normally managed by cognitively intact elders may be precursors of
behavioral symptoms during bathing. Whatever the cause, bathing difficulties appear to
be a common concern among family CGs of CI elders. However, little is known about the
experiences of family CGs who assist CI elders during bathing in the home setting. Most
research on caregiving during bathing has been conducted with paid CGs in nursing
homes (Aronson, Post, & Gustasiesegni, 1993; Hoeffer, Rader, McKenzie, Lavelle, &
Stewart, 1997; Maxfield, Lewis, & Cannon, 1996; R. 1. Miller, 1994; M. F. Miller, 1997,
Rader, Lavelle, Hoeffer, & McKenzie, 1996; Rossby, Beck, & Heacock, 1992; Sloane
Honn, et al., 1995). The development of reliable and valid instruments for assessing
family CGs’ experiences of bathing CI elders in the home is an important preliminary
step for future studies of family assistance with Bathing and other ADLs.

This chapter is a discussion of the interpretatien of the results, theoretical and

practical implications of the findings of this study. The relationships between the findings
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from this study, findings from previous research, and the conceptual model for the study
are discussed as are the limitations of the study. Implications of the study for nursing

practice and future research in the field are described.

Interpretation of Results

Aim 1. To evaluate the content validity of the new bathing instruments for use with

family CGs in the home setting.

The new bathing instruments were developed from nursing home scales and
adapted for use with family CGs are described in Chapter 1, Table 1. Content validity
was evaluated by experts in the field of gerontological nursing, geropyschiatric nursing
and instrument development. Also, family CGs who assisted a CI elder during bathing
participated in the initial development of the scales. The family CGs represented a range
of age, racial, and socioeconomic groups consistent with potential family CGs with
whom the new bathing scales would be used. Both groups evaluated the clarity,
consistency, and variation of the items. Furthermore, they evaluated the readability and
interest levels of the scales to enhance the scales’ usability. Generally, the items on the
measures are clear, homogenous, and readable. Overall it appears that the questionnaires
were interesting enough to generate appropriate responses from this group of family CGs.
After addressing the responses of experts, family CGs, interview data, and consultation
with my dissertation committee the scales were generated into a final booklet form for

Phase 2 of the study.
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Phase 2 Characteristics of the Sample

The characteristics of family CGs (n = 62) who assisted with bathing in this study
were similar to family CGs in the United States (U. S. Bureau of Census, Current
Population Reports, Special Studies 1996). For instance, most (59%) of the family CGs’
were age 65 and older (mean age 65 years). The usual length of time spent caregiving
ranged from 1- 5 or more years (64%), and 50% spend 1- 4 hours per day caregiving
seven days a week (80%). Many of the family CGs were not working (71%), were low to
middle income (58%), and reported their health as being fair or poor (42%). The majority
of the family CGs were married (78%) and living with the disabled elder (91%), female
{73%), and either a spouse (36%) or child (37%) of the CI elder. A strength of this study
was the inclusion of minority family CGs (21%) and male CGs (26%).The extent to
which the family CGs who participated in this study resemble family CGé in general 18
important in determining how typical were their experiences and reflective of those in the
US population.

Aim 2. To Derive New Bathing Scales From the New Instruments Using Item Analysis

and Exploratory Factor Analysis, and to Refine The Conceptual Model Including

Concent Labels and Definitions.

Ten bathing scales were developed from the instruments using item analysis and
exploratory factor analysis. The process also helped to refine the conceptual model for
the study including concept label and definitions. Exploratory factor analysis provided

guidance, however, due to the small sample size exploratory factor analysis could not be
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relied on totally to develop the new scales. Internal consistency was evaluated on the

following new bathing scales.

New Bathing Scale Concept

1. Bathing Task Scale 1. CR Self-Care During Bathing
2. Reasons for Bathing Scale 2. Bath Features
3. Bath Time Scale 3. CR Bath Time Matches CR preference
4. Considering the CR’s Wishes Scale 4. CG Communication
5. CG Help with Bathing Scale 5. Bathing Assistance Provided by CG
6. Help From Others with Bathing Scale 6. Help form Others with Bathing
7. CR Reactions During Bathing Scale 7. Positive CR Behaviors and CR
8. Family CG’s Experience During Behavioral Symptoms

Bathing Scale 8. CG Satisfaction and confidence with
9. Caregiving Hassles During Bathing bathing ability

Scale 9. Hassles Experienced During Bathing
10. CG Strain From Bathing Scale 10. CG Strain From Bathing

See Table 6 for concept definitions and sample scale items.

Aim 3. To Estimate The Internal Consistency Reliability of The New Bathing Scales.

Internal consistency reliability was estimated for the new and revised bathing
scales developed in this study. Cronbach’s alphas for 11 of the 17 scales or subscales
(65%) tested have Cronbach’s Alpha values exceeding .70, a criterion for use for research
purposes recommended by Nunnally (1978). The reliability was marginal for 6 subscales
[cleansing function of the bath, instruments (¢ = .53), comfort function of the bath (c =
.57), strain of bathing (cc = .64), considering the CI elder’s wishes (< =.69),
appreciative or affectionate behaviors (¢ =.65), and physical non-aggressive behaviors
(oc =.50)]. Table 7 provides detailed informatign about these subscales. These scales
may not be homogenous because of the small sample size of those responding to the
items. Moreover, Cronbach’s alpha is related to the number of items in the scale and

range of response options. Thus, lower internal consistency could have been suspected
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for 5 of the above 6 sub-scales. The items in cleansing function of the bath (5 items),
comfort function of the bath (4 items), appreciative or affectionate behaviors (7 items),
and physical non-aggressive behaviors (7 items) are dichotomous variables (i.e., yes and
no response options). Moreover, the number of family CGs who responded “yes” were
minimal. Although Strain of Bathing has a wider range of response options, the number
of items (4 items) within the subscale were low. Since Cronbach’vs alpha was very close
to Nunnally’s recommended criterion for the scale “Considering the CG’s Wishes”,
further reliability testing of this scale is suggested with a larger sample size.

All of the scales had acceptable levels of missing data except two. The subscales
“self-care preparing for the bath™ of the “What you and Your Family CG Do During
Bathing Scale” had 10% missing data and “self-care wash and dry hair” had 18% missing
data (See table 7). The high percentage of missing data is a concern in the instance of
“self-care preparing for the bath”. The format was the same as the other self-care
subscales, but family CGs may have found the items in this particular subscale confusing.
On the other hand, when self-care wash and dry hair items were left unanswered it may
be due to some family CGs who wrote beauty shop in “other” instead of selecting not
done.

Aim 4. To Obtain Preliminary Evidence About The Construct Validity of The New

Bathing Scales by Testing Hypothesized Relationships Between Concepts Measured by

the New Scales and Concepts Measured by Established Scales

According to the results of this study the final concepts and new measures were

developed. The meost common method of obtaining evidence of construct validity is
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testing hypothesized relationships between variables (Stewart & Petersen, 1982). To
obtain evidence for construct validity, correlation statistical procedures were used to
examine the magnitude and direction of the relationship between the new measures and
established scales. Established scales included CR’s Memory Problems, and CG’s
Health, Physical Function, Pain, Depressive Symptoms, Mutuality, and Global Strain.

The new measures intercorrelations with established measures are examined in
this section. Significant results of the hypothesized relationship are reported at the p < .01
and .05 level of significance (See Tables 12 and 13 for relationships among the measures
for hypothesized relationships). For this study, the most important validity issue is
whether or not the construct validity of the instruments and its subscales are supported by
the findings. Although some of the correlations were not significant most of the
hypothesized relationships were supported.

Concept 1: CR Self-Care During Bathing. The new measure, Bathing Tasks Scale,

measures CR self-care behaviors. It consists of 27 items and has four subscales: prepare
for the bath, wash body parts, dry body parts, and wash and dry hair. Three of 4 sub-
scales (self-care prepare for the bath, self-care wash and dry body parts) were
significantly related to CR Memory Problems and CG Mutuality. As predicted, the self-
care behaviors decrease as CR memory problems increased. However, there was not a
significant relationship among wash and dry hair and CR Memory Problems in part
because these activities are not always done by the CG during bathing in the home

setting.
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As predicted, CR self-care behaviors, CR prepare for the bath, CR wash body
parts, CR dry body parts, and CR wash and dry hair did not have a significant
relationship with CG Health, Physical Functioning, and Pain. It was predicted that CR
wash and dry hair was not correlated with CG Depressive Symptoms. However, CR wash
and dry hair was correlated with CG Depressive Symptoms. As CR self- care wash and
dry hair behaviors decrease, the more depressive symptoms are reported by family CGs.
This may be due to the difficulties family CGs experience who assist a CI elder with
washing and drying their hair. This finding does support clinical observations made in the
nursing home setting. CNAs appear to have a lot of difficulty when washing a CI elder’s
hair. Oftentimes in the nursing home, hair washing occurs in the shower and during
rinsing the CI elder yells and attempts to strike the CG to end hair washing. Family CGs
may be experiencing the same problems during hair washing.

It was predicted that CR self-care behaviors, CR prepare for the bath, CR wash
body parts, CR dry body parts, CR wash and dry hair would be negatively correlated with
CG Global Strain. CR self-care dry body parts behaviors was the only self-care behavior
significantly related to Global Strain in that when the CR can dry body patrts, less strain
was reported by family CGs. It is unclear from the results why the other self-care
behaviors did not produce the same results. Conceptually, CRs’ participation in the bath
lessens the workload of the CG, thereby reducing CG strain. One explanation may be that
when CGs are assisting during bathing, drying is usually the last task to complete. At this
point CGs may be feeling tired or strained, so when the CR dries their body parts or

assists the CG with this activity, workload during bathing is decreased.
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All self-care behaviors were significantly correlated with Mutuality, except self-
care wash and dry hair. The more functionally independent CRs are during bathing the
more feelings of mutuality were reported by family CGs. Similarly, Archbold and
colleagues (1990) found that mutuality was negatively correlated with CI elders’
deterioration (e.g. increased dependence and behavioral symptoms). As predicted, CR
Self-Care Behaviors did not have a significant relationship with CG Health, Physical
Functioning, and Pain. Also, no relationship between CR wash and dry hair and CG
depression was predicted because in the home setting CR may go to beauty or barber
shops. However, in this study it appears that as the CR is more able to wash and dry their
hair independently, the more CGs report depressive symptoms. This may occur as CGs
observe the CR washing and drying their hair and they may observe the deterioration in
the CRs’ functional abilities during hair washing and drying behaviors, indicating the
elder may becoming progressively cognitively impaired. Meshefejian and colleagues
(1998) study of family CGs found that CR ADL deficits had a significant relationship
with CG depression. However, in this study other self-care behaviors were not
significantly correlated with Depressive Symptoms.

Concept 2: Bath Features. Reasons for Bathing Scale, (a 9-items scale) which has

two subscales: comfort and cleansing function of the bath. The response format consists

of yes and no response options. Form and Frequency of the Bath consists of 4 items; the

forms of the bath are listed vertically and the frequency of each form of the bath is listed
horizontally. The Cleansing Function of the Bath was significantly correlated with CR

Memory Problems, CG Health, Pain, Global Strain and Mutuality. As the CR memory
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problems increase, the more the CG will bathe primarily for cleansing reasons. CGs who
assist a CI elder during bathing for the purpose of cleansing more frequently report more
Pain and Global Strain, poorer Health, and less Mutuality. No predictions were made
about the cleansing function of the bath and CG Physical Functioning, and the results
suggested no significant correlation.

Little was known about how the comfort function and the Form and Frequency of
the Bath are related to the established measures, therefore no predictions were made
regarding these scales. The findings in this study confirm that the comfort function and
the Form and Frequency of the Bath had no significant relationship with any of the
established scales. In this study family CGs used the comfort function of the bath (used
46% of the time) less frequently than the cleansing function of the bath (used 79% of the
time), therefore it may be a less familiar concept to family CGs. A weakness of this study
was in the development of the Form and Frequency of the Bath Scale, which made it
difficult to interpret the results. The concepts are combined, thus it is difficult to
distinguish statistically which concept (form or frequency) is related to the established
scales.

Concept 3: CR Bath Time Preference. Bath Time Scale is a 2-item scale on which

family CGs are asked to select the CR’s usual bath time and the CR premorbid bath time;
preference is honored when the two matched. It was predicted that bath time matches CR
preference would have no relationship with CG Physical Function and the findings

- confirmed no relationship. Predictions Were not made regarding CG Health, CG Pain and

CG Depressive Symptoms and the findings suggest that there are no correlations. The CR
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bath time matches bath preference was not significantly correlated with CR Memory
Problems, Global Strain and Mutuality. However, the correlation was in the predicted
directions. For example, honoring the CR bath time preference decreases as memory

problems increase, and CGs report more strain and CG mutuality.

Concept 4. CRs” Wishes Considered. The new instrument, Considering the CRs’

Wishes Scale is a 9-item Likert scale. As predicted CRs” wishes were significantly
correlated with CR memory problems, CG global strain and mutuality. The findings
confirm that CRs’ wishes are considered more when the CR has less memory problems.
Most likely as the CRs experience more memory impairments, family CGs assumed more
responsibility for determining when bathing would occur in their schedule. Also, when
the CR wishes are considered, family CGs reported greater feelings of mutuality and less
CG strain. For instance, the more CGs report shared pleasurable activities, common
values, and reciprocity, the more likely the CR wishes will be considered during bathing.
When considering the CRs wishes during bathing the bath should go well and decrease
CG strain. According to researchers, by knowing the pre-disease personality, interests,
activities, and cultural identity of CI elders, CGs can better understand the CRs’ care
preferences, coping mechanisms, and personal care needs. Knowledge of the personal
history of the CI elder may assist in addressing behavioral symptoms during bathing, for
example, assisting the CI elder during bathing in a manner consistent with the way
previously enjoyed. When CGs have such undefstanding, CI elders are more apt to
participate in meeting their own ADLs (Héll & Buckwalter, 1999; Namazi & Johnson

1996).
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Concept 5: Bathing Assistance Provided by CG. The new instrument, CG Help
with Bathing Scale, the 3-item scale has three subscales: amount, frequency, and duration
of assistance during bathing provided by the family CG. Only one subscale “amount of
CG assistance” was correlated with the established measures, CR Memory Problems, CG
Global Strain and Mutuality when increased agsistance was required by family CGs. As
predicted the amount of CG assistance during bathing increased with increased CR
Memory Problems. The more CG memory problems, the more assistance is required by
family CGS. Also, as the amount of CG assistance increases, CGs report more strain.
Lastly, the more family CGs reported less shared pleasurable activities, common values,
and reciprocity the more likely these CGs are assisting more during bathing. As
predicted, there was not a correlation with CG Health, CG Function, CG Pain, and CG
Depressive Symptoms. Mattocks, and Slatt (1990) found that CGs of elders during
bathing reported the amount of hours providing care as problematic.

Concept 6: Help From Others with Bathing. The new instrument, Help From

Others With Bathing Tasks Scale is a 3-item scale that measures the help received from

relatives, friends and neighbors, and formal caregivers. Help from others was not
significantly correlated with any of the established measures. It was predicted that help
from other would be correlated with CG Health, CG Function, CG Pain, CG Depressive
Symptoms, and CG Global Strain. For example, family CGs would seek help from others
when they were sick, in poor physical shape, experiencing pain, feeling depressed or
strained. However, help from others was correlated in the predicted directions only with

CG Health and Pain. It appears that secking help from others may be somewhat related to
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CG health, pain and physical status but not related to psychological reasons. Researchers
agree that family CGs tend to seek help with caregiving tasks in general when CG
themselves are doing more physical caregiving tasks and experiencing CG distress
(Harper & Lund, 1990; McCarty, 1996, Miller, Campbell, Farran, Kaufman, & Davis,
1995; Wykle & Segal, 1991). However, this finding was not confirmed in this study.
Although Global Strain was not significantly associated with help from others, it was
correlated in the predicted direction. This prediction is consistent with previous findings,
and a larger sample size is needed to further test this hypothesis.

Concept 7: Positive CR Behaviors and Behavioral Symptoms. The new

instrument, Care Receiver’s Reaction to Bathing is a 45-item measure consisting of yes
and no response options. This measure has two subscales: contentment (4-items), and
appreciative or affectionate (7-items) behaviors during bathing.

Appreciative and affectionate behaviors were significantly correlated with CR

Memory Problems and CG Mutuality. CR appreciative and affectionate behaviors
decrease as the CR memory problems increase, as predicted. However, more CR
appreciative or affectionate behaviors were perceived as occurring during assistance with
bathing, and the more appreciative or affectionate behaviors displayed by CRs, the more
family CGs reported greater feelings of mutuality. As predicted there was no correlation
among CR appreciative or affectionate behaviors and CG Health. CR appreciative or
affectionate behaviors were not correlated with the remaining established measures as
predicted. It was hypothesized that when family CGS are more healthy, physically fit and

experiencing less pain, depressive symptoms and strain, the bath will go better. Thus,



147

CRs displayed more appreciative or affectionate behaviors during bathing. This
hypothesis was not confirmed in this study.

CR contentment during bathing was significantly correlated with established

measures, including CR memory problems, CGs being healthy and physicaily fit, CG
strain and CG perceptions of mutuality. CRs with less memory problems experienced
more contentment during bathing. Secondly, as CR contentment during bathing increased
the CGs’ perception of strain decreased. Lastly, the more contentment behaviors
displayed by CRs during bathing, the more feelings of mutuality were reported by family
CGs who assist a CI elder during bathing. Tt was predicted that CG Pain and CG
Depressive symptoms were correlated with CR contentment, but not with CR health.
These predicted relationships are consistent with previous findings about caregiving
reported in the literature and clinical experience. The findings of this study further
expand the findings of Cohen, Pringle & LeDuc, 2001. According to the researchers, a
challenge for many family CGs is that CI elders are unable to thank them for the care
provided. Family CGs have difficulty knowing whether the CI elder is pleased with
caregiving decisions made by the family CG and find CRs’ behavioral symptoms and
lack of positive reinforcement regarding how well family CGs are doing as disturbing
(Thomas, Clement, Hazif-Thomas, & Leger, 2001).

CR Behavioral Symptoms (from the new instrument, Your Family Member’s

Reactions During Bathing Instrument). The measurement of this concept consists of the

remaining three subscales, CR discomfort'(S-items), vocal or verbal agitated (9-items),

physically non-aggressive behaviors (7-items), and physical aggressive behaviors (10-
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items). CR discomfort was significantly correlated with CR memory problems, CG
global strain, and mutuality. As predicted, the more memory problems the CR had, the
more discomfort was displayed by CRs during bathing, and the more family CGs
reported global strain. The more discomfort displayed by CR during bathing, the less
feelings of mutuality were reported by family CGs. The results confirm the predictions
that there is not a correlation among CR discomfort and CG pain, CGs being healthy and
physically fit.

As predicted, the greater the CRs’ memory problems, the more the CR displayed
vocal or verbal agitated behaviors during bathing and family CGs reported less feelings
of mutuality. As predicted, no correlations among vocal or verbal agitated behaviors and
CG Function, Pain, and depressive symptoms were found. However, it was predicted that
vocal or verbal agitated behaviors would have a negative correlation with CR Health.
Although the results did not confirm this prediction, the correlations were in the predicted
direction.

CR physical non-aggressive behaviors during Bathing were significantly
correlated with CR Memory Problems, CG Physical Function and Pain. The results
confirmed the following predictions: as CR memory problems increase the more CRs
displayed physical non-aggressive behaviors during bathing. As CRs displayed physical
non-aggressive behaviors, the more family CGs reported poor physical functioning and
pain. Although the predictions were not confirmed related to CR physical non-aggressive
behaviors and CG Health and Global Strain, the correlations were in the predicted

direction. Also, CG Depressive Symptoms appears to have no association with physical
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non-aggressive behaviors. These behaviors displayed exclusively may not affect the
above CG responses.

As predicted, CR physical aggressive behaviors during bathing were significantly
correlated with CR Memory Problems and Mutuality. More physical aggressive
behaviors displayed by the CR during bathing were associated with increased CR
memory problems and less perceived CG mutuality. Although the predictions were not
confirmed relating CR physical behaviors and CG Health, Physical Functioning, Pain,
Depressive Symptoms and Global Strain, the correlations were in the predicted direction.
The predicted hypothesis regarding aggression and pain are supported by the results of a
study in which Feldt, Warne, and Ryden (1998) examined pain in CI nursing home
residents to determine the relationship between pain and aggressive behaviors during
ADLs. Aggression scores were higher in CI residents with pain-related diagnoses.

The CGs in this study did not report many CR behavioral symptoms. This
restricted range may have affected the results and strength of associations found with
established measures. However, according to the literature it appears that all CR
behavioral symptoms occur concurrently and may result in negative CG responses.
Wortley, McDonald, & Wargon (1993) found that CR cognitive function and
troublesome behaviors, and CG reaction to behaviors, predicted actual institutionalization

of the CI elder.

Concept 8: CG Satisfaction from bathing and CG confidence in bathing ability
{from the new instrument, Family CG’s Ei{p_erience During Bathing Scale) is a 20-item

Likert scale which includes two subscales: CG satisfaction with bathing (9 items) and CG
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confidence in bathing ability (11 items). CG satisfaction with bathing was significantly
correlated with CG Health, Global Strain and Mutuality. The healthier the family CGs,
the more satisfied they were with the bathing assistance they provided during bathing and
the less strain they reported. Also, family CGS who reported feeling satisfied with
assisting CRs during bathing reported experiencing more feelings of mutuality, as
predicted. Archbold and colleagues’ (1990) findings lend support to this methodological
study, in that they found mutuality was also positively correlated, suggesting and a
relationship between CGs” perception of shared pleasurable activities, common values,
and reciprocity with the CR. Moreover, the more family CGs feel satisfied while
providing care to the CR in general, the more positively they feel about the experience.
The remaining established measures were not correlated with CG Satisfaction From
bathing as predicted, however, the correlations are in the predicted direction.

As predicted, CG confidence in bathing ability was significantly associated with
CG Health, Pain, Depressive Symptoms and Global Strain. The better family CGs health,
the less CG pain and depressive symptoms and global strain, the more confident the
family CGs is in their ability to assist a CI elder during bathing. The results of the study
confirmed the prediction of no significant relationship among CG confidence in bathing
ability and CR Memory and CG function.

Concept 9: CG Hassles Experienced During Bathing. The new instrument,
Caregiving Hassles During Bathing Scale, is a ’I/-item Likert Scale. Contrary to what was
predicted, there appears to be no association between CG reporting more depressive

symptoms and CG distress. Family CGs report of CG Hassles Experienced During
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Bathing was not related to CG Depressive Symptoms. Furthermore, there was no
relationship between CG hassles and CG Physical Function as predicted. As predicted,
CG hassles during bathing are significantly correlated with CR Memory Problems, CG
Health, CG Pain, CG Global Strain and CG Mutuality. CG reported increased poor
health, pain, strain, and decreased feelings of mutuality when they experienced hassles
associated with assisting a CI elder during bathing. The findings in this study contradict
those of Gonzales (1997) and Adkisson, and Weinrich (1989) studies which indicated
that family CGs did not associate CI elders’ memory problems with CG stress or hassles.
However, Brashares, Dodge and Catazaro's (1994) suggests that memory problems may
have an indirect effect on family CGs perception and experiences of difficulties
encountered during caregiving. Also, the daily hassles associated with these problems
were positively correlated with CG depressive symptoms.

Concept 10: CG Strain from Bathing. The new instrument, CG Strain From
Bathing Scale, is a 4-item Likert Scale. CG strain from bathing was significantly
correlated with CG Health, Pain, Depressive Symptoms and Global Strain as predicted.
The poorer the CG health and the more reported CG pain, depressive symptoms, and
overall strain, the greater the strain from bathing experienced by CGs. Archbold and
colleagues (1990) identified strain from direct care as one of nine aspects of CG role
strain. They identified mutuality and preparedness as two variables that influence CG role
strain. For example, higher levels of mutuality may be related to decreased strain

associated with providing direct care, making it easier for family CGs to implement
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caregiving activities such as bathing. Also, high levels of preparedness may be related to
low levels of strain.

Other studies, such as Fisher and Lieberman (1994), also found a relationship
between CG strain of family CGs of CI elders and CG poor health, depressive symptoms
and decreased well-being. Furthermore, Gilleard et al.’s (1982) study also suggested that
family CG’s reports of CR’s functional deficits and behavioral symptoms is highly
stressful, and that their perception of being unprepared to manage these problems may be
related to CG depressive symptoms, and CG strain. Results from Kinney and Stephens’
(1989) study suggested that family CGs of persons with dementia reported significantly
more hostility, anxiety, depressive symptoms, and somatization than non-CGs.

CG strain was not correlated with CR Memory Problems, CG Function and Mutuality.

In summary, the findings of this study support the predicted relationships between
the new bathing scale and existing measures with known validity and are similar to
research finding reported in the literature. However, some of the relationships have not
been previously examined by researchers, therefore, warranting further study.
Confirmation of a significant number of predicted relationships based on previous
research, the conceptual model and clinical experience provides evidence of at least
preliminary validity of the new bathing scales.

However, in some cases the hypothesized relationships were not supported. For
example, due to the structure of the items combined to measure the frequency and form
of the bath, hypotheses could not be made among these variables and other variables in

the study or to interpret results related to them. Moreover, CR behavioral symptoms were
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not associated as predicted with other measures. Most likely this occurred because the
frequency distributions indicated that few CRs displayed behavioral symptoms during
bathing. Thus distributions of behavioral symptoms were significantly skewed.

Aim 5. To Obtain Further Preliminary Evidence About The Construct Validity of The

New Scales

To obtain further preliminary evidence of the construct validity for the new
scales, an examination of intercorrelations between scales and subscales was conducted
to determine whether hypothesized relationships derived from the literature and the
revised conceptual model were supported.

Concept 1: CR Self-Care During Bathing subscales were significantly correlated

among one another indicating they are measuring the same concept. CR self-care
including wash and dry hair is significantly positively associated with the comfort
function of the bath. These findings suggest that the more CRs are able to bathe
independently and wash and dry their hair, the more likely family CGs perceive the bath
as providing comfort or being done for comfort reasons. Self Care was positively
correlated with CR wishes considered and CR contentment. These findings suggest that
when CRs participate in bathing activities, family CGs perceive that they are considering
CRs’ wishes during bathing and that CRs are more content. Moreover, self-care during
bathing is negatively associated with the occurrence of behavioral symptoms (e.g., vocal
and verbal agitation, physical aggression) and with CG hassles experienced when
assisting with bathing. Thus, family CGs perceive that the more assistant they provide,

the less likely they are honoring the wishes of the CI elder during bathing and more likely
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behavioral symptoms will occur. Similarly they perceive that the more the CR
participates in bathing through self-care, the less likely behavioral symptoms will occur
and the less likely assistance with bathing will be experienced as a stressful event.

Wells, Dawson, Sidani, Craig and Pringle (2001) explains that when CI elders do
not have control during bathing, such as participating in the bathing tasks they may cope
with the bathing situation by exhibiting behavioral symptoms and discomfort. CI elders
who receive the abilities-focused care in the study to enhance self-care behaviors during
ADLs displayed more interactive and socially appropriate behaviors and less agitation.
Freels and colleagues (1992) found that CI elders with behavioral symptoms were three
times more likely to have moderate to severe difficulty with bathing than CI elders with
out behavioral symptoms. Thus the findings in this study are consistent with those
reported in the literature.

Concept 2: Bath Features. The comfort function of the bath was significantly

negatively correlated with the cleansing function of the bath, help from others, and CG
satisfaction with bathing, and significantly positively correlated with frequency of CG
assistance. The comfort function of the bath is inversely correlated with the cleansing
function the bath, suggesting that family CGs do not see these two purposes of bathing as
occurring simultaneously. Moreover, the comfort function is perceived as associated with
CI elder’ ability to participate in bathing and less need of the CG to obtain help from
others. It is less clear why the comfort function of the bath is positively associated with
frequency of CG assistance and negatively associated with CG satisfaction with the

assistance they provide during bathing,
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The cleansing function of the bath was positively correlated with CR discomfort,
vocal or verbal agitated behaviors, and CG strain during bathing, and negatively
correlated with CG satisfaction during bathing. It appears that the cleansing function
becomes the focus of bathing as the CR participates less in bathing. As noted under
concept 1 discussion, family CGs also perceive that the more assistance provided during
bathing the less they are honoring the CRs’ wishes and the more behavioral symptoms
and discomfort are exhibited by the CR. Thus, the cleansing function may serve as
“proxy” variable for this interrelated set of events. Additionally, having to cope with CR
behavioral symptoms may contribute to family CGs experiencing less satisfaction during
bathing and reporting more CG strain during bathing. Rader (1994) suggests that nursing
home CGs make bathing a more thoughtful process when they consider the function,
form and frequency of the bath. These features of the bath may have an impact on the
positive or negative responses of both the family CG and CI elder as seen in this study.
Hoeffer and colleagues (1997) emphasize changing CNAs’ perception of bathing from a
task to a therapeutic time for CI nursing residents by providing an individualized
approach. This approach emphasizing a person-centered focus, skillful communication
and flexibility in the function, form and frequency of the bath can be effective in making
the bathing experience a more positive and less distressing experience for CI elders and
CGs. It may be that family CGs could benefit from a similar approach as they struggle
with how to provide assistance with bathing to CI elders whose functional and cognitive

abilities have declined.
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Concept 3: CR Bath Time Matches CR Bath Time Preference was positively

correlated with CR affectionate and appreciative behaviors indicating that CRs respond
positively to bathing during their premorbid bathing times. Namazi and Johnson (1996)
found that nursing home residents were not usually bathed at their preferred premorbid
bathing times potentially contributing to difficult bathing situations. Family CGs’
attempts at matching previous bath schedules and routines may make bathing a more
positive experience and more likely to go well for the CI elder.

Concept 4: CRS’ wishes considered was negatively correlated with the amount of

CG assistance, physical non-aggressive behaviors, physical aggressive behaviors and CG
hassles experienced during bathing. Also, CRs” wishes considered was positively
correlated with CR affectionate and appreciative behaviors, and CG satisfaction with
bathing. According to the findings of this study, the CR whose wishes are considered
during bathing may not require as much assistance during bathing. Considering the CRs’
wishes may result in more appreciative or affectionate behaviors expressed towards the
CG and feelings of CR contentment during bathing. Similarly, CRs whose wishes are
considered may display fewer behavior symptoms (e.g., physical non-aggressive and
aggressive behaviors). These factors combined, (i.e., more positive CR expressions of
behavior and fewer négative behaviors; less assistance required) may promote CG
satisfaction with bathing and mitigate CG hassles and strain associated with assisting a CI
elder during bathing.

By knowing the premorbid bathing preferences of CI elders, CGs can better

address CI elders’ personal care needs during bathing. Moreover, honoring and being
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sensitive to the wishes of CI elders during bathing is critical to a person-focused
individualized approach to caregiving. Findings from studies conducted in nursing homes
consistently support that approaches which incorporate a focus on the wishes of the
person being bathed ameliorate or prevent behavioral symptoms, increase positive CR
behaviors and decrease CG stress, thus making bathing a more positive experience for
both CGs and CRs (Sloane et, al., 1995, Rader et, al_, 1996; Hoeffer et, al., 1997; Rader
& Barrick 2000).

Concept 5 Bathing Assistance provided by CGs was negatively correlated with

CR self-care, appreciative behaviors, CR contentment, and positively correlated with CR
discomfort, vocal or verbal agitated, physical non-aggressive and aggressive behaviors. A
direct relationship exists between the amount of assistance that CGs provide during
bathing and the amount of self-care behaviors during bathing undertaken by the CR.
Although cause and effect cannot be determined from this analysis, the result seems
clear. An increase in CG assistance and decrease in the CR self —care behaviors results in
a decrease in affectionate or appreciative and contentment behaviors. Conversely, CRs
may display greater discomfort, vocal or verbal agitated behaviors, and physical non-
aggressive and aggressive behaviors during bathing. However, the frequency and
duration of assistance provided does not seem to affect CR behaviors. Although the
amount of assistance provided appears to increase the hassles family CGs experience
during bathing. Ory and colleagues (1999) foun;i that CGs of Cl elders spend more time
assisting during bathing or showering conipared to family CGs of cognitively intact

elders. Mattocks and Slatt (1990) found that CGs of CI elders during bathing reported the
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amount of hours providing care as problematic. Thus, previous research lends some
support to this interesting finding. Clearly family CGs perceive more negative CR and
CG outcomes with the more assistance they provide during bathing. The strong negative
association between the amount of assistance they provide and CR self-care behaviors
(especially washing and drying hair during bathing) indicates that they see these activities

as inextricably linked.

Concept 6: Help From Others with Bathing was positively correlated with CR
physical non-aggressive and aggressive behaviors. It appears that the more difficult the
CR becomes during bathing, the more help from others is required. Or it may be that help
from others during bathing has a negative affect on CR responses to bathing. Of interest
is that help from others in this study was not associated with CG strain, satisfaction with
assistance they provide during bathing or hassles. Little is reported in the literature
related to help from others and its affects on CR behavioral symptoms and CG responses
during bathing in the home setting. However, family CGs tend to seek help with
caregiving tasks in general when CGs themselves are doing more physical caregiving
tasks, such as bathing, and experiencing CG distress (Harper & Lund, 1990; McCarty,
1996, Miller, Campbell, Farran, Kaufman, & Davis, 1995, Wykle & Segal, 1991).

Concept 7: Positive CR Behaviors. CR appreciated or affectionate behaviors

during bathing were significantly positively correlated with CR wishes considered,
preference matched bath time, self-care (dry body parts) and contentment. CR
appreciative or affectionate behaviors are hegatively associated with the amount of CG

assistance, CR discomfort and physically aggressive behaviors. Similarly, CR
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contentment was positively associated with CG satisfaction with assistance provided
during bathing and CR appreciative or affectionate behaviors. CR contentment was
significantly associated with CR discomfort and behavioral symptoms (vocal or verbal
agitated behaviors, physically non-aggressive and aggressive behavior) and CG
confidence during bathing, hassles and strain. CR positive reactions to the assistance of
family CGs during bathing were correlated in the predicted directions. According to the
findings of this study CRs display affectionate or appreciative behaviors when their
wishes and preferences related to bathing were observed and when experiencing feelings
of contentment during bathing. However, CRs feelings of contentment lessen when CRs
experience discomfort during bathing. Fewer affectionate or appreciative behaviors occur
as more verbal, vocal and physical behavioral symptoms occur and more assistance with
bathing is required from the CG. But, when CRs show contentment during bathing,
family CGs report more satisfaction with bathing, confidence in bathing ability, and less
hassles and strain during bathing.

These findings lend support to Cohen, Pringle & LeDuc (2001) who found that a
challenge for many family CGs is that CI elders are unable to thank them for the care
provided. Family CGs have difficulty knowing whether the CI elder is pleased with
caregiving decisions made by the family CG, and find CRs’ behavioral symptoms and
lack of positive reinforcement regarding how well Family CGs are doing as disturbing
(Thomas, Clement, Hazif-Thomas, & Ledger, 2601). Family CGs who perceive CR
contentment, affectionate or appreciative Behaviors during bathing experience that they

are doing a good job and that the CR is pleased with the assistance they provide. In
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Burgener and Shimer’s (1993) nursing home study, the number of smiles from CI elders
to CGs was moderately related to the amount of CGs’ experience in caring for CI elders.
Family CGs in this study felt more satisfied with assisting with bathing and confident in
their abilities to do so when CRS displayed positive behaviors during bathing.

CR behavioral symptoms were significantly positively correlated with CR

discomfort, and CG hassles and strain. Behavioral symptoms were negatively correlated
with CG satisfaction. CRs tend to become vocal or verbally agitated, or display
physically non-aggressive or aggressive behaviors when CRs are experiencing discomfort
during bathing. CR behavioral symptoms and CR discomfort affects family CGs’
responses, resulting in a decrease in CG satisfaction with assistance provided during
bathing. Furthermore, family CGs may experience more hassles and strain associated
with assisting a CI elder during bathing as a result of behavioral symptoms and
discomfort experienced by the CR. The findings of this research suggest discomfort
experienced by CI elders during bathing may be one reason that CI elders are resistant to
bathing and respond with behavioral symptoms, such as vocal or verbal agitation or
physical aggression.

The results of this study are very consistent with findings from other studies
conducted in nursing homes and home settings. For example, Bridges-Parlet, Knopman,
& Thompson (1994) identified that 54% of physical aggressive behaviors directed
towards nursing staff occurred during personal care activities such as bathing, Hoeffer
and colleagues (1997) reported that CI eldérly residents were more likely then non-CI

residents to respond with verbal or physically aggressive behavior in 3 of 4 baths during
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one month. In their study of 140 family CGs of CI elders, Farran and colleagues (1993)
found that the following behaviors occurred among CI elders in home settings:
restlessness, irritability, uncooperativeness, evidence of rapid emotional shifts, verbal and
physical threats, physical abuse, and threats to harm self. These behaviors often occurred
during personal care activities such as bathing. Resulting in greater CG burden in family
CGs who were meeting greater ADL needs of the CI elder. Although behavioral
symptoms were reported infrequently during bathing by family CGs in this study, their
impact was clearly felt by family CGs when they did occur.

Concept 8: CG Satisfaction From Bathing and CG Confidence in Bathing Ability.
CG satisfaction and CG confidence in bathing abilities were positively correlated with
one another and negatively correlated with hassles experienced and strain during bathing.
According to the results of this study the more satisfied family CGs are with the
assistance they provided bathing, the more confident they are in their bathing abilities.
Also, it appears that the more satisfied and confident family CGs are with the assistance
they give, the less CG hassles and strain they experience when assisting a CI elder during
bathing.

The literature suggests family CGs appear to respond positively with satisfaction
and confidence in bathing abilities when CRs display positive responses during bathing.
For example, Kinney and Stephen’s (1989) found that family CGs reported it was
uplifting to see CI elders being calm, being responsive, showing affection, being
cooperative, smiling/winking during caregiving activities. On the other hand, some

family CGs may find managing behavioral problems and functional deficits as stressful
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and view themselves as less confident to implement caregiving tasks, and less prepared
for the caregiving role (Haley, Levine &Brown, 1987). Family CGs often feel confident
when they begin in their caregiving role, but as CI elders respond with behavioral
symptoms and become dependent and difficult to assist during ADLs, family CGs’ sense
of competence or preparedness decreases over time.

Concept 9: CG Hassles Experienced During Bathing. CG hassles during bathing

were negatively correlated with CR self-care behaviors during bathing (prepare for bath,
wash body parts) and contentment, and positively associated with CR discomfort and
behavioral symptoms and the amount of CG assistance provided during bathing. CG
hassles during bathing were significantly negatively correlated with CG satisfaction with
the assistance they provided during bathing and confidence in their abilities, and
positively correlated with the strain they experienced from assisting with bathing. Thus,
the less the CR is able to participate in bathing the more assistance is required of the CG,
resulting in a stressful experience especially when the CR responds with behavioral
symptoms, discomfort and less contentment. Ryden (1988) argues that negative responses
of CI elders during caregiving activities may result in negative responses by the family
CG. Ryden found a positive association between aggressive behaviors of CI elders and
family members feeling upset and acting aggressively towards the CI elder.

These experiences seem to accumulate into a sense of dissatisfaction with the
assistance provided during bathing and conﬁdelncc: in their abilities and contribute to an
overall perception of strain or burden asséciated with this caregiving activity. Kenney &

Stephens’ (1989) study of family CGs of CI elders found that bathing assistance was
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strongly associated with hassles experienced as were behavioral symptoms. In these
studies, family CGs reported that helping with bathing was difficult and found this
activity to range from somewhat hard to very hard.

Concept 10: CG Strain from Bathing.

CG Strain from Bathing was negatively correlated with CR self-care behaviors
during bathing (prepare for bath), CR wishes considered, CR contentment, CG
satisfaction with bathing and confidence in bathing ability, and positively associated with
cleansing function of the bath, CR discomfort and behavioral symptoms and CG hassles
experience during bathing. The relationship between CG strain during bathing and other
existing concepts previously discussed is supported by the findings of Archbold and
Stewart's (1988) CG Relief Study and Archbold and colleagues’ (1997) study. In both
studies family CGs who assisted during bathing reported that helping with bathing was
difficult, said it was tiring, and indicated it was upsetting. Additionally, family CGs who
assisted their elder with bathing or washing found this activity to range from somewhat
hard to very hard. Also, Harris’ (1998) study of caregiving sons found over half reported
bathing as the most difficult for them.

In summary, the findings of this study overall are similar to what has been
reported in the literature in studies that address related phenomena. Since some of the
concepts relate to bathing CI elders at home have not been previously examined by
researchers, more research is needed in this area. The findings for the most part are
consistent with inferences derived from the conceptual model and support from the

researcher’s clinical experiences.
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Limitations of The Study

‘This study was an exploratory study using a small convenience sample, limiting
generalizability of the findings. Another limitation was in the design of the Form and
Frequency of Bathing Scale. The form and frequency items were combined in such a way
that it was difficult to delineate the results of each concept discretely. This measure needs
to be divided into two separated measures prior to further reliability and validity testing.
The CR Reaction to Bathing Scale appeared to lack items related to resistive behaviors,
that may be more prevalent behavioral symptoms than behavioral symptoms among CI
elders living at home.

A larger sample size is needed to further assess the reliability and validity of the
measures developed in this study. A subscale is needed to target resistive behaviors. The
Form and Frequency of the Bath Scale needs to be divided into two separated scales prior
to further reliability and validity testing. Another limitation of the study is that a
correlational design appropriate for reliability and validity testing yields large numbers of
correlation coefficients among multiple variables. This makes interpretation difficult even
with apriori hypotheses since not all relationships can be predicted. Moreover, the
tendency is to focus on the variables for which significant relationships were found in
presenting the results. Lastly, although the meaning of the association between variables
is often inferred, this design does not allow for cllistinction between predictor and outcome

variables.
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Implications for Research and Practice

Implications for Research

Since little is known about the experiences of family CGs who assist CI elders
during bathing in the home setting, the development of reliable and valid instruments for
assessing family CGs’ experiences of bathing CI elders in the home is an important

preliminary step for future studies. The Perceptions of Family Caregivers’ Assisting a

Cognitively Impaired Elder During Bathing Instrument consists of the measures

developed in this study as described in Table 17. Initially, another survey study using the
measures developed in this study, with a larger sample size than n = 62, is needed to
further assess the reliability and validity of the measures. The scales should be retested
using the data in this study and the new study using the larger sample size. As the
measures are used in other studies, the data should be added to the data bank and the
reliability and validity of the measures should be continually assessed. After the measures
achieve good reliability and validity results, a large survey study should be conducted
throughout the country to examine the bathing situation in the home setting with family
CGs. One approach would be to collect data at the 29 Alzheimer’s Disease Centers
nationwide. However, the sample should include family CGs of CI elders who do not
assist with bathing so that comparisons can be made. After the analysis of the data from
this study, the researcher can determine the needs of family CGs assisting CI elders
during bathing in the home setting.

Lastly, a quasi-experimental intervéntion study needs to be developed to assist in

helping family CGs in making bathing go smoother. This study would include a control
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group of family CGs who assist CI elders during bathing. The measures developed in this
study and refined through further testing can be used for pre-and post testing purposes of
the study. Ideally this study would include an interdisciplinary team of researchers, such
as a geriatrician, gerontological nurses, occupational therapists, physical therapists,
psychologists, social workers and a former family CG of a CI elder. Future studies are
needed to develop measures for family CGs of CI elders in the home setting targeting the
remaining ADLS (e.g., dressing, grooming, toileting, transferring and eating).
Implications for Practice

The measures are designed for family CGs of CI elders in the home setting,
therefore, the measures can be used in outpatient healthcare settings and rehabilitation
hospital settings. In outpatient clinics, the measures can be used to assess the history of
CI elders and their family CGs related to bathing. For example, when the client or family
member states they are having problems with bathing, clinicians could begin to explore
the problem in depth and develop more appropriate interventions by using the measures
developed in this study. Also, some of the scales can be used in acute care hospitals and
nursing home settings to obtain objective data that can assist clinicians in developing care
plans including interventions to enhance the functional status of CI elders and address
behavioral symptoms during bathing. For example, the Bathing Tasks Scale may be
useful in obtaining a bathing functional score; the subscales enable clinicians to
determine the specific strengths and weaknesses of the CI elder during bathing (e.g., able
to wash arms but not legs and feet). Fun:hérmore, these measures can be used to measure

the outcomes of interventions. Although it is not always appropriate to adapt research
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tools for practice, these new bathing scales were developed to address daily care issues

that are germane to CGs in institutional and home settings.
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Conceptual Implications of the Findings

The results of this study do not confirm all relationships among the concepts as
predicted, hence, further testing is needed to assess the relationships among the scales
and concepts or variables within them. As a result of this study new variables were
developed. The conceptual framework and model were revised to account for the newly
developed variables (see Figure 2 for revised conceptual model). The following variables
were added to the conceptual model: 1) the subscales of the Bathing Tasks Scale are
included in the model, 2) cleansing function and comfort function of the bath were listed
as reasons for bathing, 3) CR bath time preference, 4) considering the CR wishes, 5)
frequency, amount, and duration of CG help with bathing, 6) CR contentment, 7) CR
appreciative and affectionate behaviors, 8) CR verbal or vocal agitated behaviors, 9) CG
Confidence in bathing ability, and 10) CG Strain during bathing. The initial conceptual
framework was revised to include the newly developed concepts. The revised conceptual
framework is described below.

Algase, Beck, Kolanoskwi, Whall, Bernent, Richard and Beattie’s (1996) and
Kolanowski’s, (1999) conceptual framework of need-driven dementia-compromised
behavior and Kahana and Kinney’s (1995) general stress model are integrated to form the
conceptual framework for this study. Algase and colleague’s (1996) conceptual
framework of need-driven dementia-compromised behavior is particularly useful in
understanding behavioral symptoms of CI elders during bathing. Behavioral symptoms
displayed by CI elders may be meaningful‘ and may be an expression on an unmet need.

Communications involve one’s awareness of a need. Due to dementia the CI elder may
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be unable to communicate verbally his or her needs to others, hence; vocalizations is the
mechanism that many CI elders use to make their needs known to others. If the CI elder’s
needs are not met over time, the CI elder begins to displayed vocal or verbal agitated
behaviors. CGs who “over do” contribute to excess disability. When the CT elder’s self-
care behaviors are less than the CI elder’s functional abilities, the CI elder’s ability to
meet their personal needs or goals are limited. The more functional CI elders are, the
more able they are to meet their needs. As the CI elder becomes more dependent and
their wishes are less often considered in providing bathing assistance, more behavioral
symptoms may occur, such as physical non aggressive and aggressive behaviors. It is
critical to not only support the functional abilities of CI elders during bathing, but also to
individualize bathing care focused on the CI elder’s wishes. This shift away from a task
approach to a person centered approach is at the heart of the model.

Family CGs may become distressed when assisting CI elders with bathing and
begin to view this task as a “hassle” when personal care leads to conflict. Lazarus and
Folkman (1984) conceptualize stress as hassles that are defined as minor irritations of
daily living. Kahana and Kinney’s (1995) model extends the dynamic elements of a
general stress model to the specific dimensions of distress most salient to caregiving.
The model identifies three major sources of stress: 1) the CI elder’s iliness (e.g., degree
of functional impairment, cognitive impairment, and behavioral problems), 2) objective
demands on the CG (amount duration and frequency or caregiving, and mental and
physical resources); and 3) dyadic interactions between the family CG and CI elder that

become conflictual. Family CGs may become distressed when assisting CI elders with
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bathing and begin to view this task as a “hassle” when personal care leads to negative
outcomes (e.g., behavioral symptoms, CR discomfort and a lack of appreciative and
affectionate CR behaviors).

The factors that influence family CGs’ perceptions of assisting a cognitive
impaired elder during bathing are: 1) the bathing situation; 2) caregiving in general; 3)
the CR characteristics; 4) the CG’s characteristics; 5) The CRS’ response; and 6) the
CG’s response. These factors influence their perception of the outcomes of assisting the
CI elders during bathing.

The bathing situation occurs when the CG assists the CI elder with bathing. The

bathing situation includes: CR self-care during bathing, features of the bath, considering
the CR’s wishes; CR bath time matches CR preference and the amount, frequency and
duration of bathing assistance provided by the CG; and help from others with bathing.
The characteristics and behaviors that CI elders and family CG bring to the bathing
situation affect the bathing regimen and congruence between the capabilities of CI elders
with the demands of bathing, The more the elder wants to and demonstrates self-care
behaviors the less assistance is required of the family CG, which lessens the demands of

caregiving during bathing. Self-care behaviors are defined as the ability to prepare the

bath, wash and dry oneself or body parts using at least one object (e.g., soap, wash cloth,
towel) and switching independently from one activity to another (e.g., soaping the wash
cloth then washing an arm). In other words, self-care behaviors occur when the CR

prepares the bath, wash his or her hair, or wash and dry body parts independently. These
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behaviors are reflected in the degree of independence/ dependence the CI elder
demonstrates in bathing.

The bath features include the three Fs: function, form, and frequency (Rader,

1994; Sloane et, al. 1995; Rader et, al. 1996). The function of the bath is defined as

maintaining skin integrity, preventing infection, promoting social acceptability (cleansing

reasons), and giving pleasure (comfort reasons). The form of the bath is defined as the

type of bath or the physical bath environment where the bath occurs (€.g., tub, shower,

bedbath). The frequency of the bath is defined as how often the CR is bathed. These

features of the bath may have an impact on the positive or negative responses from both
the family CG and CI elder. The more frequent the CI elder is bathed and the more
frequent bathing assistance is needed from the CG, bathing assistance and the duration of
assistance (amount of time spent assisting CI elder) increases.

Decisions related to the bathing situation should be made with the input of the CI
elder. For example CGs should consider the CR wishes which includes bath time

preference and attending to their responses and needs during bathing. Considering the

elder’s wishes is defined as individualizing the bath according to what the CI elder
requests and demonstrates through their verbal and nonverbal communication. For
instance, family CGs interact positively with the CR by being patience, relaxed, and
using appropriate verbal/non-verbal communication skills during bathing activities.
Considering the elder’s wishes may lessen the demands of bathing and negative
responses from CI elders during bathing. Part of considering the CR wishes is that family

CGs assist CRs during bathing at the bath time most preferred by the CR. Bath time
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matches CR preference is defined as assisting during bathing when the CI elder prefers.

CI elders may not always want to bathe according to family CGs scheduled routine.
Oftentimes CI elders are not bathed according to their premorbid bathing habits. If they
remember these habits at bath time, they may resist being bathed. This problem may
occur because the CGs are maintaining a routine schedule of caregiving activities. The
family CGs’ attitudes about bathing, communication skills and behaviors often influence
the amount of environmental stimuli the CI elder receives during bathing. Bathing

Assistance Provided by the CG is defined as the frequency, amount, and duration of CG

bathing assistance to CRs during bathing. CR self-care behaviors may impact the amount
of assistance CGs are providing CI elders during bathing. For instance the more
dependent CRs are, the more assistance must be provided by CGs. As the memory and
functional status of CI elders deteriorate, family CGs may have to assist with bathing
more often (e.g., due to incontinence). Behavioral symptoms and bathing for comfort
reasons may increase the duration of the bath. However, it is unclear whether promoting
self-care behaviors makes bathing go faster.

Caregiving in general is defined as the duration of caregiving which includes the

length of time assisting the CR during bathing. How CGs perceive caregiving in general

has an impact on the outcomes of the bathing situation. Help the CG receives from others

is defined as assistance from family, friends, or formal CGs with bathing. Help from
others can make bathing go smoothly and lessen the amount of overall caregiving
activities, but strangers present during bathing may negatively affect CI elders. Also

included are basic stressors and how the CG handles those stressors. For example, global
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role strain is a common stressor associated with caregiving. Global role strain is

associated with the caregiving role and other roles that may cause conflict for CGs in
implementing the CG role. Also, spirituality is a common way CGs adapt to the stressors
related to caregiving. The CG’s confidence to meet future needs is determined by how
well they adapt to the CG role in general. Caregiving in general is influenced by both
characteristics of the CG and care receiver. The duration of providing care and bathing
assistance, global role strain, and how CGs cope may have an impact on CGs’ confidence
about remaining in the caregiving role.

CR Characteristics include age, gender, a diminished cognitive status (resulting in

memory, motor, sensory, and/ or perceptual deficits), CI elders’ existing self-care and
coping behaviors during bathing, levels of competence in these functional areas, and
stress tolerance level. The characteristics and behaviors that CI elders bring to the bathing
situation affect the bathing regimen, and congruence with the demands of bathing.

Also, these characteristics influence how CI elders will interact and respond to
family CGs during the bathing situation and have an impact on how the CG perceives the
care receiver’s responses.

CG characteristics are factors that influence caregiving and the family CGs’

perceptions of the outcomes of assisting a CI elder during bathing. CG characteristics are

defined as the combination of background characteristics (e.g. age gender, race etc.);
socioeconomic status (education, employment, income etc.); health status (e.g. perceived
health, pain depressive symptoms etc.); and relationship to the CR (e.g., mutuality and

years known each other). Mutuality is defined as a great deal of love, shared pleasurable
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activities, common values, and reciprocity (Archbold et, al. 1990). CG characteristics
may have an impact on how the CG perceives caregiving in general, and the bathing
situation, CG response. Also, CG characteristics play an important role in how the CG
responds to assisting the CR during bathing. CG characteristics and CG health, pain,
depressive symptoms or global strain may have an impact on how caregiving activities
are implemented during the bathing situation,

CR Reponses During Bathing are the coping behaviors of CI elders during
bathing. The positive CR responses during bathing are contentment and
appreciative/affectionate behaviors. Contentment is defined as verbal or non-verbal
gestures that displayed CI elders’ comfort and satisfaction during bathing. Appreciative

and affectionate behaviors are defined as verbal or non-verbal expressions of love and

gratitude during bathing. CRs also displayed negative responses to the bathing situation,
such as discomfort and behavioral symptoms. Discomfort occurs when the CRs
experience physical or mental pain during bathing. Discomfort is defined as a negative
emotional (i.e., affective) and/or physical state of the CI elder in response to

environmental demands. Behavioral symptoms include vocal/verbal agitated, non-

aggressive, and physical aggressive behaviors of the CI elder that reflect discomfort or
efforts to cope with stressors during bathing. These responses may interfere with the
caregiving situation or have negative consequences for the CG or CR. These behaviors
can be offensive, hostile, injurious, or destructive and range from verbal agitation to

striking CGs. Physical Aggressive behaviors are defined as physically assaulting the CG

by pinching, scratching, elbowing, biting, kicking, pushing, and spitting on someone.
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Physical non-aggressive behaviors are defined as making obscene gestures, banging

objects nondestructively, does not follow directions, places inappropriate substances in

mouth, spits, paces, refuses to bathe and excessive motor activity. Verbal or Vocal

agitated behaviors are defined as talks constantly, repeats words or phases, makes
repetitious noises, uses obscene or profane language, and screams. Also, the CR may
experience discomfort during bathing. The responses of CRs during bathing may
determine how the family CGs respond to the bathing situation. These responses can also
be negative or positive depending on the CG’s perception of negative or positive
responses from the CR.

CGs’ responses to assisting during bathing include CG satisfaction with the

assistance they provide during bathing, confidence in bathing abilities, hassles
experienced during bathing and strain from bathing. How the CGs respond to CR
responses and influence how they interact with the CI elder during bathing. CG

satisfaction from bathing is defined as the family feelings of contentment and pleasure

associated with assisting the CR during bathing. Confidence in assisting during bathing

is defined as the CG’s ability to meet the CI elder’s needs during bathing and manage
problems that may occur during bathing. Negative CG responses are CG hassles and
strain from bathing. CG hassles are minor irritations perceived by CGs when assisting CI
elders with bathing. Furthermore, assisting CI elders during bathing may cause CGs to

experience strain. Strain from bathing is defined, as family CGs perceiving assisting

during bathing as complicated and difficult.
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CGs’ perceptions are often influenced by the CI elder’s behavioral symptoms, an
expression of unmet needs during bathing, which may cause conflict or discord between
the dyad during bathing. These responses may affect whether or not the CG creates a
bathing regime that promotes congruence between the capabilities of CI elders and the
demands of bathing. When congruence is obtained, the CG feels satisfied with assisting
the CI elder during bathing. Also, the CG may feel more confident to assist with bathing,
which may result in positive responses from the CR and positive outcomes of the bathing
situation. On the other hand, CGs may perceive assisting with bathing as a hassle because
of CI elders’ behavioral symptoms behaviors, cognitive and self-care deficits, and
increased caregiving demands. The CGs responses are influenced by the outcomes of the
bathing situation and the CI elder’s response to the bathing situation. Both CG and CR
responses are influences by their characteristics and the bathing situation. CGs’ responses
are dependent on the bathing situation and the CR’s responses during bathing. Also, the
CG characteristics influence their perceptions and responses to the bathing situation.

During the bathing situation, both the CR and CG who is assisting during bathing
interact to complete the task of bathing. How both parties respond during the bathing
situation determines whether the outcome of the bathing situation is a positive or negative
experience. Furthermore, when the bath goes well, the CI elders express less discomfort,
and demonstrate a decrease in behavioral symptoms and an increase in self-care
behaviors through participation in the bath. The CG’s perception of bathing being a
hassle will decrease, and the sense of satisfaction with bathing and confidence in bathing

abilities when assisting a CI elder during bathing will increase. It is within this situation
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that CGs adequately meet the needs of the CRs during bathing; the CI elder is more
responsive to the CG, may participate more with the tasks of bathing, experience less
discomfort, and demonstrates a decrease incidence of behavioral symptoms during
bathing. Consequently, the bathing routine is less demanding for the CG and CI elder and
more positive for both.

In summary, the bathing situation is influenced by the characteristics of the CG
and care receiver, and caregiving in general. How well the bath goes is determined by the
care receiver’s and care giver’s response and how the CG interprets the care receiver’s
response. The characteristics and behaviors that CI elders and family CG bring to the
bathing situation affect how both will respond to the bathing situation. During the bathing
situation both the CR and CG, who is assisting during bathing, interact to complete the
task of bathing. How both parties respond during the bathing situation determines
whether the outcome of the bathing situation is a positive or negative experience.

Family CG’s resources include mental resources or coping strategies and physical
resources that include the physical health of the family CG. Caregiving activities may
cause global strain when stress exceeds the family CG’s resources. Consequently, the
family CG may feel burdened, resulting in a deterioration in the family CG’s mental
health (distress, depression) and physical health, decreased satisfaction, and lack of
confidence in their ability to assist the CI elder with bathing

The CI elder’s capabilities and/or the Cé’s abilities, resources, and assistance
need to be congruent with the demands of Abathing; such congruence results in the bathing

routine becoming less demanding for the CGs and CI elders and a more positive
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experience for both. In a congruent situation, the CI elders express less discomfort, and
demonstrate a decrease in disruptive behaviors and an increase in self-care behaviors
through participation in the bath. The CG’s perception of bathing being a hassle will
decrease, and the sense of preparedness and satisfaction when assisting their demented
family member with bathing will increase. If congruence is not obtained, the opposite

relationship between these factors will be found.
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Summary of Study

Caring for a cognitively impaired (CI) family elder can be a difficult challenge for
caregivers in general. The symptoms of cognitive impairment include cognitive decline,
ADLs impairments, and behavioral symptoms which often occur while the family
caregiver is assisting the CI elder during bathing. Little is known about the experiences of
family caregivers who assist a CI family member during bathing in the home setting.
Developing valid and reliable questionnaires is an important preliminary step before the
tool is used to survey family caregivers who assist CI elders during bathing. The purposes
of this study were to develop and evaluate new instruments that measure concepts
relevant for family CGs who are assisting CI elders with bathing in the home.

The study was conducted in two phases in Oregon and Arkansas. First, questions
were developed and evaluated by experts (n = 11) in the field and family CGs (n = 8)
who assist CI elders during bathing. The sample in Phase 2 of the study consisted of
family (n = 62) in the home setting. This measurement development study employed a
nonexperimental, correlational design and survey methods. Data were analyzed using
item analysis, exploratory factor analysis, Cronbach’s Alpha, and Pearson’s correlations.
Ten bathing scales were developed, and the conceptual model for the study was refined
including concept labels and definitions. Cronbach’s Alpha values exceeding .70 were
estimated in 65% of the scales. The findings of this study overall are consistent with what
has been reported in the literature in studies that address related phenomena. The

Perceptions of Family Caregivers’ Assisting a Cognitively Impaired Elder During
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Bathing Instrument, consists of the measures developed in this study for which there is
evidence supportive of reliability and construct validity.

A factor limiting generalization of the results was the relatively small
convenience sample. A strength of the study, however, is the inclusion of minority family
caregivers. In practice, these measures can be used in a variety of health care settings that
provide services to community dwelling CI elders. This will provide clinicians from
various disciplines a tool to use to explore bathing problems in depth experienced by
family CI and their family CGs and to develop more appropriate interventions to assist

them.
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Phase 1 Expert Consent Form

TITLE: Family Caregivers’ Perceptions of Assisting Cognitively Impaired Elders
During Bathing: Instrument Development

PRINCIPAL INVESTIGATOR: Johannah Uriri, RN, MNSc, (501) 296-1939 or
405-8132; After hours: 221-1205 or 405-8132.

PURPOSE:

Yau are invited to participate in this research study because you are an
expert in the areas of gerontological nursing, dementia, family caregiving, and/or
instrument development. The purpose of this study is to develop and test a
series of questions to examine perceptions of family caregivers when assisting a
family member with dementia during bathing. Results from the study will assist
me in developing a better questionnaire to be used in future studies.

PROCEDURES:

You have received a booklet of questionnaires sent through the mail to
you by the principal investigator (Johannah Uriri). A stamped return envelope
addressed to the principal investigator is included. You are asked to comment on
the clarity and consistency of the questions and directions. You will have two
weeks to complete the questionnaire. A post card and another questionnaire will
be sent if the booklet is not returned after week two. A total of 10 experts will
participate in the study, 2 experts will be recruited from Arkansas and 8 experts
wifl be recruited from Oregon.

RISKS AND DISCOMFORTS:

It is possible that some of the questions could make you feel mildly
anxious or uncomfortable. There are no other anticipated risks for participating in
this study.

BENEFITS:

You may or may not personally benefit from participating in this study.
But, by participating in the research, you may contribute new information, which
may benefit family caregivers of persons with dementia in the future.

ALTERNATIVES:
You may choose not to participate in this study. Your participation is
voluntary.




Phase 1 Expert Consent Form

CONFIDENTIALITY:

The information that you give is confidential. Your name will not be linked
in any way with your responses and data from the questionnaire. Neither your
name nor your identity will be used for publication or publicity purposes. The
questionnaires will have a code number that can be linked to you. However, only
the principal investigator (Johannah Uriri) will have access to your name and the
list that links your name and number. The questionnaires will be kept in a locked
cabinet and destroyed when the project is finished. The summary of data of all
questionnaires will be kept indefinitely and may be used in future research. Your
signed consent form will be kept separate from the questionnaire.

COSTS:
There are no costs to you for participating in the study.

LIABILITY:

You have not waived any legal rights to which you are legally entitled to by
signing this form. If you have any questions about your rights as a research
subject or concerning a research-related injury, you can call the Institutional
Review Board representative at phone number (501) 686-5667.

PARTICIPATION:

The principal investigator, Johannah Uriri (501) 296-1939 or 405-8132, will
answer any other questions you may have about this study. Refusal to participate
will involve no penalty or loss of benefits to which you are otherwise entitied, and
you may discontinue participation at any time without penalty or loss of benefits
to which you are otherwise entitied. The principal investigator may terminate your
participation. If significant new findings are developed during the course of this
research, which may relate to your willingness to continue to participate, this
information will be shared with you.

| have read the above statement and have been able to ask questions and
express concerns, which have been satisfactorily responded to by the principal
investigator. | understand the purpose of the study as well as the potential
benefit and risks that are involved. | hereby give my informed and free consent
to be a participant in this study. | have been given a copy of this consent form.

Your signature below indicates that you have read the foregoing and
agree to participate in this study. Enclosed are two consent forms. Please keep
one copy for your records and sign and return the second in the return self-
addressed stamped envelope along with the questionnaire.
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Phase 1 Expert Consent Form

Do you want the results of the study sent to you? Yes No

Participant’s Signature Date

Investigator's Signature Date
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Phase 1 Family Caregiver Consent Form

TITLE: Family Caregivers' Perceptions of Assisting Cognitively Impaired Elders
During Bathing: Instrument Development

PRINCIPAL INVESTIGATOR:  Johannah Uriri, RN, MNSc, (501) 296-1939 or
405-8132; After hours: 221-1205 or 405-8132.

PURPOSE:

Yau are invited to participate in this research study because you are a
caregiver of a family member who has some form of dementia. The purpose of
this study is to develop and test a series of questions to examine perceptions of
family caregivers when assisting a family member with dementia during bathing.
Results of the study will assist me in developing a better booklet of questions to
be used in future studies.

PROCEDURES:

You have received a booklet of questions sent through the mail or given to
you by your support group facilitator. The booklet includes this consent form and
instructions to complete the booklet. A stamped return envelope addressed to
the principal investigator is also included. You are asked to complete a series of
questions. Your answers will help to develop questions that will be later used
with family caregivers examining their perceptions of assisting a family member
with dementia during bathing. You are asked to comment on the clarity and
consistency of the questions and directions. You will have two weeks to
complete the questionnaire. A post card and another questionnaire will be sent if
the booklet is not returned during after week two. Again, you will have two weeks
to complete the booklet and a post card will be sent to remind you to complete
the booklet during week three if the booklet is not returned. Also, you are asked
to participate in an optional face-to-face interview with the principal investigator to
examine your responses and comments. The booklets will take approximately
30-45 minutes to complete, but it is suggested that you stop at 15-minute
intervals to rest. The interviews will last approximately one hour to 1 1/2 hours if
you decide to participate in the interview.

A total of 10 family caregivers (18 years old and older) will participate in
the study, recruited from Arkansas and Oregon (5 family caregivers from each
location).

RISKS AND DISCOMFORTS:

It is. possible that some of the questions could make you feel mildly
anxious or uncomfortable. There are no other anticipated risks for participating in
this study.
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Phase 1 Family Caregiver Consent Form

BENEFITS:

You may or may not personally benefit from participating in this study. For
instance, by answering the questions, you may or may not become more aware
of you and your family member’s actions and feelings while assisting a family
member with dementia during bathing. Also, by participating in the research, you
may contribute new information, which may benefit other family caregivers of |
persons with dementia in the future.

ALTERNATIVES:
You may choose not to participate in this study. Your participation is
voluntary.

CONFIDENTIALITY:

The information that you give is confidential with the exception of the
Human Research Advisory Committee which may review records to make sure |
am following proper procedures. Neither your name nor your identity will be used
for publication or publicity purposes. The booklets will have a code number that
can be linked to you. However, only the principal investigator (Johannah Uriri) will
have access to your name and the list that links your name and number. The
booklet will be kept in a locked cabinet and destroyed when the project is
finished. The summary of data of all booklets will be kept indefinitely and may be
used in future research. Your signed consent form will be kept separated from
the booklet. According to Arkansas Laws, suspected elder abuse must be
reported to the appropriate authorities.

COSTS:;

There are no costs to you for participating in the study. Enclosed in the
return envelope for the consent form is $10.00, a token of appreciation for the
time you spent completing the booklet.

LIABILITY:

You have not waived any legal rights to which are legally entitled to by
signing this form. If you have any questions about your rights as a research
subject or concerning a research-related injury, you can cali the Institutional
Review Board representative at phone number (501) 686-5667.

PARTICIPATION:
Johannah Uriri, (501) 296-1939 or 405-8132,will answer any other

questions you may have about this study. Refusal to participate will involve no
penalty or loss of benefits to which you are otherwise entitled, and you may
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Phase 1 Family Caregiver Consent Form

discontinue participation at any time without penalty or loss of benefits to which
you are otherwise entitled. The principal investigator may terminate your
participation. If significant new findings are developed during the course of this
research, which may relate to your willingness to continue to participate, this
information will be shared with you. Enclosed are two consent forms. Please
keep one copy for your records and sign and return the second in the stamped
self-addressed envelope along with the booklet of questions.

| have read the above statement and have been able to ask questions and
express concerns, which have been satisfactorily responded to by the
investigator. | understand the purpose of the study as well as the potential
benefit and risks that are involved. | hereby give my informed and free consent
to be a participant in this study.

Your signature below indicates that you have read the foregoing and
agree to participate in this study.

Participant’s Signature Date

Do you wish to further discuss your answers (approximately 1-1 2 hrs)?
Yes No

If Yes:
Participant’'s Signature Date

Do you want the results of the study sent to you? Yes No

Investigator’s Signature Date
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Phase 2 Family Caregiver Consent Form

TITLE: Family Caregivers’' Perceptions of Assisting Cognitively Impaired Elders
During Bathing: Instrument Development

PRINCIPAL INVESTIGATOR: Johannah Uriri, RN, MNSc, and (501) 296-1939

PURPOSE:

You are invited to participate in this research study because you are a
caregiver of a family member that has some form of dementia. The purpose of
this study is to develop and test a series of questions to examine perceptions of
family caregivers when assisting a family member with dementia during bathing.
Results from the study will assist me in developing better questions to be used in
future studies.

PROCEDURES:

Your have received a booklet of questions through the mail or given to you
by your support group facilitator, clinic staff or adult day care staff. The booklet
includes this consent form and instructions to complete the booklet. A stamped
return envelope addressed to the principal investigator is also included. You are
asked to complete a series of questions. Your answers will help me to develop
questions that will be later used with other family caregivers examining their
perceptions of assisting a family member with dementia during bathing. You will
have two weeks to complete the booklet of questions. A post card and another
booklet will be sent if the booklet is not returned after week two. The questions
will take approximately 30-45 minutes to answer, but it is suggested that you stop
at 15-minute intervals to rest. A total of 100 family caregivers will participate in
the study, recruited from Arkansas and Oregon. Approximately 50 family
caregivers will be from Arkansas and 50 from Oregon.

RISKS AND DISCOMFORTS:

It is possible that some of the questions could make you feel mildly
anxious or uncomfortable. There are no other anticipated risks for participating in
this study.

BENEFITS:

You may or may not personally benefit from participating in this study. For
instance, by answering the questions, you may or may not become aware of you
and family member’s actions and feelings while assisting a family with dementia
during bathing. However, by participating in the research, you may contribute
new information, which may benefit other family caregivers of persons with
dementia in the future.
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Phase 2 Family Caregiver Consent Form

ALTERNATIVES:
You may choose not ta participate in this study. Your participation is
voluntary.

CONFIDENTIALITY:

The information that you give is confidential with the exception of a Human
Research Advisory Committee which may review records to make sure | am
following proper procedure. Neither your name nor your identity will be used for
publication or publicity purposes. The bookiets will have a code number that can
be finked to you. However, only the principal investigator (Johannah Uriri) will
have access to your name and the list that links your name and number. The
booklet will be kept in a locked cabinet and destroyed when the project is
finished. The summary of data of all booklets will be kept indefinitely and may be
used in future research. Your signed consent form will be kept separated from
the booklet. According to Arkansas Laws, suspected elder abuse must be
reported to the appropriate authorities

COSTS:

There are no costs to you for participating in the study. Enclosed in the
return envelope for the consent form and booklet is $10.00, a token of
appreciation for the time you spent completing the questionnaire.

LIABILITY:

You have not waived any legal rights to which you are legally entitled to by
signing this form. If you have further questions about your rights as a research
subject or concerning a research-related injury, you can call the Institutional
Review Board representative at phone number (501) 686-5667.

PARTICIPATION:

Johannah Uriri, (501) 296-19390r 405-8132, will answer any other
questions you may have about this study. Refusal to participate will involve no
penalty or loss of benefits to which you are otherwise entitled, and you may
discontinue participation at any time without penalty or loss of benefits to which
you are otherwise entitled. The principal investigator may terminate your
participation. If significant new findings are developed during the course of this
research, which may relate to your willingness to continue to participate, this
information will be shared with you. Enclosed are two consent forms. Please
keep one copy for your records and sign and return the second in the self-
addressed stamped envelope along with the booklet.
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Phase 2 Family Caregiver Consent Form

| have read the above statement and have been able to ask questions and
express concerns, which have been satisfactorily responded to by the principal
investigator. | understand the purpose of the study as well as the potential
benefit and risks that are involved. | hereby give my informed and free consent
to be a participant in this study. | have been given a copy of this consent form.

Your signature below indicates that you have read the foregoing and
agree to participate in this study

Participant’s Signature Date

Do you want the results of the study sent to you? Yes No

Investigator’s Signature Date
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IRB # 5606

OREGON HEALTH SCIENCES UNIVERSITY

Phase 2 Family Caregiver Consent Form

TITLE: Family Caregivers' Perceptions of Assisting Cognitively Impaired Elders During
Bathing: Iinstrument Development

PRINCIPAL INVESTIGATOR: Johannah Uriri, RN, MNSc, (503) 494-1136

PURPOSE:

You are invited to participate in this research study because you are a caregiver
of a family member who has some form of dementia. We need family caregivers to
assist in the development of a questionnaire. The purpose of this study is to develop
and test a series of questions that examine perceptions of family caregivers when
assisting a family member with dementia during bathing. Results from the study will
help develop better questions for future studies. You will have two weeks to complete
the booklet of questions.

PROCEDURES:

You have received a package with a booklet of questions through the mail or
given to you by your support group facilitator, clinic staff, or adult day care staff. The
package includes two consent forms and instructions to complete the booklet. A
stamped return envelope addressed to the principal investigator is also included. You
are asked to complete a series of questions about you and your family member. The
questions ask about your family member's preferences, participation, and reactions
during bathing. Also, included in the booklet are questions about the usual bathing
routine, your health, and assistance received from others. General questions will be
asked regarding you and your family members (e.g., age race religion, occupation etc.).
Your answers will help to develop questions that will be used later with other family
caregivers. You will have two weeks to complete the booklet of questions. A post card
and another booklet will be sent if the booklet is not returned after week two.

RISKS AND DISCOMFORTS:

The questions will take approximately 30-45 minutes for you to complete,
however, it is suggested that you rest at 15-minute intervals. It is possible that some of
the questions will make you feel mildly anxious or uncomfortable. For instance,
sometimes individuals with dementia may display difficult behaviors during bathing,
which may be disturbing to caregivers. Some of the questions ask about these types of
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emotionally upset. If it is determined that you may benefit from counseling an
appropriate referral will be made. You may refuse to answer any questions that you
wish. There are no other anticipated risks for participating in this study.

BENEFITS:

You may or may not benefit personally from participating in this study. For
instance, by answering the questions, you may or may not become aware of you and
your family member's actions and feelings while assisting a family member with
dementia during bathing. However, by participating in the research, you may contribute
new information, which may benefit other family caregivers of persons with dementia in
the future.

ALTERNATIVES: ‘
You may choose not to participate in this study. Your participation is voluntary.

CONFIDENTIALITY:

The information that you give is confidential. Neither your name nor your identity
will be used for publication or publicity purposes. The booklets do not have code
numbers that can be linked to you. The booklet will be kept in a locked cabinet and
destroyed when the project is finished. The summary of data, of all booklets, will be kept
indefinitely and may be used in future research. Your signed consent form will be kept
separated from the booklet. According to Oregon law, suspected elder abuse must be
reported to the appropriate authorities

COSTS (For OHSU Patients):

There are no costs to you for participating in the study. Enclosed in the booklet is
a $10.00 token of appreciation for the time you spent answering the questions. The
$10.00 is yours to keep whether you participate in the study or not.

LIABILITY:

It is not the policy of the U.S. Department of Health and Human Services, or any
federal agency funding the research project in which you are participating to
compensate or provide medical treatment for human subjects in the event the research
results in physical injury.

The Oregon Health Sciences University is subject to the Oregon Tort Claims Act
(ORS 30.260 through 30.300). If you suffer any injury and damage from this research
project through the fault of the university, its officer or employees, you have the right to
bring legal action against the university to recover the damage done to you. Subject to
the limitations and conditions of the Oregon Tort Claims Act. You have not waived any
legal rights by signing this form. For clarification on this subject, or if you have further
questions, please call the Oregon Health Sciences University's legal department at
(503) 494-5222.
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OREGON HEALTH SCIENCES UNIVERSITY

Phase 2 Family Caregiver Consent Form

PARTICIPATION:

Johannah Uriri, (503) 494-1136, will answer any other questions you may have
about this study. If you have any questions regarding your rights as a research subject,
you may contact the Oregon Health Sciences University Institutional Review Board at
(503) 494-7887. You may refuse to participate, or you may withdraw from this study at
anytime without affecting your relationship with or treatment at the Oregon Health
Sciences University.

Participation in the study is determined by a question, at the beginning of the
booklet, that asks: “Do you assist your family member with bathing”? Those family
caregivers who do not assist with bathing will not be included in this study. Enclosed are
two consent forms. Please keep one copy for your records and sign and return the
second in the self-addressed stamped envelope along with the booklet.

Your signature below indicates that you have read the foregoing and agree to
participate in this study.

Participant's Signature Date

Do you want the results of the study sent to you? Yes No

Investigator's Signature Date
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Phase 1 Instruments Content Validity Rating Forms



Bathing and Help from
the Family
The Caregiver’s View

Family Caregiver Rating Form

ID#

258



Purpose

These questions are designed for family members who have a relative with

memory problems and who assist that relative during bathing. In these

guestions, we use the term family member to refer to your relative who has memory problems.

Your answers will help us to better understand the situation of family caregivers like you. Your view will be very
helpful to nurses, doctors, and other people who work with family caregivers.

Directions
it should take about 30-40 minutes to answer these questions.

Answer the questions as honestly as you can; there are no right or wrong answers. Please do not consult with
other people before you answer the questions. It is your view that we need.

If you have cornments on any questions, feel free to write in the blank spaces around the questions, on the back
cover, or on other sheets of paper.

Your role as a caregiver

We will be asking you many detailed questions surrounding bathing, because we would like to have a good picture
of what you do to assist your family member during bathing.

In some questions, we use the term family caregiver to refer to you.

Although you may not think of yourself as a caregiver, we use the term caregiver very broadty as someone

who assists a family member during bathing because of the family member’s health or memory problems.
Questions?

If you have any questions, please contact:

Johannah Uriri at (501) 296-1939 Arkansas or {503) 494-1137 Oregon

We thank you for your thoughtful answers.
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fill in the blank o
member.

You And Your Family Member

Family member refers to your relative or friend who has health or memory
problems. Please tell us about you and your family member. For all questions,
he answer that best describes you and your family

1. How are you related to the family member
you are helping?

You are his or her:

W i e p it s e sisless # st iareins 1
Husband........ccooveieiiiinina, 2
Daughter..........cc.oeeiieenn..... 3
NYo] o P 4
Daughter-in-law.................... 5
Son-in-law.......coovieiniannnn., 6
Other relative .........c.ooeeenall 7
Neighbor or friend................. 8
Other:

2. About how many years have you and
your family member known each other?

years months

3. How long have you personally been
involved in caregiving for your family
member because of his or her memory
problems?

years months

4. At this time, do you and your family
member live in the same household?

4a. If NO, how far away do you live
from your family member?

miles

5. Do you assist your family member during
bathing?

6. How often did you assist your family
member during bathing the past month?

Once or twice in the month.......... 1
Onceaweek.....oovevvvierniannnnn.. 2
2or3timesaweek.......cceuennnenn. 3
Every other day...............ouu...... 4
Everyday........covevivviiiinniininn.n. 3

7-15 What are the reasons that your family
member baths or washes up? CIRCLE NO
or YES for each reason.

7. Personal hygiene? Yes ........... No

8. Bladder or urine

accident? Yes......u.... No
9. Bowel movement or
diarrhea gets on skin

Yes - ssises No

10. Bad odor or smelly? Yes .......... No
11. Sweaty skin or

perspiration Yest: ooz No

12. Food spilled on skin Yes........... No

13. To get warm YES5%0 s b No

14. To get cool? Pl S No

15. Other reasons (please describe).

Page 2 Adapted from Stewart & Archbold, 1- 4 (1993)
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YOUR OPINIONS ABOUT QUESTIONS # 6- 15 ON PAGE 2

Concepts being measured: Bathing assistance provided by the family caregiver.

A. Isquestion # 6 on page 2 clear or confusing?
1). Very Clear
2). Mostly clear; only a little confusing
3). Somewhat confusing
4). Very confusing

B. Do you have any suggestions for improving he wording of
Question #6? Please make your comments below or you may write
directly on Question # 6.

Concepts being measured: Function of the bath.

ITEMS 7-15 ON PAGE 2

A. Item Clarity? C (clear) or U (unclear)
Write C or U by #s 7 - 15 on page 2. Feel free to give any suggestions
for revising unclear items if you wish.

B. Consistency? Do items 7 - 15 on page 2 generraly belong together?
Circle Yes or No.

Yes No

If No, which items do not belong?

C. Delete items? Should any items be deleted?
Yes No
D. Add items? Should any items be added?

Yes No
If Yes, give suggestions

Page 3



Your Family Member And
Bathing

Directions: Describe where and how often your family member bathes or washes up? CIRCLE one answer for

each type of bathing.

Once or Once 2or3 Every
Doesn’t twice a times ohter Every
e month week wesk  dy day
Bathroom sink 0 1 2 3 4 5
Tub 0 1 2 3 4 5
Shower 0 1 2 3 4 5
Bedbath 0 1 2 3 4 5

Other (please describe)

—

Your Family Member and Memory Problems

ow, we'd like to ask you some questions about your family member's memory and the difficulty
e or she may have doing some things. (CIRCLE your answer.)

How difficult is it for

your family member to: Not Just : Can't
; At AU A Little Fairly Very Do
Difficult Difficutt Difficult Difficult At All
6. Remember recent events? 0 1 2 3 4
7. Know what day of the week it is? O s wesisionogs cpesin 1 2 3 4
8. Remember his or her home address? 0 ...ooocereercerrrve. 1 2 3 4
9. Remember words? (D S 1 2 3 4
10. Understand simple instructions? i i oo 1 2 3 4
11.  Find his or her way around the
house? O 1 2 3 4
12. Speak sentences? O e 1 2 3 4
13. Recognize people that he or she
knows? [0 ISP 1 2 3 4
Page 4 Adapted from Pearlin, Mullan, Semple, &

Skaff, 6 - 13 (1990)
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YOUR OPINIONS ABOUT QUESTIONS #s1-5 ON PAGE 4

Concepts being measured: Frequency of the bath.

ITEMS 1 -5 ON PAGE 4
A. Item Clarity? C (clear) or U (unclear)
Write C or U by #s 1 - 5 on page 4. Feel free to give any suggestions

for revising unclear items if you wish.

B. Consistency? Do items 1-5 on page 4 generally belong together?
Circle Yes or No.

Yes No

If No, which items do not belong?
C. Delete items? Should any items be deleted?

Yes No
D. Add items? Should any items be added?

Yes No

If Yes, give suggestions

Because Questions 6 - 13 were developed by another
researcher,we do not need you to rate them.
(Please go to page 6)
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What You and Your Family Member Do During Bathing

Directions: Please circle yes or no if your or your family memberperform any of the activities during bathing.

Bath Prepa‘ration

Task What Do You Do What Does YourFamily Member

1. Obtain supplies (e.g., soap,

wash cloth, towels, shampoo) Yes No Yes No
2. Remove clothing ’ Yes No Yes No
3. Turn on the cold water Yes No Yes No
4. Turn on the hot water Yes No Yes No
5. Adjust Water Temperature Yes No Yes No
8. Hold wash cloth Yes No Yes No
7. Wet wash cloth Yes No Yes No
8. Apply soap to the wash cloth Yes No Yes No

9. Other (Pleasles describe)

Please: Circle Y(Yes) or N {No) to indicate if you or your family member wash or dries each body part.

Body part You wash You Dry Family member wash Family member dry
10. Face Y N Y N Y N Y N
11. Neck Y N Y N Y N Y N
12. Ears Y N Y N Y N Y N
13. Hands Y N Y N Y N Y N
14. Undemeath Arms| Y N Y N Y N Y N
15. Chest Y N Y N Y N Y N
16. Stomach Y N Y N Y N Y N
17. Back Y N Y N Y N Y N
[18. Bottom Y N Y N Y N Y N
Lg. Private areas Y N Y N Y N Y N
20. Legs Y N Y N Y N Y N
1. Toes Y N Y N Y N Y N
P2. Hair Y N Y N Y N Y N

23. Other (Please describe)

Page 6

Adapted from Beck (1988)

264



YOUR OPINIONS ABOUT QUESTIONS #1 -5 ON PAGE 6
Concepts being measured: Bath Preparation
ITEMS 1 - 9 ON PAGE 6 R
A. ltem Clarity? C (clear)or U (unclear)
Write C or U by #s 1 - 9 on page 6. Feel free to give any suggestions
for revising unclear items if you wish.

B. Consistency? Do items 1-5 on page 6 generally belong together?
Circle Yes or No.

Yes No
If No, which items do not belong?
C. Delete items? Should any items be deleted?
Yes No
D. Add items? Should any items be added?

Yes No
If Yes, give suggestions

Concepts being measured: Self-care behaviors of cognitive impaired elders during bathing
ITEMS 10 - 23 ON PAGE 6
A. ltem Clarity? C (clear) or U (unclear)
Write C or U by #s 10 - 23 on page 6. Feel free to give any suggestions
for revising unclear items if you wish.

B. Consistency? Do items 10 - 23 on page 6 generally belong together?
Circle Yes or No.

Yes No
If No, which items do not belong?

C. Delete items? Should any items be deleted?

Yes No
D. Add items? Should any items be added?

Yes No
If Yes, give suggestions

Page 7
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Your Experience During Bathing

Directions: For each statement, CIRCLE the one response that best describes your
pxperience when helping your family member with bathing during the last month.

NOT A QUITE A GREAT
AT ALL LITTLE SOME A BIT DEAL
1. I was confident in my ability to assist
with bathing .......cccooooiii . 1 2 4 5
2. | felt comfortable in the things | did to
help my family member during bathing1 2 4 5
3. | felt prepared to take care of his or her
physical needs during bathing ................ 1 2 4 5
4. | was patient while assisting .............. 1 2 4 5
5.1 felt relaxed while assisting ................ 1 2 4 5
I6. | felt | was doing a good job ............... 1 2 4 5
7. | had an easy time doing the bath ...... 1 2 4 5
8. | felt safe caring for my family member
during bathing .......ccceeeiiiiiiiinene. 1 2 4 5
9. Helping him or her during bathing was
pleasurable ............ccccooviiiiiiieinnnnn, 1 2 4 5
0. I thought things through when bathing
my family member .......................... 1 2 4 5
11. | was comfortable with my ability to
communicate with him or her during
DA oo s i s e g 2 4 5
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Your Experience During Bathing

(continued)
12. felt confident finding NOT A QUITE A GREAT
solutions for difficult AT ALL LITTLE SOME A BIT DEAL
situations during bathing.................. 1 2 3 4 5

13. Taking care of my family member
during bathing was satisfying.......... 1 » 2 3 4 5

14. | felt unsure about my ability

to help him or her during

bathing........cccooceiiciiiecirciee, 1 2 3 4 5
15. | was able to manage specfic

problems that occur during

bathing.......ccccevveececenne ... S 1 2 3 4 5

16. | understood what my family
member needed during bathing......... 1 2 3 4 5

17. I felt confident in my ability to
care for him or her during

bathing......ccoooeeriiir e, 1 2 3 4 5
18. There were positive aspects of
caring for my family member........... 1 2 2 4 <)
19. Bathing my family member was
done quickly.......ccoeeeeiieiiiiiiiee 1 2 3 4 5
20. Bathing him or her went
SIMOOIY. ... mies s som aomomma st 1 2 3 4 5
21. | got frustrated when assi<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>