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ABSTRACT

Title: Development of the Japanese Family Caregiving Inventory
Author: Iku Inoue

Approved:

This dissertation reports findings from a methodological study to develop the
Japanese version of the Family Caregiving Inventory. The questionnaire, Japanese Family
Caregiving Inventory (JFCI), measures negative and positive aspects of family caregiving
in Japan.

Most of the JFCL is a translation of Archbold and Stewart’s Family Caregiving
Inventory (FCI). Scales on the FCI have been found to be reliable and have evidence to
support their validity, having been tested with caregivers of several different older
populations in the United States. Caregiving concepts measured by scales in the FCI were
verified within Japanese caregiving situations and two new measures for concepts
important in caregiving in Japan but for which no measures currently exist were developed.
The JFCI was constructed to combine the Japanese translation of the FCI and two new
Japanese measures.

The content validity of the JFCI was reviewed by 10 Japanese nurses. All 10
reviewers agreed that most of items met the criteria for belonging to the label and
definition of the concept and for fitting Japanese caregiving. Of the 212 items, there were

only four items identified as problematic by three or more reviewers. Based on
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suggestions from the reviewers, a part of the definition of one item was reworded and the
wording of three items was modified.

An invitation letter was sent to a total of 392 family caregivers and 354 of them
agreed to participate in the study. Data were collected using a mailed questionnaire design.
Of the 354 family caregivers who received a questionnaire, 238 returned their responses
and 224 questionnaires were usable. The psychometric properties of data from these 224
questionnaires were evaluated.

Age of caregivers ranged from 34 to 87 years (M = 63.4), most were married and
female, more than two-thirds were not employed, and nearly all caregivers lived with the
care receiver. Age of care receivers ranged from 65 to 101 years (M = 80.8), about half
were female and married. Stroke was the most common medical diagnosis followed by
dementia, hypertension, and Parkinson’s Disease.

In total, 22 scales on the JFCI measured caregiving concepts and 6 scales
measured caregiver health. Internal consistency reliability (Cronbach’s alpha) estimates
for 28 scales ranged from .53 to .96. Evidence supporting construct validity of the scales
was obtained through testing hypothesized relationships between measures. The findings
of this study are consistent with findings in the United States. Caregivers received some
rewards through providing care for the older person and such rewards can reduce some
aspects of role strain that caregivers felt. The caregiver’s perception of the high quality of
a relationship between the caregiver and care receiver can also reduce some aspects of

role strain that caregivers felt. Caregivers who perceived themselves as well prepared for
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caregiving and their caregiving situations as highly predictable also expressed less strain on
some of the Caregiver Role Strain scales. Some unexpected but interesting findings were
also obtained about correlations of the Role Strain from Interpersonal Relationships within

Miuchi scale with the Mutuality scale and with the three Rewards scales.
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Introduction

This dissertation contains two main papers and several appendices describing a
study designed to develop and evaluate the Japanese Family Caregiving Inventory (JFCI).
The two papers were prepared for publication and the appendices include aspects of the
work that are not in the papers. Following is a brief summary of each paper and appendix.

Paper 1: Development of the Japanese Family Caregiving Inventory:

Concept Verification and Translation Results

Paper 1 describes the process of developing the Japanese Family Caregiving
Inventory (JFCI). First, caregiving concepts identified in the United States were verified
in Japanese caregiving situations, and concepts specific to Japanese caregiving situations
were identified. Then, a draft of the JFCI was constructed through translation and back-
translation processes and content validity of this draft was examined. Based on evidence
from content validity evaluation, the final version of the JFCI was constructed.

Paper 2: Development of the Japanese Family Caregiving Inventory:

Psychometric Evaluation

Paper 2 describes the psychometric evaluation of measures within the JFCI using
data from 224 Japanese family caregivers. Reliability and construct validity of caregiving
scales in the JFCI were examined. Results indicated that the internal consistency reliability
of each scale was at an acceptable level and evidence of construct validity was obtained
through testing of hypotheses. Implications of the findings and some recommendations

for further research were discussed.



Appendix A: Support for Concept Verification in Japanese Data Bits

This section describes the resuits from content analysis of data in Japanese books
written by caregivers. Examples of the data bits are presented to illustrate the existence of
caregiving concepts identified in U. S. samples and new concepts found in the Japanese
books but not previously identified in U. S. samples.

Appendix B: Content Validity Questionnaire

A copy of the content validity questionnaire is included in this section. The draft
of the JFCI was systematically reviewed by 10 Japanese experts in the area of
gerontological nursing, family nursing, and measurement. Each of them was asked to
complete the questionnaire. The questionnaire contained questions to examine whether
each measure fit the definition of the concept, how well the items covered the content of
the concept, whether each measure fit Japanese caregiving situations, and how clear each
item and explanation were. The questionnaire was translated into Japanese.

Appendix C: The Japanese Family Caregiving Inventory

The JFCI is 32-page self-administered questionnaire. Copies of both English and

Japanese language versions of the JFCI are included in this section.
Appendix D: Protection of Human Subjects

No formal consent form was used for this study. Return of the questionnaire
implied consent. A copy of the cover letter which accompanied the questionnaire is
included in this section along with discussion of issues related to protection of human

subjects. A copy of the form used by participants to request a summary of the study



findings is also included. The cover letter and request form were translated into Japanese.
Appendix E: Review of the Research Literature
This section contains summary tables of some English and Japanese research

literature related to family caregiving,



Paper 1

Development of the Japanese Family Caregiving Inventory:

Concept Verification and Translation Results



Every developed country is dealing with issues related to care for older persons.
Japan is no exception. As a matter of fact, Japanese society is the most rapidly aging
population in the world. In 1965, 6.3% of the people in Japan were over age 65. The
aged population doubled (12.6%) in 1991 and will double again (25.2%) by 2020 (Health
and Welfare Statistics Association, 1992). Thus, care for older persons has been
attracting considerable social attention in Japan.

The number of publications and media reports related to elder care has been
increasing. Research on family caregiving for older persons, however, has just started in
Japan. The majority of research publications in this area have been demographic surveys
and case studies. Even though these studies have provided important information
regarding the issues of family caregiving for older persons, there has been little research
focused on identifying concepts central to family caregiving, or showing how the concepts
are related. Developing measures to examine the relationships among the concepts central
to the family caregiving is, therefore, essential to understanding the phenomenon related to
family caregiving in Japan.

This is the first of two papers describing the development and evaluation of the
Japanese Family Caregiving Inventory (JFCI). This paper summarizes Phase 1 of the
study, which focused on four specific aims: 1) to verify that the concepts measured by
scales in the English-language Family Caregiving Inventory (Archbold & Stewart, 1986;
Archbold & Stewart, personal communication, 1994) are relevant concepts within
Japanese caregiving situations, 2) to construct measures for concepts that are thought to

be central to Japanese family caregiving by translating existing English-language



measures, 3) to develop new measures for concepts important in caregiving in Japan but
for which no measures currently exist, and 4) to examine the content validity of these
Japanese measures. The second paper will report on the psychometric evaluation of scales
within the JFCI.
The Theoretical Basis for the Study

Stress and coping theory (Lazarus & Folkman, 1984; Stephens, Crowther,
Hobfoll, & Tennenbaum, 1990), exchange theory (Burgess & Huston, 1979; Cook, 1987,
Gergen, Greenberg, & Willis, 1980), and role theory (Biddle & Thomas, 1966; Burr,
Leigh, Day, & Constantine, 1979) have been the frameworks most commonly used to
study family caregiving in the United States. In Japan, stress and coping theory has been
used in research on family caregiving (Niina, Yatomi, Honma, & Sakata, 1989; Sugisawa,
Nakamura, Nakano, & Sugisawa, 1992). From these theories, role theory was chosen as a
framework for this study for several reasons. Stress and coping theory focuses on the
individual, in contrast to role theory and exchange theory which focus on interactions
between an individual and other persons. Caregiving situations are minimally dyadic and
very complex; focusing only on the individual provides a limited perspective. In addition,
stress and coping theory views caregiving as a stressful, and therefore negative experience
in contrast to role theory and exchange theory, which views caregiving as both positive
and negative experiences.

Exchange theory explains caregiving as activities that a person performs to pay
back previous debts. This theory has been used to examine relationships between adult

children caregivers and their impaired elderly parents in the United States (e.g., Ingersoll-



Dayton & Antonucci, 1988; Walker & Allen, 1991; Walker, Martin, & Jones, 1992). In
Japan, daughters in-law, in particular the first son's wife, are still the main caregivers and
their caregiving role is prescribed by cultural norms (Fujita & Kuroda, 1987; Nakajima,
Abe, et al., 1982, Nakajima, Saito, & Tsukihashi, 1982; Noguchi, 1988; Saito, Ogino, &
Kaneko, 1989; Sato, 1989, Takasaki, Nogawa, Sasaki, Yasuda, Uchida, & Ito, 1987;
Waki et al., 1984). Exchange theory does not apply in the same way as it has been applied
to caregiving by researchers in the United States. Even though exchange theory has been
applied to examine general relationships among Japanese people, such as their custom of
gift giving, the concept of exchange does not currently apply to most caregiving situations
because the assumption of the caregiving role, first by the daughter-in-law if there is one
and then by the daughter, is a cultural expectation.

In contrast, role theory is a useful framework for studying caregiving in Japanese
culture. The Japanese culture is often described as a role dominated culture. Lebra
(1976) referred to the individual as having the character of "a set of intra-individual
overlaps occurring around a cluster of roles that he plays" (p. 250). She suggested that
the individual is associated more with "role-cluster personality" than with "basic
personality,” and this is especially significant in Japan. In Japanese culture, it is very
important to know what the appropriate role to be taken is, how to learn aspects of the
role, how and when to play the role, and to have the ability to perform the role. For
example, a daughter-in-law will take her position in the three-generation household when
she marries the first son. She will also take on the role of caregiver for her mother-in-law

because of the cultural norms.



Concepts for the Japanese Measures

The conceptualization of caregiving based on role theory used by Archbold (1982)
and her colleagues (Archbold & Stewart, 1991; Archbold, Stewart, Greenlick, & Harvath,
1990; Archbold, Stewart, Harvath, & Lucas, 1986) was used to guide the study. Their
concepts are mainly derived from role theory and focus on not only the negative
consequences of caregiving but also the positive consequences of caregiving. Their
measures have been found to be reliable and have evidence to support validity, having
been tested with caregivers of several different older populations. Because concepts and
items for their measures were derived largely from qualitative data gathered from
caregivers, the possibility of clinical application of their measures is high.

The concepts selected from Archbold and colleagues' conceptual framework of
family caregiving fall into three broad categories as shown in Figure 1: antecedents of
caregiving, the nature of the caregiving role assumed, and responses to caregiving.
Archbold and Stewart (1986) developed a questionnaire called the Family Caregiving
Inventory (FCI) to measure these concepts. Caregiving studies conducted in the United
States and Japan were reviewed based on the main caregiving concepts that were included
in the FCI. Those concepts are the amount of care (the amount and type of direct and
managed caregiving tasks done by the caregiver for the care receiver), mutuality (the
positive quality of the relationship between a caregiver and a care receiver), predictability
of the caregiving situation (regularity and routineness of caregiving activities),
preparedness for caregiving (feeling prepared to provide care), rewards of caregiving

(positive aspects of caregiving), caregiver role strain (felt difficulty



in fulfilling the caregiving role), and amount of negative life style change (amount of
change in the caregiver's daily life because of caregiving).

Amount of Care

The amount of care consists of all the caregiving activities which caregivers
actually perform in helping their care receivers. Some researchers (Montgomery, Gonyea,
& Hooyman, 1985; Moritz, Kasl, & Berkman, 1989) focus mainly on assistance with
activities of daily living (ADL) and instrumental activities of daily living (LADL), in spite
of results indicating that caregiving tasks usually go beyond ADL and IADL assistance.
Others (Albert, 1991; Archbold, 1980; Archbold, et al., 1986; Bowers, 1987; Oberst,
Thomas, Gass, & Ward, 1989) include not only ADL and IADL, but also other caregiving
activities, such as medical/nursing treatments, monitoring and reporting, emotional
support, behavior management, activities to meet possible needs of a care receiver,
managed caregiving, and additional household tasks.

Archbold and colleagues (Archbold, et al., 1986) defined the nature of the
caregiving role as "the amount and type of direct and managed caregiving tasks performed
by the caregiver for the care receiver" (p. 6). Their measure is comprehensive and
includes: 1) personal care; 2) protection; 3) management of behavior problems; 4)
medically-related tasks; 5) housekeeping; 6) transportation; 7) financial, legal, and health
decision making; and 8) little extras. Results of several survey studies in J apan indicated
how much help care receivers needed (Department of Welfare, Tokyo Metropolitan
Government, 1980; Matsumoto, Onakado, 1990; Matsumoto, Onakado, Inoue, &

Yokoyama, 1985; Nakajima et al., 1982; National Organization of Local Welfare
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Commissioners, 1987), but did not study how much help caregivers actually provided.
Despite the lack of measures of help provided, the concept of amount of care does appear
relevant to caregiving in Japan,

Mutuality

Several studies have indicated that the quality of the relationship between a
caregiver and a care receiver is an important aspect of caregiving. Some studies
(Archbold, et al., 1986; Hirschfeld, 1978) have used mutuality as a concept to describe the
positive quality of the relationship and others have used different concepts such as
affection (Horowitz & Shindelman, 1983), social ties (Okun, Melichar, & Hill, 1990),
psychological attachment (Cantor & Hirshorn, 1989), marital closeness (Motenko, 1989),
emotional investment in the relationship (Pruchno & Resch, 1989), and intimacy (Walker,
et al., 1992).

Hirschfeld (1978) defined mutuality as the quality of the dyadic relationship. She
considered mutuality as "the major parameter for families managing life with senile brain
disease" (p. 77). She also described two important components of mutuality, "the
caregiver's ability to find gratification in relationship with the impaired person and meaning
from caregiving situation" and "the caregiver's ability to perceive the impaired person as
reciprocating by virtue of his or her existence" (p. 77). Archbold and colleagues
(Archbold, et al., 1986) also identified the concept of mutuality as representing the

positive quality of the relationship between a caregiver and a care receiver.
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Horowitz and Shindelman (1983) defined affection as "the quality of the caregiver-
older relative relationship as perceived by the caregiver. It is the degree to which the
latter has positive feelings towards the older person and experiences their relationship as
close and enjoyable" (p. 9). The higher level of affection indicated caregivers felt close to,
enjoyed spending time with, and had been able to confide in their care receivers. Okun
and colleagues (1990) studied the concept of social ties, which referred to the amount of
positive and negative social interactions and the degree of enjoyment with the interaction.
Walker and colleagues (1992) used the concept of intimacy to examine good relationships
between care receiving mothers and their caregiving daughters. Motenko (1989) used the
concept of marital closeness, and Pruchno and Resch (1989) used the concept of
emotional investment in the relationship in their studies of the relationships between wife
caregivers and their care receiving husbands. In their theoretical and critique paper,
Cantor and Hirshorn (1989) suggested that the psychological attachments which bond
people to each other are the most elemental level of motivating factors for caregiving.
They included concepts of love, hate, affection, intimacy, nurturance, and the positive and
negative aspects of dependency in psychological attachment.

In Japan, Shimizu (1989) acknowledged the importance of studying relationships
between caregivers and care receivers and other family members. However, he did not
include the concept in his study because of a methodological difficulty that he did not
explain in detail. Based on findings about help-seeking behavior in Japanese older

persons, Inoue (1983) suggested that it is important to study relationships between
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caregivers and care receivers. The results indicated that older persons considered the
quality of the past and present relationships with that person in deciding what kind of help
they could seek from another person.

Oi and colleagues (Oi et al., 1984) were interested in the quality of relationships
between caregivers and care receivers as a contextual factor for psychotic manifestations
in bedfast elderly persons. Nakajima and colleagues (Nakajima et al, 1982) examined the
relationship between a caregiver and a care receiver by asking whether caregivers thought
their relationship with the care receivers were good. Even though researchers have
acknowledged the importance of studying the quality of the relationship between
caregivers and care receivers, this concept is not well developed in Japan.

Preparedness for Caregiving

The purpose of many interventions for caregivers is to increase their knowledge
about diseases and caregiving situations, and skill in providing care and managing their
own stress (Glosser & Wexler, 1985; Greene & Monahan, 1989; Haley, Brown, & Levine,
1987; Kahan, Kemp, Staples, & Brummel-Smith, 1985; Toseland, Rossiter, & Labrecque,
1989). An assumption underlying these interventions is that a person can better deal with
a problem if he or she has enough knowledge about the situation and has skills in care
provision and coping. The results from such intervention studies have been varied, but
overall, receiving and sharing information and learning stress management skills have
produced positive effects for caregivers.

Role theory emphasizes anticipatory socialization -- learning a role prior to

entering it. It is assumed that learning about norms, values, and appropriate behavior in
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the new role before performing it makes the transition into that role easier (Burr, et al ,
1979). This learning process is referred to as anticipatory socialization. Harvath and
colleagues (Harvath, Archbold, Lucas, & Stewart, 1986), however, have questioned
anticipatory socialization based on their findings that caregivers learned most parts of the
caregiving role while in the role.

Instead of anticipatory socialization, Archbold, Stewart and colleagues "focused
on caregivers' appraisal of how well-prepared they are, no matter when they learned the
role" (Archbold, Stewart, Greenlick, & Harvath, 1992, p. 329). They (Stewart,
Archbold, Harvath, Nkongho, 1993) used a concept of role acquisition that refers to “the
way in which family caregivers learn about various aspects of the role of caregiver” (p.
219)., Theoretically, even though family caregivers learn their caregiver role “both prior to
and during role occupation” (p. 220), their study results suggested that “acquisition of the
caregiver role occurs primarily after entering into the role” (p. 220). Thus, they defined
the concept of preparedness as "how well prepared the caregiver believes he or she is for
the tasks and stress of the caregiving role" (Archbold, et al., 1990, p. 328).

Based on their previous studies, Archbold and Stewart (1991) placed preparedness
as a part of the nature of caregiving role assumed in their conceptual framework.
However, their ongoing longitudinal study of spousal caregiving to people with early-
stage Parkinson’s Disease suggests that even though two-thirds of spouses did not yet
view themselves in the role of caregiving, they could answer questions about their
preparedness to provide care (Archbold and Stewart, personal communication, 1994).

Based on these findings, they have moved the concept of preparedness to the category of
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antecedents of caregiving in their conceptual framework (Archbold and Stewart, personal
communication, 1995).

In caregiving studies, concepts similar to preparedness have been used, including
mastery, competence, and self-efficacy. Pearlin, Mullan, Semple, and Skaff (1990) defined
mastery as "the control that individuals feel they are able to exercise over forces
importantly affecting their lives" (p. 589) and competence as caregivers' self rating of "the
adequacy of their performance as caregivers" (p. 589). Lawton, Kleban, Moss, Rovine,
and Glicksman (1989) also used the concept of mastery. They defined caregiving mastery
as "a positive view of one's ability and ongoing behavior during the caregiving process" (p.
P62). Haley, Levine, Brown, and Bartolucci (1987) used the concept of self-efficacy as a
part of caregivers’ subjective appraisals of caregiving stressors. They defined self-efficacy
as confidence regarding how well caregivers were managing caregiving problems. Even
though these concepts are very similar to the concept of preparedness, slight differences
exist. The definition of mastery by Pearlin and colleagues includes “control”, but “well-
prepared” does not encompass the notion of “control”. Their definition of competency
includes “adequacy”, suggesting that external criteria must be met, whereas “feeling well-
prepared” does not require meeting external criteria. The definition of mastery by Lawton
and colleagues includes “positive view of ongoing behavior” that is not necessarily
preparedness, but could be “self-approval.” The concept of self-efficacy used by Haley
and colleagues is most similar to the concept of preparedness. Howev,er, “managing

caregiving problems” in their definition reflects a
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narrower view of the caregiving role than the definition of preparedness, which refers to
the “tasks ... of the caregiving role.”

Although there are some educational and training sessions for caregivers to
prepare for caregiving in Japan, no Japanese research on the concept of preparedness for
caregiving or related concepts was located.

Predictability of the Caregiving Situation

Archbold and Stewart (personal communication, 1993) defined predictability of
caregiving situations as the caregiver’s perception of regularity of activities or the
establishment of routines within the caregiving experience. Other researchers have used -
concepts similar to predictability, including controllability (Dimond & Jones, 1983;
Heckhausen & Baltes, 1991; Kuhl 1986; Rodin, 1986; Schulz, 1976) and uncertainty
(Christman, 1990; Piper & Langer, 1986).

A difference between controllability and predictability is that having control over a
situation also means that it is predictable. However, predictable situations are not
necessarily controllable. If a situation is uncertain, it is also unpredictable and
uncontrollable. Kuhl (1986) indicated that social norms related to aging encourage a more
passive attitude toward life, and in some cultures or subcultures, this social pressure
toward passivity may be strong enough to determine a person's behavior.

In the Japanese culture, one of the strongest factors determining a person's
behavior is social expectation (Benedict, 1946). In a cross-cultural study comparing
attitudes of women in the United States and Japan (Campbell & Brody, 1985), Japanese

women were more likely than American women to feel that they have little control over
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the things that happen to them. At the same time, Japanese caregivers feel stress about
unpredictability in their future (Takasaki et al., 1987). These data indicate that
predictability, more than controllability, may be an important concept for research with

Japanese caregivers.

Rewards of Caregiving

Even though most studies related to caregiving for elderly persons have focused on
the negative aspects and consequences of caregiving, some researchers have documented
its positive aspects (Farran, Keane-Hagerty, Salloway, Kupferer, & Wilken, 1991;
Hinrichsen, Hernandez, & Pollack, 1992; Motenko, 1989; Walker, et al., 1992).

Archbold and Stewart (personal communication, 1993) studied the positive
consequences or benefits of caregiving for the caregiver; they call this concept rewards of
caregiving. They identified three dimensions of rewards of caregiving: 1) rewards of
meaning, 2) rewards of learning, and 3) financial rewards.

Farran and colleagues (1991) conducted a qualitative study to search for an
explanation of how caregivers might grow and find meaning through the caregiving
experience. They critiqued the stress and coping paradigm, the most commonly used
theoretical framework in caregiving research, because outcomes of caregiving within this
theory have been viewed as negative. Farran and colleagues used existentialism, which
suggests that a person finds meaning through suffering, as a theoretical framework for
their study. They found that four themes characterized caregivers' responses to

caregiving: 1) valuing positive aspects of relationships and caregiving, 2) making



17

personal choices about life and caregiving, 3) searching for provisional meaning, and 4)
searching for ultimate meaning.

Hinrichsen and colleagues (1992) conducted a content analysis of responses to
open-ended questions with family caregivers and found three categories of rewards. Their
rewards categories were: 1) relationship with the patient -- includes improvement in the
relationship with the patient, greater appreciation of the patient as a result of caregiving,
and satisfaction in seeing the patient's improvement; 2) relationship with self -- includes
the caregiver's satisfaction over having fulfilled an obligation, feelings of growing as a
person as a result of caregiving, and general satisfaction from helping another person, and;
3) relationship with others -- includes improvement of relationships with other family
members in the course of caregiving and satisfaction from interaction with the health care
system.

Motenko (1989) examined the concept of gratification which they define as a
caregiver’s experience of moments of warmth, comfort, and pleasure through caregiving.
She was specifically interested in the quality of the spousal relationship, such as whether a
caregiver's marriage relationship is enjoyable, and whether a caregiver perceives any
aspect of having the care receiver at home as pleasurable.

Walker and colleagues (1992) studied outcomes of caregiving for elderly mothers
and their caregiving daughters based on exchange theory. They examined the data for

both positive and negative outcomes of caregiving (i.e., benefits and costs) but found only

negative outcomes in caregiving in daughters. As they stated, they might not have
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represented the domain of positive outcomes in their questions. They suggested a need
for more work in conceptualizing and measuring benefits of caregiving.

In their questionnaire, Nakajima and colleagues (Nakajima et al., 1982) asked
Japanese caregivers whether they had experiences in which they learned something from
their care receivers. Their question is related to the concept of rewards of learning.
However, it is a single item and does not capture the complexity of the concept of rewards
of learning.

Sugisawa and colleagues (Sugisawa, et al., 1992) studied the relationships between
the Japanese caregiver’s life satisfaction and the care receiver’s health status and
characteristics of the caregiver (e.g., existence of a secondary caregiver, social support,
economic status). They asked the caregiver whether he or she is happy in providing care
for the elderly person. Their question is related to the concept of rewards of caregiving.
However, it is an open-ended question and the findings from this question were not
reported.

Caregiver Role Strain

Many researchers have studied the negative effects of caregiving on caregivers;
however, they have used different names to describe it. Many of these researchers have
used the term "burden" (Deimling & Bass, 1986; Fitting, Rabins, Lucas, & Eastham, 1986;
George & Gwyther, 1986; Kosberg, Cairl, & Keller, 1990; Miller, McFall, &
Montgomery, 1991; Montgomery, Gonyea, et al., 1985; Montgomery, Stull, & Borgatta,
1985; Morycz, Malloy, Bozich, & Martz, 1987; Pearson, Verma, & Nellett, 1988;

Poulshock & Deimling, 1984; Pratt, Schmall, Wright, & Cleland, 1985; Vitaliano,



19

Maiuro, Ochs, & Russo, 1989; Vitaliano, Russo, Young, Becker, & Maiuro, 1991; Zarit,
Reever, & Bach-Peterson, 1980; Zarit, Todd, & Zarit, 1986; Zarit, Antony, & Boutselis,
1987), while others have used the term "strain" (Archbold, Stewart, Harvath, et al., 1986;
Cantor, 1983; Mui, 1992; Robinson, 1983; Scharlach, 1987; Scharlach & Boyd, 1989),
and "stress" (Deimling, Bass, Townsend, & Noelker, 1989; Green, Smith, Gardiner, &
Timbury, 1982; Lieberman & Kramer, 1991; Stephens, Kinney, & Ogrrocki, 1991).
Whatever these negative effects are called, they are often overlapping and usually include
several factors such as physical and emotional responses, effects on family life, and
difficulties in performing caregiving tasks. Clear definitions of each concept are needed
because the similarity of meanings and difference of names can be confusing.

The concept of burden has been widely used in caregiving research especially after
Zarit and his colleagues published their early work (1980). Zarit’s framework is based on
the stress and coping model of Lazarus and Folkman (1984). He developed the 29-item
Burden Interview which measures discomfort caused by problematic caregiving situations
(Zarit et al., 1980). He assumed that this discomfort placed burden upon the caregiver.
Some researchers (Montgomery, Gonyea, et al., 1985, Poulshock & Deimling, 1984)
criticize Zarit's measure because it did not distinguish between subjective and objective
burden. They conceptually and instrumentally adapted parts of Zarit's work and studied
both subjective and objective burden. George and Gwyther (1986) defined burden as the
physical, psychological or emotional, social, and financial problems that can be
experienced by caregivers. They conceptualized burden and well-being as two sides of the

same coin and developed an instrument to measure well-being in order to
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examine caregiving burden. Even though Zarit (1990) acknowledges that researchers
have operationalized burden differently, he stated that its common use is "the sense that
care demands had overwhelmed the person's emotional, physical and financial resources
for providing assistance" (p. 13).

Both stress and strain are sometimes used interchangeably or unclearly with burden
(Vitaliano et al., 1989; Vitaliano, Young, & Russo, 1991), and stress and strain are also
sometimes used interchangeably (Abel, 1990). Stress tends to be used more as a general
term to describe the negative effect of caregiving. Using the stress process as a
conceptualization, Zarit (1990) differentiated dimensions that various researchers had
measured and assigned their measures to the categories of stressors, appraisal, coping, and
outcome. His categorization has clarified the measurement of concepts of stress.

Sometimes strain is used as a general term in the same way as stress; sometimes it
is used in a more specific way. It is important to clarify which way the concept of strain is
being used based on its definition and underpinning theory. For example, Selye (1976)
used "stressor” to refer to the cause of being worn out and "stress" to the effect of being
worn out. Then he stated that "stressor" and "stress" in biology and medicine respectively
correspond to "stress" and "strain" in physics. Knapp (1988) suggested that researchers
use Selye's definition of stress and eliminate the use of strain in research on biological and
psychological stress so that confusion would not occur.

In contrast to Selye's perspective, the concept of strain, as derived from role theory
(i.e., role strain), is defined more specifically. The concept of role strain was developed

and defined by Goode (1960) as the felt difficulty in fulfilling role obligations.
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Burr and colleagues (1979) explained Goode's definition of role strain as "the stress
generated within a person when he/she either cannot comply or has difficulty complying
with the expectations of the caregiving role or his/her set of roles" (p. 57). They
conceptualized role strain as a specific stress.

Archbold and Stewart conceptualized caregiver role strain based on Goode's work
(Archbold, et al., 1986). They defined role strain as the caregiver's felt difficulty in
performing the caregiver role (Archbold et al., 1990). They developed nine measures of
Caregiver Role Strain and adapted two measures, Increased Tension and Feelings of Being
Manipulated, from Montgomery and Borgatta's measures (Archbold, et al., 1986, 1990).
Their measures are 1) Strain from Direct Care, 2) Strain from Managed Care, 3) Strain
from Lack of Resources, 4) Strain from Worry, 5) Strain from Role Conflict, 6) Strain
from Economic Burden, 7) Strain from Mismatched Expectation, 8) Strain from Increased
Tension, 9) Strain from Feelings of Being Manipulated, 10) Strain from Communication
Problems, and 11) Global Strain. Two measures, Strain from Direct Care and Strain from
Managed Care, are associated with specific caregiving tasks and the others measure strain
relate to the overall caregiving situation.

Several studies have been conducted to examine negative consequences of
caregiving in Japan. However, their conceptual bases were not well described. Nakajima
and colleagues (Nakajima et al., 1982) studied members of a Japanese support group for
caregivers of demented older persons. They reported that the two most difficult problems

for caregivers were 1) absence of a person who could help to provide
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care and 2) lack of sleep. Archbold and Stewart included these two problems in their
measure of the caregiver role strain from lack of resources.

A series of survey studies with impaired elderly persons and their family caregivers
have been conducted by sociologists, psychologists, and psychiatrists (Maeda & Shimizu,
1984; Shimizu, 1981; Shimizu & Honma, 1978; Shimizu et al., 1989) in a metropolitan
area of Tokyo. The first study focused on objective difficulties of caregiving and the
second one focused on subjective difficulties of caregiving. In the third, researchers
developed a 10-item scale to measure subjective difficulties of caregiving and ran factor
analysis. They found two factors -- a caregiver related factor (i.e., lack of manpower,
conflict with a job, and economic burden) and a care receiver related factor (i.e., behavior
problems and physical functional problems). Shimizu (1991) studied the concept of
burnout among the Japanese family caregivers of older persons with dementia based on
the stress-coping theory. He used the Maslach Burnout Inventory; however, further
examination is needed before applying this measure with the concept to Japanese family
caregivers because the investigators did not find evidence to support the reliability and
validity of the instrument.

Nakatani and Tojo (1989) developed the Subjective Burden scale (SBS) which is a
12-item measure that examines subjective burden of caregiving for demented older
persons. The SBS includes six dimensions: 1) anxiety, 2) fatigue, 3) relationships with
other persons, 4) restrictions of social activities, 5) demand for freedom from caregiving,

and 6) lack of caregiving will. Based on their study, the sixth dimension, lack of
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caregiving will, was separated from the SBS and became a 2-item scale of willingness to
continue caregiving (Sakata, 1989).

Another study (Niina, et al., 1989) was conducted to explore factors which
influenced subjective burden in caregivers of demented older persons and to examine the
relationship between subjective burden in caregiving and the stress response. Based on
the Burden Interview (Zarit, Orr, & Zarit, 1985) and the Caregiver Strain Index
(Robinson, 1983), the researchers developed the Caregiving Burden Scale (CBS) to
examine subjective burden in caregivers for demented older persons. The CBS includes
nine dimensions: 1) burden from helping with activities of daily living (ADL), 2) managing
dementia symptoms, 3) concern about the future, 4) caregiving related trouble with family
and/or relatives, 5) restrictions in daily and/or social life, 6) physical health problems, 7)
mental health problems, 8) financial burden, and 9) lack of social services. Later, they
studied relationships between these dimension and social support, and suggested that
emotional support could be a predictor of lower caregiving burden (Niina, Yatomi, &
Honma, 1991). Niina and colleagues (Niina, Sakata, Yatomi, & Honma, 1990) developed
a scale to examine psychological stress responses. However, applicability of the scale to
older population is questionable because all participants in their study were college
students and adults in middle age.

All of the dimensions identified by Japanese researchers are included in the
concepts of caregiver role strain used by Archbold and Stewart, except burden from
“relationships with other persons” and “caregiving related trouble with family and/or

relatives.” The investigator identified a similar concept, caregiver role strain from
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relationships with other family members through content analysis of books by Japanese
caregivers that will be discussed later. This concept may be related to the Japanese
culture.

Amount of Negative Life Style Change

Archbold and colleagues (Archbold, et al., 1986) defined amount of negative life
style change as the amount of change in the caregiver's daily activities required by the
caregiving role. They used a measure developed by Montgomery and Borgatta (undated)
to measure objective burden.

In Japan, results of several studies (Nakajima et al., 1982; Niina et al., 1989;
Noguchi, 1988; Takasaki et al., 1987) indicated that negative life style change is one of the
important concepts related to family caregiving, and examined this concept as a part of
difficulties in caregiving and/or caregiver burden. A limitation of these studies is that the
definitions of the concepts are not clearly stated. Even though different researchers
categorized their items under one concept, they used different terms to refer to the
concept (e.g., difficulties of caregiving, subjective burden, caregiving influences on life).
Further, a wide range of items (e.g., role conflict, economic burden, relationship
difficulties, the negative life style change) were included under this one concept.

Archbold and Stewart conceptualized the concept of amount of negative life style
change as one characteristic that accompanies assumption of the caregiving role. In
contrast, Japanese researchers have conceptualized their concept as responses to
caregiving. It can be argued either way -- the change occurs because of caregiving or the

change occurs along with caregiving.
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In summary, studies of caregiving reported in the United States and Japanese
literature were reviewed. The review suggested that the caregiving concepts identified by
Archbold and Stewart are important to study in both countries to expand understandings
of family caregiving. However, using a concept cross-culturally requires concept
verification in the target culture.

Concept Verification and Identification in Japanese Family Caregiving Situations

Using measures in cross-cultural research requires consideration of several issues.
The first issue is whether the concepts of interest exist in the target culture. In order to
proceed with the study, the concepts must be shared by the two cultures. Further, "when
measuring a concept or construct across cultures, both cultural groups should agree on the
properties and characteristics that encompass the concept. In addition, culture-specific
differences need to be identified" (Munet-Vilaro, 1988, p. 113). Munet-Vilaro suggested
"the use of an emic/etic approach” (p. 113) to obtain data from inside the culture (e,
emic approach) as well as from outside the cultural system (i.e., etic approach). Thus,
collaborative work by researchers from both cultures is essential.

A second issue pertains to the type of equivalency of measures that one desires as
a result of translation of measures. Jones (1987) suggested that different translation
procedures should be chosen based on the goal of the study. Ifthe goal of a study is to
demonstrate cultural differences or acculturation, "the translation from the original
language into the second language should remain loyal to the source language" (p. 324),
even though the target language version seems unnatural in its translation. On the other

hand, "if the goal of a study is to reference a construct across cultures, that goal is
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comparative" (p. 324) and the translation should aim for equal familiarity in both
languages and include items common to both cultures. An evaluation needs to be made
about whether the measures can be translated adequately and whether the original and
translated measures can provide comparable data. The most common and highly
recommended strategy to verify the translation of a measure is back-translation (Brislin,
1970; Chapman & Carter, 1979).

The third issue is related to interpretation of study results. The results from the
target culture must be interpreted based on that culture. Careful reviews by experts in the
field and by the target population are required. To compare the results from Japanese
samples to the results from U. S. samples requires that cultural differences should be
carefully considered when interpreting the results.

In the study, an important question was whether the concepts that were identified
in the United States also exist in Japan. In addition to the analysis of the research
literature presented earlier, the investigator used Japanese books written by caregivers
(Ikebe, 1992; Kuroda, 1987, Suzuki & Group WIFE, 1989; Takamizawa, 1988) or
containing the caregivers' real voice (Okuni & Kawamura, 1982; Takasaki & Nogawa,
1988) as data, drawing out actual words of caregivers that explained their caregiving
situations. These books represent the experiences of 44 family caregivers of impaired
elderly persons. First, the data were analyzed using content analysis (Weber, 1985).
Based on the definition of each concept from the FCI, corresponding data bits were

classified to confirm which concepts identified in the United States also existed in
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Japanese caregiving situations. Then, the data were carefully examined again to identify
new concepts related to Japanese family caregiving.

The seven main concepts in the FCI -- amount of care, mutuality, preparedness for
caregiving, predictability of the caregiving situation, rewards of caregiving, caregiver role
strain, and amount of negative life style change -- were confirmed in the words of
Japanese caregivers. In addition, two new concepts -- caregiver role strain from
relationships with other family members and rewards from other people -- were identified
(see Appendix A).

Measures based on these two new concepts were developed. Item wording for
these new measures was generated from the words used by Japanese caregivers in the
books reviewed because the words were in the language of the caregivers. The measure
of Caregiver Role Strain from Relationships with Other Family Members has seven items
and the measure of Rewards from Other People has four items (see Table 1).

Constructing the Japanese Family Caregiving Inventory

The back-translation technique is the most common and highly recommended
strategy for translating measures from one languag¢ into another language (Chapman &
Carter, 1979; Jones. 1987, Jones & Kay, 1992). Brislin, Lonner, and Thorndike (cited in
Chapman & Carter, 1979) recommended that an instrument should be back translated at
least three times and each time by a different translator. Brislin (1970) also suggested
using one or more techniques of translation to minimize translation problems, and

recommended the committee approach as an effective alternative method.
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A combination of the back-translation technique and the committee approach was
used for the study instead of back-translating three times because the repeated back-
translation takes a longer time than using the committee approach. The committee
approach requires a group of bilingual people to translate from the source language,
English, to the target language, Japanese. Using this approach, the investigator expected
that the mistakes of one translator would be caught by one of the other translators.

The Japanese Family Caregiving Inventory: Draft 1

First, the Family Caregiving Inventory (FCI) was translated into Japanese by five
bilingual persons. One was a doctoral student in Psychology who was born in Japan and
has lived in the United States for 17 years. The other four were nurses from Japan who
had lived temporarily in the United States for at least 2 and up to 25 years, one has a
doctoral degree and three have master’s degrees in nursing. All five translators received
their graduate degrees from universities in the United States.

One person translated the entire FCI, two persons independently translated two-
thirds of the FCI, and two persons independently translated the remaining one-third. Thus
each page of the FCI was translated into Japanese by three independent translators. Draft
1 of the Japanese Family Caregiving Inventory (JFCI) was formed by combining the three
translations of the FCI and items that were generated for the new concepts (see Figure 2).
Combining the three translations of the FCI required that the investigator make decisions
when there were variations in how items were translated. The investigator discussed these
situations with the dissertation committee, who developed the FCL in order to clarify

definitions of the concepts and to generate possible wording
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for items. The data from Japanese caregivers’ books were also used by the investigator to
obtain ideas for item wording for measures in Draft 1 of the JFCL

The Japanese Family Caregiving Inventory: Draft 2

Draft 1 of the JFCI was back translated into English by a bilingual couple who
were not members of the first group of translators. The husband is a Japanese native
speaker and the wife is an English native speaker. They operate a translation business
focused on translation of official papers, contracts, and letters between Japanese and
English. They conducted the translation together and obtained one back-translated FCI.

Apparent discrepancies between the FCI and the back-translated FCI were
examined by the investigator. Then, Draft 1 of the JFCI was revised based on this
examination to obtain Draft 2. The process of this revision and modification of items also
involved discussions with the dissertation committee (see Figure 2).

Finally, the two new measures -- Caregiver Role Strain from Relationships with
Other Family Members (7 items) and Rewards from Other People (4 items) -- were added
to Draft 2 of the JFCI. The 32-page Japanese questionnaire was formatted using Aldus
PageMaker, a desktop publishing software, and TwinBridge Japanese System, an
advanced multilingual interface software for Microsoft Windows. This questionnaire
(Draft 2 of the JFCI) was used for content validity evaluation.

Evaluation of Content Validity

Content validity of Draft 2 of the JFCI was examined by Japanese experts. This

section describes the expert panel, the evaluation procedure, and provides an overview of

the results followed by details of the results for each caregiving concept.
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Expert Panel

Content validity was checked by 10 Japanese nurses who are familiar with
instrument development, gerontological nursing, and/or family nursing. These reviewers
were identified through the investigator's personal network. The criteria for choosing the
reviewers were that they had: 1) extensive experience in caring for elderly persons and
working with family members of the elderly persons and/or 2) a strong background in
family caregiving research and/or measurement. Of the 10 reviewers, 4 had a doctoral
degree, 1 was a doctoral student, and 5 had a master’s degree in nursing or health science.

Evaluation Procedure

The reviewers were asked to complete a content validity questionnaire that
contained three to five questions about each caregiving or health concept to be measured
(see Appendix B). The content validity questionnaire was developed drawing upon
recommendations by Imle and Atwood (1988). The questionnaire was divided into three
parts, Part A and Part B contained caregiving concepts and Part C contained demographic
information.

Measures of all caregiving concepts (Part A and Part B) were reviewed both at the
overall conceptual level and at the item level. However, the nine measures in Part A were
reviewed more extensively at the item level than Part B which contained 10 measures
because these nine measures either were newly developed for the JFCI (Rewards from
Other People and Caregiver Role Strain from Relationships with Other Family Members),

included new items (Role Strain from Lack of Resources), or
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measured concepts that had not been measured in Japanese samples (Mutuality,
Preparedness, Predictability, Rewards of Meaning, Rewards of Learning, and Financial
Rewards). The reviewers were asked the following questions for Part A: 1) how well
does the label and definition of the concept fit the whole set of items, 2) whether each item
belonged to the concept label and definition, 3) whether any item did not fit Japanese
caregivers of elderly persons, 4) whether any item was unclear, and 5) whether anything
was left off the list of items.

Part B included 10 additional caregiving concepts: 1) caregiver role strain from
direct care, 2) caregiver role strain from economic burden, 3) caregiver role strain from
worry, 4) caregiver role strain from communication problems, 5) caregiver role strain from
role conflict, 6) caregiver role strain from mismatched expectations, 7) caregiver role
strain from increased tension, 8) caregiver role strain from feelings of being manipulated,
9) global strain, and 10) negative life style change. The questions the reviewers answered
for Part B were almost the same as for Part A except that question 2, whether any item
did not fit the concept label and definition, were not answered separately for each item.

Part C included demographic information about the caregiver and care receiver:
their age, gender, and relationship; amount of help the care receiver required; medical
diagnoses the care receiver has; mental and behavioral conditions of the care receiver; help
from other people; caregiver’s health conditions; and caregiver-care receiver relationship
before the care receiver required care. Part C also included open-ended questions about

caregiver’s additional thoughts related to their caregiving situations and
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about the JFCI itself, with directions on how to complete the JFCI. The questions the
reviewers answered for Part C were: 1) whether any item did not fit Japanese caregivers
of elderly persons, 2) whether any item was unclear, and 3) whether anything was left off
the list of items. Lastly, the reviewers were also invited to give their comments and
suggestions about concept labels, definitions, and items as well as their overall reactions to
the JFCL

Overview of Content Validity Results

Following is an overview of content validity results for the four main questions the
reviewers answered. In order for a scale or item to be considered as meeting content
validity criteria, eight or more of the 10 reviewers were required to give a favorable
evaluation (Lynn, 1986). Of the 19 scales measuring the main caregiving concepts, no
major changes were made based on the findings. The summary of the results is presented
in Table 2, Table 3, and Table 4.

Do the label and definition of the concept fit the items as a whole? On 14 of the

19 scales, all reviewers agreed that the label and definition of each concept fit the items as
a whole. On five remaining scales -- role strain from lack of resources, role strain from
relationships with other family members, role strain from role conflict, role strain from
mismatched expectations, and role strain from increased tension -- only one or two of the
10 reviewers answered that the concept label and definition did not fit the whole set of
items very well.

Does each item belong to the label and the definition of the concept? All of the

reviewers agreed that each item belonged to the concept label and definition for more
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than 80% of the items (172 of 212) on the 19 scales. For 37 (17%) of the items, only one
or two reviewers indicated that some items did not belong to the concept label and
definition. The greatest disagreement occurred for three items, Item 6 of the Mutuality
scale (“How much does he or she help you?”), Item 9 of the Rewards of Learning scale
(“To what extent does caring for him or her help you show others the importance of
caregiving?”), and Item 13 of the Caregiver Role Strain from Increased Tension scale
(“Has assisting your family member increased your anxiety about things?”). Three
reviewers answered that Item 6 on the Mutuality scale, and Item 13 on the Caregiver Role
Strain from Increased Tension scale, did not belong with the concept label and definition
and six reviewers answered that Item 9, Rewards of Learning scale, did not belong to the
concept label and definition.

Does any item not fit Japanese caregiving? All reviewers agreed that 198 (93%) of

the 212 items fit Japanese caregiving. Of the 19 scales measuring caregiving concepts, all
of the reviewers evaluated all items of the 11 scales fitting Japanese caregiving. Only one
or two reviewers indicated that 14 of the items from the remaining eight scales did not fit
Japanese caregiving.

Is the wording of any item or direction unclear? All reviewers agreed that all
directions and the wording of 162 (76%) of 212 items were clear. For 48 (23%) of the
items, only one or two reviewers indicated that the wording was not clear. However,
three reviewers rated two items -- Item 9 of the Rewards of Learning scale (“To what
extent does caring for him or her help you show others the importance of caregiving?”)

and Item 4 of the Caregiver Role Strain from Feelings of Being Manipulated scale (“Has
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assisting your family member increased attempts by him/her to manipulate you?”) -- as not
being clear.

Results for each content validity question were discussed with several of the
reviewers and the dissertation committee. Based on these discussions, modifications were
made to Draft 2 of the JFCI and Draft 3 of the JFCI was created for the pretesting with
Japanese caregivers. Details of the results for, and the decisions related to, each concept
are described below.

Mutuality

In general, all of the reviewers agreed that the concept label and definition of
mutuality fit well with the whole set of 15 items on the Mutuality scale. Some of the
reviewers answered that two items (Items 6 and 15) did not belong to fhe label and
definition. Three reviewers mentioned that Item 6 did not fit well with the definition and
other items because the word “help” was too practical. One reviewer mentioned that the
definition of Item 15 (“How often does he or she express feelings of warmth toward
you?”) was not clear because the phrase “feelings of warmth” was unclear. Two
reviewers mentioned that the word “attachment” was not commonly used in Japan. Three
reviewers also mentioned that distinctions among the words “attachment,” “love,” and
“closeness” in Japanese were not clear. Another reviewer suggested taking out the words
“to what extent,” “how much,” and “how often” to make the sentences clear.

These points had been previously discussed with the dissertation committee when
the FCI, the first draft of the JFCI, and the back-translated FCI were compared. Even

though the word “attachment” in Japanese is not as commonly used as other J apanese



35

words such as “love” and “closeness,” the word “attachment” was retained because there
was no other Japanese word that was equivalent. Even though the meanings of the words
“attachment,” “love,” and “closeness” overlapped somewhat, these words continued to be
used because each word has a different flavor. Because only one reviewer said the phrase
“feelings of warmth” was unclear, these words were retained. The words “to what
extent,” “how much,” and “how often” were taken out of each item. The sentence
structure of Item 6 was also changed from active to passive to soften the sound.

Preparedness for Caregiving

All of the reviewers agreed that the concept label and definition of preparedness
for caregiving fit well with the whole set of eight items on the Preparedness for Caregiving
scale. One reviewer answered that Item 5 (“How well prepared do you think you are to
make caregiving activities pleasant for both you and him or her?”) did not fit the label and
definition because Japanese caregivers may not naturally view caregiving as including
“making caregiving activities pleasant.” Four reviewers pointed out the lack of distinction
between Item 3 (“How well prepared do you think you are to find out about and set up
services for your family member?”) and Item 7 (“How well prepared do you think you are
to get the help and information you need from the health care system?”) and the potential
difficulty of differentiating these two items in Japan. Three reviewers also mentioned that
the Japanese word “junbi” for preparedness, which often refers to being physically ready,
may not fit caregiving. They thought some caregivers might have difficulty understanding

the meaning of “junbi” in relation to caregiving.
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Because only one reviewer said that Japanese caregivers may not think of “making
caregiving activities pleasant” as part of caregiving, Item 5 was retained. The wording of
Item 3 and Item 7 was modified. Ttem 3 became a question about setting up help and Item
7 became a question about finding out information about services. The Japanese word
“kokoro-gamae,” which means a person’s mental attitude was added to the Japanese label
along with the definition of the concept. This Japanese word is commonly used in Japan
to refer to being “ready to take on a new situation or information”.

One reviewer suggested adding items about preparedness for setting up and
modifying the physical environment (e.g., remodeling the house) and the interpersonal
environment (e.g., sharing and restructuring roles in the family). The decision about
adding these new items was postponed because the relevance of these items to J apanese

culture needed to be examined more carefully.

Predictability of the Caregiving Situation

All of the reviewers agreed that the concept label and definition of predictability of
the caregiving situation fit well with the whole set of six items on the Predictability of the
Caregiving Situation scale. Only one reviewer answered that two items (Item 1 and Item
5) did not belong to the label and definition. She noted that Item 1 (“How predictable are
your family member’s needs?”) asked about a care receiver’s needs, but the other items
asked about caregiving situations. In relation to Item 5 (“How much do you currently feel
in control of your life?”), she thought that “feel in control” was different from

“predictability.” The decision about changes in these items was postponed
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because of the need for a more systematic analysis of the definition of Predictability in the
Japanese culture. One reviewer pointed out that the time frame of predictability needed to

be clarified. This point was also left for later consideration.

Rewards of Meaning

All of the reviewers agreed that the concept label and definition of rewards of
meaning fit well with the whole set of 19 items on the Rewards of Meaning scale. Some
reviewers indicated that five items (Item 6, 12, 13, 15, and 27) did not belong to the label
and definition. Item 6 (“To what extent does caring for him or her help you feel good
about yourself?”’) was thought to relate indirectly rather than directly to rewards of
meaning. One reviewer also mentioned that the expression “feel good about yourself”
may not be familiar for Japanese respondents. Item 12 (“To what extent does caring for
him or her help your whole family feel closer to one another?”) was thought to relate to
interpersonal relationships rather than rewards of meaning. The word “accomplishment”
in Ttem 13 (“To what extent does caring for him or her give you a sense of
accomplishment?”) was identified as not being commonly used in Japan and therefore not
easy to understand. Item 15 (“To what extent does caring for your family member help
you feel that you are giving back for all he or she has done for you?”) and Item 27 (“To
what extent has helping him or her brought the two of you closer together?”) were viewed
as belonging to the concept of mutuality rather than rewards. Four reviewers said that the
words “rewarding” (Item 1, 16, 18, 24, 25, 26), “accomplishment” (Item 13), and

“satisfying” (Item 21) were difficult to clearly differentiate in Japanese. Some
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suggestions were made regarding Japanese wordings. One reviewer suggested omitting

some of these items.

Based on discussion with some of these reviewers and the dissertation adviser,
Items 18, 21, 25, and 26 were omitted. The word “for myself” was added to the definition
to make it clearer. Minor changes in the Japanese wording were also made to some items
to make the items read more smoothly.

Rewards of Learning

All of the reviewers agreed that the concept label and definition of rewards of
learning fit well with the whole set of five items on the Rewards of Learning scale. Six
reviewers indicated that the Item 9 (“To what extent does caring for him or her help you
show others the importance of caregiving?”), was different from the other four items.
Some thought it belonged to Rewards of Meaning and others thought it belonged to
Rewards from Others. One thought that this item was not meaningful for caregivers
themselves but for other people. Some reviewers also said that the word “others” in the
Item 9 was unclear.

A decision about the inclusion and final wording of Item 9 will be made after the
psychometric analysis of the data from Japanese caregivers is completed. Based on
discussion with some of these reviewers, minor modification of the J apanese wording in
some items was made.

Financial Rewards

All of the reviewers agreed that the concept label and definition of financial

rewards fit well with the whole set of three items on the Financial Rewards scale. Two
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reviewers strongly recommended omitting Item 4 (“To what extent does caring for him or
her help you financially?”) and Item 8 (“To what extent will caring for him or her help
you financially in the future?”) because of their feelings of resistance toward financial
rewards. In addition, they pointed out that these items do not fit the Japanese culture.
For example, it is very difficult to imagine future financial rewards because making out a
will is not the custom for most Japanese persons. In addition, the division of inheritance is
based on the percentage that is prescribed in the current law, not based on what the
person’s role was.

Based on discussion with some of these reviewers and the dissertation committee,
Items 4 and 8 were omitted. The word “elderly hospital” -- a very popular place for older
persons to move into when they have some health problems -- was added to Item 11 (“To
what extent does caring for him or her help you to be more comfortable financially than if
you put him or her in a nursing home?”). An open-ended question (“Do you think caring
for your family member gives you any financial advantage or disadvantage? Would you
describe your thoughts?) was added.

Rewards from Other People

All of the reviewers agreed that the concept label and definition of rewards from
other people fit well with the whole set of four items on the Rewards from Other People
scale. One reviewer mentioned that many Japanese may view a positive comment or
approval from other people as just flattery or being polite. These comments are often
used as strategies for being sociable or facilitating a smooth relationship in Japan. One

reviewer suggested that Item 12 might belong to this concept rather than to rewards of
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meaning, and recommended adding an item to ask whether relationships among immediate
family members improved. Decisions about these issues were postponed until the
psychometric analysis of the data from Japanese caregivers was completed.

Caregiver Role Strain from Lack of Resources

All but one reviewer agreed that the concept label and definition of caregiver role
strain from lack of resources fit well with the whole set of four items on the Caregiver
Role Strain from Lack of Resources scale. One reviewer thought that the Japanese word
“resources” seemed more like social resources than personal resources. She also identified
Item 2 (“Your being too tired emotionally”), Item 3 (“Your being too tired physically”),
Item 4 (“Not having enough time”), and Item 8 (“Decreased time you have for sleep”) as
not fitting the label and definition. Some reviewers indicated that the wording of Items 2,
3, 4, 5 (“Not having enough help from other people”), 6 (“Not having enough space in the
home”), and 8 were unclear. They suggested minor changes in the Japanese wording.
One of these reviewers also had a question about the word “time” in Item 4, in terms of
“time for what.”

Even though one reviewer mentioned that the Japanese word “resources seemed
to reflect social resources, the word “resources” was retained because the meaning of the
word was included in the concept’s definition. In some items, the Japanese wbrding was
modified in minor ways to make these items clearer. The issue related to clarity of the
word “time” in Item 4 was left for later consideration until the psychometric analysis of

the data from Japanese caregivers was completed.
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One reviewer suggested adding items about the caregiver’s abilities (e.g ,
caregiving skills, knowledge about caregiving), caregiving equipment, and functional
aspects of the house. The decision about adding these new items was postponed because
these items may better fit under the concept of “Preparedness” and therefore needed to be
examined carefully.

Caregiver Role Strain from Interpersonal Relationships within Miuchi

All but one reviewer agreed that the concept label and definition of caregiver role
strain from relationships with other family members fit well with the whole set of seven
items on the Caregiver Role Strain from Relationships with Other Family Members scale.
One reviewer thought that the Japanese word “family* in the concept label did not include
relatives other than immediate family, and suggested changing the label. Two reviewers
indicated that five items did not belong to the label and definition. The five items were
Item 6 on page 13 (“How much do you worry about what immediate family members
think about you and your caregiving?”), Item 6 on page 21 (“How often do you feel that
immediate family members do not understand what it is like for you to be a caregiver?),
Item 7 (“How often do you feel that other relatives do not understand what it is like for
you to be a caregiver?”), Item 16 (“How much do you worry about what your relatives
think about you and your caregiving?”), and Item 19 (“How much do you worry about
whether your caregiving situation will have a negative impact on your relationships with
other relatives?”). One reviewer thought these items did not ask about caregiver role
strain from family relationships but asked about the relationship itself. The other

reviewers thought these items asked about changes in family relationships because of
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caregiver role strain. Some other reviewers indicated that the wording of Ttem 4 (“How
much stress do you feel because immediate family members do not accept the way you are
providing care?”), Item 5 (“How much stress do you feel because other relatives do not
accept the way you are providing care?”), and Item 19 were unclear. They suggested
minor changes in the Japanese wording. One of these reviewers also questioned how
popular the word “stress” is, particularly among older people.

The concept label was changed from “family relationships™ to “interpersonal
relationships within Miuchi (relatives)” to capture all items and to fit the definition more
clearly. The issue related to question 2 (For each item, does the item belong to the label
and definition?) was left for later psychometric analysis of the data from Japanese
caregivers. In some items, the Japanese wording was modified in minor ways to make
these items clear. The word “stress” was retained because it is commonly and widely used
in everyday life and the mass media such as newspapers and TV.

Amount of and Caregiver Role Strain from Caregiving Tasks

There were two sets of caregiving activities, direct care (80 items) and managed
care (6 items). Each set was used to measure two concepts -- amount of direct care and
caregiver role strain from direct care and amount of managed care and caregiver role
strain from managed care. All of the reviewers agreed that the concept labels and
definitions of amount of direct care and managed care and caregiver role strain from direct
care and managed care fit well with the whole set of 80 items on the Direct Care scale and
6 items on the Managed Care scale. One reviewer indicated that Item 24 (“Do you have

discussions with him or her about the future, the meaning and purpose of life,
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or how he or she has lived his or her 1ife?”) on the Direct Care scale did not belong to the
label and definition because it was not usually viewed as a caregiving activity. One
reviewer indicated that Item 16 (“Do you do any of the driving for your family member?”)
and Item 40 (“Do you have to deal with his or her unsafe driving?”) on the Direct Care
scale did not fit Japanese culture because driving a car is not popular, particularly among
older people in Japan. Two reviewers mentioned that Item 9 (“Do you try to keep him or
her active and involved in activities that he or she enjoys?”), Item 17 (“Do you have to
handle his or her paranoia or suspiciousness?”), and Item 40 (“Do you have to deal with
his or her unsafe driving?”) on the Direct Care scale were unclear because of the phrase
“try to keep” and the word “handle”. Another reviewer mentioned that the words “deal,”
“handle,” “have to,” “assist,” and “help” were not clearly distinguished.

One reviewer indicated that Item 4 (“Have you had to make sure that people from
these agencies continued to provide the needed service?”) and Item 5 (“Have you had to
check and make sure that they gave hélp in a skillful way?”) on the Managed Care scale
may not fit the Japanese caregiving situations because in the Japanese health care delivery
system, services are often initiated and continued by health care professionals, not by
families.

The issues related to driving a car were considered but these items were retained
because driving has increased in Japan and only one reviewer questioned this point. The
issue related to unclear phrases was left for later consideration and these items were

retained as written because only two reviewers questioned the phrases and there was not
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enough evidence to make a decision at this point. Based on a suggestion from one
reviewer, Items 4 and 5 on the Managed Care scale were omitted after discussion with the
dissertation committee.

Caregiver Role Strain from Economic Burden

All of the reviewers agreed that the concept label and definition of caregiver role
strain from economic burden fit well with the whole set of four items on the Caregiver
Role Strain from Economic Burden scale. Furthermore, all agreed that all items fit
Japanese caregivers. One reviewer indicated that Item 9 (“Do you pay other people out of
your own pocket to take care of your family member?”) was not clear and suggested a
minor change in its wording. The Japanese wording of Item 9 was adjusted to make it
clear.

Caregiver Role Strain from Worry

All of the reviewers agreed that the concept label and definition of caregiver role
strain from worry fit well with the whole set of 16 items on the Caregiver Role Strain from
Worry scale. One reviewer indicated that some items related to worry about a care
receiver’s condition (e.g., Item 1 “How much do you worry about your family member’s
health condition?”) and others related to caregiving (e.g., Item 8 “How much do you
worry about how you can go on if he or she gets worse?”). She suggested separating
these items into two groups. This issue was left for later consideration and these items
were retained because only one reviewer questioned this point.

Several reviewers suggested changes in item wording. Minor changes in the

Japanese wording were made in some items to make the items read more smoothly.
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Amount of Communication Problems and Caregiver Role Strain from These Problems

All of the reviewers agreed that the concept labels and definitions of two concepts,
amount of communication problems and caregiver role strain from communication
problems fit well with the whole set of four items on each of the two Communication
Problems related scales. Further, all agreed that all items fit Japanese caregivers. One
reviewer suggested dividing Item 3 (“To what extent does he or she have difficulty with
remembering or understanding what is said?”) into two items because “remembering” and
“understanding” are two different things. Another reviewer suggested adding new items
about eyesight and caregiver’s ability to remember. These points were left for later

consideration.

Caregiver Role Strain from Role Conflict

All but two reviewers agreed that the concept label and definition of caregiver role
strain from role conflict fit well with the whole set of 14 items on the Caregiver Role
Strain from Role Conflict scale. Two reviewers suggested changing the phrase “role
expectations” in the definition to “roles a caregiver wants to achieve” to fit all items. Two
other reviewers indicated that Item 11 (“To what extent does caring for your family
member interfere with your ability to be active in your temple, church, or religious circle in
the way you think you should be?”) may not fit many Japanese people. They also
indicated that Item 13 (“To what extent does caring for your family member interfere with
your ability to be good to yourself?”) was not clear. Another reviewer suggested adding

the phrase “hobby groups” to Item 12 (“To what extent does caring for your
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family member interfere with your ability to be active in the community in the way you
think you should be?”).

The definition was changed to “conflict between the caregiver role and other roles
the caregiver wants to achieve” based on discussion with the dissertation committee. The
other points had been previously discussed with the dissertation committee when the FCI,
Draft 1 of the JFCI, and the back-translated FCI were compared. The issues about Items
11 and 13 were left for later consideration and these items were retained as written since
only two reviewers questioned these items and there was not enough evidence to make a
decision at this point. “Hobby group” was added to Item 12.

Caregiver Role Strain from Mismatched Expectations

All but one of the reviewers agreed that the concept label and definition of
caregiver role strain from mismatched expectations fit well with the whole set of five items
on the Caregiver Role Strain from Mismatched Expectations scale. One reviewer
suggested changing the phrase “expectations from a care receiver” in the definition to
“expectations from a care receiver and caregiver’s own expectation” in order to cover all
items. The definition was changed to “expectations from care receiver, caregiver, or other
people” based on discussion with the dissertation committee.

Caregiver Role Strain from Increased Tension

All but one of the reviewers agreed that the concept label and definition of
caregiver role strain from increased tension fit well with the whole set of four items on the

Caregiver Role Strain from Increased Tension scale. One reviewer stated that the
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label and the definition did not fit Item 7 (“Has assisting your family member added
tension to your life?”) and Item 13 (“Has assisting your family member increased your
anxiety about things?”) because these items asked about stress and anxiety in a caregiver’s
life but did not specify the caregiver and care receiver relationship. Four other reviewers

b N1

indicated that “tension,” “anxiety,” “nervousness,” or “depression” in Item 7, Item 9 (“Has
assisting your family member increased the nervousness and depression you have
concerning your relationship with him/her?”), and Item 13 did not necessarily occur in the
relationship between the care receiver and the caregiver. They thought that these feelings
might be caused by the relationships between a caregiver and other family members or a
care receiver and other family members as well as a caregiver and a care receiver. Three
of the five reviewers also suggested that these three items might need further
consideration of wording to make them clearly fit the definition.

As a result of these findings, the definition was reexamined and found to be too
narrow for the measure because of its emphasis on tension related to the caregiver-care
receiver relationship. The definition was reworded to “the caregiver’s felt difficulty in
fulfilling the caregiver role because of tension, stress, depression, and anxiety in the
caregiving situation” from “... because of tension, stress, depression, and anxiety in the

caregiver-care receiver relationship.”

Caregiver Role Strain from Feelings of Being Manipulated

All of the reviewers agreed that the concept label and definition of caregiver role
strain from feelings of being manipulated fit well with the whole set of four items on the

Caregiver Role Strain from Feelings of Being Manipulated scale. Two reviewers
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indicated that Item 6 (“Has assisting your family member increased the number of
unreasonable requests made of you?”) and Item 12 (“Has assisting your family member
increased demands made by him/her that are over and above what he/she needs?”) differed
from “manipulation.” One reviewer suggested changing the word “manipulate” to
“making you move as he/she wants to” in Item 4 (“Has assisting your family member
increased attempts by him/her to manipulate you?”).

The issue in Items 6 and 12 was left for later consideration and these items were
retained because only two reviewers questioned them. The other point, related to the word
“manipulation,” had been previously discussed with the dissertation committee when the
FCI, Draft 1 of the JFCI, and the back-translated FCI were compared. At that time, the
investigator and the dissertation committee agreed that this word might need to be
changed and would discuss it after data related to the content validity were analyzed.
Based on further discussion with the dissertation committee, the Japanese wording in Item
4 was changed as suggested.

Global Strain

All reviewers agreed that the concept label and definition of global strain fit well
with the whole set of four items on the Global Strain scale. One reviewer indicated that
the Japanese wording in Item 1 (“How confined do you feel because of all the caregiving
things you do for your family member?”) was not clear. Because it is difficult to
translated the word “confined” into Japanese as one word, it was translated as “being

restricted and locked up.” The reviewer expressed concern about possible confusion
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between the words “restricted” and “locked up” (e.g., some caregivers may feel
“restricted” but not “locked up”).

The investigator and the dissertation committee had previously discussed the
translation of the word “confined” when the FCI, Draft 1 of the JFCI, and the back-
translated FCI were compared, and agreed fhat the word “confined” included both
feelings of “being restricted” and “being locked up.” Because only one reviewer
expressed this concern, the original Japanese wording for this item was retained and was
left for later consideration until psychometric analysis of data from Japanese caregivers
was completed.

Amount of Negative Life Style Change

All reviewers agreed that the concept label and definition of amount of negative
life style change fit well with the whole set of six items Amount of Negative Life Style
Change scale. One reviewer indicated that the Japanese wording in Item 14 (“Has
assisting your family member decreased the time you have for friends and other
relatives?”) was not clear because the word “time” was too abstract. She suggested
changing the word “time” to the phrase like “the chance to see your friend.” Another
reviewer recommended adding an item about psychological energy, such as “Has assisting
your family member decreased your psychological energy to be able to pay attention to
your own self care such as your appearance?” Another reviewer expressed her concern
that items in this concept asked about “time” to do something but did not ask about

“energy” to do something.
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The issue of “time” in Item 14 was left for later consideration because only one
reviewer questioned this point. The recommended item related to “psychological energy”
was also left for later consideration because the item suggested was included in other
items such as Item 1 (“Has assisting your family member decreased the time you have to
yourself?”) and Item 5 (“Has assisting your family member decreased the time you have to
spend in recreational activities?”). The final issue about “energy” was also left for later
consideration because careful examination is needed regarding whether or not the concept
“life style” includes “energy” and whether or not decreased “time” to do something and
“energy”’ to do something are included in the concept of role strain from lack of resources.
Based on some reviewers’ suggestions, minor changes in the Japanese wording of some
items were made to make items more clear.

Demographic Information, Open-ended Questions, and Directions to Fill in the JFCI

Some reviewers suggested changes in the Japanese wording of some directions to
fill in the JECI and some items in the sections on demographic information. Some of these
suggestions were incorporated but others were not because most of these suggestions
were made by only one reviewer. Following are some changes that were made based on
these suggestions and discussion with the dissertation committee.

1. The following sentence was added to the directions on page 1: “If you are caring for
more than one older persons, please answer about the one person whom you are caring for
more.”

2. The following response option was added to Item 8a (“How far away do you live

from your family member?”) on page 1: « minutes by bus, car, or walk.”
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3. The response option was changed in Item 18a (“What are your family member’s
diagnoses, and when did each diagnosis occur?”) on page 2 from“19 __ " to“ __ Year
_____ Month”.
4. The Japanese word was changed in the directions to fill in Amount of Direct Care
scale and Caregiver Role Strain from Direct Care scale on page 3 from “have to deal” to
“need to deal”.

5. The item “shoulder or neck” was added to questions about caregiver’s health
problems on page 25.

6.  The word “hip” was added to Item 1 (“During the past 4 weeks, have you had a
problem with your back?”) on page 25. The Japanese word “hip” means lower back and
“back™ means upper back.

7. The word “arteriosclerosis” was added to Item 23 (“Do you have circulatory
problems?”) on page 25.

8. The response option “other” was added to Item 5 (“Are you currently employed?”)
on page 29.

9. The border design of each page was changed from a set of thick and thin lines to a
set of two thin lines.
Minor changes in the Japanese wording in some items were also made to make the items
more clear and read more smoothly.

Summary
Caregiving concepts measured by existing scales in the Family Caregiving

Inventory (FCI) were verified within Japanese caregiving situations. New caregiving
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concepts important in Japan, but for which no measures currently existed were extracted
from books by Japanese caregivers. Draft 1 of the Japanese Family Caregiving Inventory
(JFCT) was constructed by translating the FCI. Then, Draft 1 of the JFCI was back
translated into English. Draft 1 was revised based on examination of apparent
discrepancies between the FCI and the back-translated FCI. Draft 2 of the JFCI was
developed to combine the revised Draft 1 of the JFCI and new measures extracted from
books by Japanese caregivers. The content validity of Draft 2 of the JFCI was reviewed
by 10 Japanese nurses who are experts in gerontological nursing, family nursing, and/or
instrument development (see Figure 2).

In their review of Draft 2 of the JFCI, all 10 reviewers agreed that the label and the
definition of the concept fit the items as a whole for about three-fourths of the concepts.
However, one reviewer indicated that the label and the definition of four concepts --
caregiver role strain from lack of resources, relationships with other family members,
mismatched expectations, and increased tension -- did not fit the items as a whole well. In
addition, two reviewers indicated that the label and the definition of one concept --
caregiver role strain from role conflict -- did not fit the items as a whole. Caregiver role
strain from relationships with other family members was a new concept and the
investigator expected changes in its label or definition. The label of this concept was
changed to “caregiver role strain from interpersonal relationships within Miuchi.”
Problems with the other four concepts related to the lack of clarity of Japanese wording in
their definitions. Based on suggestions from the reviewers, the definitions of those four

concepts were reworded after discussion with the dissertation committee,
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All 10 reviewers agreed that most of the items, 81% and 93%, met the criteria for
belonging to the label and definition of the concept and for fitting Japanese caregiving,
respectively. Eight or nine reviewers agreed that another 17% and 7% of items met these
criteria, respectively.

Of the 21'2 items, there were only four items identified as problematic by three or
more reviewers. These included Item 6 on the Mutuality scale, Item 9 on the Rewards of
Learning scale, Item 4 on the Caregiver Role Strain from Feelings of Being Manipulated
scale, and Item 13 on the Caregiver Role Strain from Increased Tension scale. The
problem with Item 13 on the Caregiver Role Strain from Increased Tension scale was
related to the definition of this concept and was resolved by rewording the definition.
Based on suggestions from the reviewers, wording of the other three items were modified
after discussion with the dissertation committee. However, the extent to which rewording
these items was successful needs to be examined following the psychometric analysis of
the data from Japanese caregivers.

Overall, Draft 2 of the JFCI met the four content validity criteria. The definition of
each caregiving concept in the JFCI was finalized (see Table 1) and Draft 3 of the JFCI
was constructed for pretesting with Japanese caregivers. The JFCI, in Japanese and
English languages, can be found as Appendix C. Then, the JFCI was finalized and applied
with Japanese caregivers. The results from the evaluation of the psychometric properties

of this final draft of the JFCI are reported in Paper 2.
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Verifying existence of concepts

Japanese research literature and

in the FCI in Japan through

books on Japanese caregiving

The FCI
(English)

Translation from
English to Japanese

Three Japanese versions
of the FCI (Japanese)

Two new measures generated
from Japanese books

(Japanese)
Combining three versions of
the FCI through discussion
with the dissertation committee
regarding disagreements in
these three versions
Back-translation from
Japanese to English
The back-translated Draft 1 of the JFCI
FCI (English) (Japanese)
Compared the FCI and the
back-translated FCI, then revised
through discussion with the dissertation
committee Draft 2 of the JFCI
(Japanese)
Content validity
examination

Draft 3 of the JFCI
(Japanese)

Figure 2. Procedure of Constructing the JFCI: Process of constricting the JFCI through

translation, back-translation, and examination of content validity.
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This is the second of two papers describing the development and evaluation of the
Japanese Family Caregiving Inventory (JFCI), a translation and modification of the Family
Caregiving Inventory (Archbold & Stewart, 1986). Paper 1 described the development of
the JFCI (Inoue, 1995). In Phase ! of the study, the key caregiving concepts in Japanese
caregiving were defined and evidence for the content validity of the scales in the JFCI was
gathered.

The purpose of Phase 2 of the study was to evaluate the psychometric properties
of the JFCI using data from 224 Japanese family caregivers. This paper summarizes the
psychometric evaluation of measures within the JECL

Measures

Most of the JFCI is a translation of the Family Caregiving Inventory (FCI),
measures developed in the United Status by Archbold and Stewart (Archbold, Stewart,
Harvath, & Lucas, 1986). The FCI was developed and tested through several studies with
different groups of caregivers in the United States (Archbold & Stewart, 1991; Archbold,
et al, 1986; Archbold, Stewart, Greenlick, & Harvath, 1990, 1992). Evidence for content
validity of measures in this instrument had been supported by ratings of experts in
gerontological nursing and methodology; research findings in the United States
consistently supported the construct validity of measures in the FCI (Archbold et al.,

1990; Stewart & Archbold, personal communication, 1993). Measures from the FCI
selected for translation were chosen because there was evidence that the concepts would

be valid in the Japanese caregiving situations (Inoue, 1995).
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The conceptual framework of family caregiving developed by Archbold and
colleagues (Archbold, 1982; Archbold, et al., 1986, Archbold & Stewart, personal
communication, 1995) was used to guide the psychometric evaluation of measures in the
JFCL The major categories of variables in the framework were Antecedents of
Caregiving, the Nature of the Caregiving Role Assumed, and Responses to Caregiving. In
Figure 1, caregiving concepts for which measures were translated are designated by an
asterisk (*) and new measures developed for the JFCI are designated by two asterisks
(**). Other variables listed in Figure 1 were used for descriptive purposes.

Details of the psychometric findings from previous studies conducted by Archbold
and colleagues (Archbold & Stewart, 1991; Archbold, et al., 1986; 1990, 1992) for each
measure in the FCI are reported below, and modification of the measure for the JF CL if
needed, is described. Summary tables of the psychometric findings from studies in the
United States can be found on Table 1. Unless indicated otherwise, scales were computed
by averaging a caregiver’s responses to all items on the measure. This approach resulted
in scores that corresponded to the metric of the response format in the original FCI.
Average scores on multi-item scales were computed if the caregiver answered 75% or
more of the items, allowing for up to 25% missing data on each scale.

Antecedents of Caregiving

Antecedents of Caregiving includes the three caregiving concepts measured by the
scales of Mutuality, Preparedness for Caregiving, and Caregiver Health Status as well as
selected demographic questions. The Mutuality and Preparedness for Caregiving scales

were developed by Archbold and Stewart (1986). Mutuality is a 15-item scale
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with a 5-point response format ranging from 0 = not at all to 4 = a great deal. This scale
is composed of four subscales --Affective Closeness, Shared Values, Shared Pleasurable
Activities, and Reciprocity. Preparedness for Caregiving is an 8-item scale with a 5-point

response format ranging from 0 = not at all prepared to 4 = very well prepared. The

potential range for the both scales was 0.00 to 4.00, with higher scores reflecting higher
mutuality and more preparedness. In a series of four studies conducted by Archbold and
Stewart since 1986 (Archbold et al., 1990, 1992; Stewart, personal communication,
1993), internal consistency reliability (Cronbach's alpha) estimates of the scale ranged
from .91 to .95 for the Mutuality scale and from .83 to .92 for the Preparedness scale. In
a study with 99 caregivers of elderly persons with Alzheimer’s Disease or other memory
problems, the test-retest reliability over a 1-month interval was .92 (n = 95) for the
Mutuality scale and .81 (n = 96) for the Preparedness scale (Stewart, et al., 1993).

Three different scales were included in the JFCI to measure Caregiver Health
Status. The 23 items related to common health problems and general health developed by
Archbold and Stewart (1986) were translated. Archbold and Stewart adapted nine of
these 23 items from the measure developed by Montgomery and Borgatta (undated), then
used a different response format. Archbold and Stewart developed two scales, the 12-
item Medical Problems scale (e.g., arthritis, cancer, diabetes) and the 11-item System
Problems scale (e.g., back, eyes, memory). The potential range for each scale was 0 to 12
for Medical Problems and 0 to 11 for System Problems, with higher scores reflecting more
health problems. In previous studies conducted by Archbold and Stewart (personal

communication, 1993), internal consistency reliability (Cronbach's alpha) estimates
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ranged from .54 to .61 for the Medical Problems scale and from .56 to .70 for the System
Problems scale.

In addition, five subscales measuring general health (5 items), physical functioning
(10 items), energy/fatigue (4 items), emotional well-being (5 items), and health change (1
item) from the RAND 36-item Health Survey (RAND, 1992) were translated. The
remaining four RAND subscales, including role functioning-physical (4 items), role
functioning-emotional (3 items), social functioning (2 items), and pain (2 items), were not
used because components of these subscales were included in other parts of the FCI. For
those components of the RAND that were used, a person’s score on each item was
recoded by values specified for the RAND, then averaged together to create each scale
score. The potential range for the five subscales was 0 to 100, with higher scores
reflecting better health. Internal consistency reliability estimates (Cronbach's alpha) of the
four multi-item subscales ranged from .78 to .93 (RAND, 1992).

The questions about demographic characteristics of the care receiver included age,
gender, and types of activities and length of time he or she had required help because of
health and/or memory problems. The questions about demographic characteristics of a
caregiver included age, gender, education level, marital status, employment status,
household income, length of time he or she had provided care for the care receiver, and

the relationship status with respect to the care receiver.
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Nature of the Caregiving Role Assumed

Nature of the Caregiving Role Assumed was measured using five scales --1)
Amount of Direct Care, 2) Amount of Managed Care, 3) Amount of Communication
Problems, 4) Predictability of the Caregiving Situation, and 5) Amount of Negative Life
Style Change. Amount of Direct Care is an 80-item scale that asks caregivers whether
they do each of the listed caregiving activities. This scale includes the eight subscales: 1)
personal care, 2) protection, 3) management of behavior problems, 4) medically-related
tasks, 5) housekeeping, 6) transportation, 7) financial, legal, and health decision making,
and 8) little extras. Amount of Managed Care is a 6-item scale that also asks caregivers
whether they do each of the listed caregiving activities; it includes a list of different types
of managed care tasks such as contacting health service agencies and getting help from
outside the family. Both scales employ response options of yes (1) or no (0); the score is
computed by summing the yes answers. Across the four studies examining psychometric
properties of measures, the Amount of Direct Care scale ranged from 38 items in the study
with 103 caregivers of post hospitalized elderly persons (the Caregiver Relief Sfudy) to its
current length of 80 items. Cronbach's alpha reliability estimates ranged from .79 to 91
(Stewart, personal communication, 1993).

Amount of Managed Care scale contained three items in the Caregiver Relief
Study and currently contains six items. Cronbach's alpha reliability estimate of the 3-item
scale was .87 (Stewart, personal communication, 1993). For the JFCI, the number of
items for Amount of Managed Care scale was reduced from six to four, based on the

content validity results. The potential range for the Amount of Direct Care scale was 0 to
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80 and for the Amount of Managed Care was 0 to 4, with higher scores indicating that
more care was provided.

Amount of Communication Problems is a 4-item scale with a 5-point response
format ranging from 0 = not at all to 4 = g great deal. The potential range for the scale
was 0.00 to 4.00 with, higher scores reflecting more communication problems. Ina
previous study, this scale contained three items and had reliability estimates (Cronbach's
alpha) of .33 (Stewart, personal communication, 1993). This scale asked about different
components of communication, such as hearing, speaking, and memory, that could occur
independently. Therefore, high internal consistency was not expected for this scale. In the
JFCI, a fourth item on hearing problems of the caregiver was used for the scale.

Predictability of the Caregiving Situation is a 6-item scale with a 5-point response

format ranging from 0 = not at all or never to 4 = very or always. The potential range for

the scale was 0.00 to 4.00, with higher scores reflecting more predictability. In previous
studies, Archbold and Stewart used a 4-point response format for this scale (Archbold &
Stewart, 1986). The scale with a 4-point response format had Cronbach's alpha reliability
estimates that ranged from .82 to .88 (Stewart, personal communication, 1993).

Amount of Negative Life Style Change is a 6-item scale with a 5-point response
format ranging from 0 = not at all to 4 = a great deal. The scale was originally developed
by Montgomery and Borgatta (undated) to measure the concept of objective burden, but
was used by Archbold and Stewart (1986) to measure the concept they refer to as

Amount of Negative Life Style Change. The potential range for the scale was 0.00 to



91

4.00, with higher scores reflecting that more negative life style changes were made as a
result of caregiving. This scale had reliability estimates (Cronbach's alpha) ranging from
-84 10 .90 in two studies of caregivers (Stewart, personal communication, 1993).

Responses to Caregiving

Responses to Caregiving were measured with 12 Caregiver Role Strain scales and
four Rewards of Caregiving scales. Among 11 Caregiver Role Strain scales translated
from the FCI, nine were developed by Archbold and Stewart (1986) (i.e., Global Strain
and Caregiver Role Strain from Direct Care, Managed Care, Lack of Resources, Worry,
Role Conflict, Economic Burden, Mismatched Expectations, and Communication
Problems) and two were developed by Montgomery and Borgatta (undated) (i.e.,
Caregiver Role Strain from Increased Tension and Caregiver Role Strain from Feelings of
Being Manipulated). One measure, Role Strain from Interpersonal Relationships within
Miuchi (relatives), was newly developed and added to the JFCI. Three Rewards of
Caregiving scales translated from the FCI were developed by Archbold and Stewart
(1986) (i.e., Rewards of Meaning, Rewards of Learning, and Financial Rewards). One
newly developed measure, Rewards from Other People, was added into the JECL

Items on the Caregiver Role Strain from Direct and Managed Care scales use a
5-point response format ranging from 1 = gasy to 5 = very hard. The potential range for
these two scales is 1.00 to 5.00, with higher scores reflecting more difficulty in providing
care. Unless indicated otherwise, other Caregiver Role Strain scales and Rewards of

Caregiving scales use a 5-point response format ranging from 0 = not at all to 4 = a great
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deal. The potential range for these scales is 0.00 to 4.00, with higher scores reflecting
more strain or more rewards.

Caregiver Role Strain from Direct Care is an 80-item scale and Caregiver Role
Strain from Managed Care is a 6-item scale. These scales ask caregivers how hard it is to
provide each of the listed caregiving activities for which they answered yes on the Amount
of Direct Care and Amount of Managed Care scales. Across the four studies examining
psychometric properties of measures, the Caregiver Role Strain from Direct Care scale
ranged from 38 items in the Caregiver Relief Study to its current length of 80. Cronbach's
alpha reliability estimates of this scale ranged from .96 to .99 (Stewart, personal
communication, 1993). The number of items on the Caregiver Role Strain from Managed
Care scale increased from the original 3-item version to the current 6-item version. The 3-
item version of this scale had reliability estimates (Cronbach's alpha) of .87 (Stewart,
personal communication, 1993). As mentioned earlier, for this study, the number of items
for Caregiver Role Strain from Managed Care scale was reduced from six in the FCI to
four in the JFCI.

Caregiver Role Strain from Lack of Resources is a 5-item scale with a 5 -point

response format ranging from 0 = not a problem to 4 = a very big problem. In four

previous studies, this scale had Cronbach's alpha reliability estimates ranging from .74 to
91 and test-retest reliability of .72 (n = 96) (Stewart, personal communication, 1993).
For this study, two new items were added (“Not having enough space’; and “Not having a
separate room for him or her”) in order to increase the scale’s content validity for

Japanese caregiving situations. Both the 5-item and 7-item scales were evaluated.
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Caregiver Role Strain from Worry is a 12-item scale. Cronbach's alpha reliability
estimates of this scale ranged from .86 to .90 (Stewart, personal communication, 1993).

Caregiver Role Strain from Role Conflict is a 14-item scale. This scale had
Cronbach's alpha reliability estimates ranging from .84 to .93 (Stewart, personal
communication, 1993).

Caregiver Role Strain from Economic Burden is a 4-item scale with a 5-point

response format ranging from 0 = not at all or not a problem to 4 = a great deal or a very

big problem. This scale had Cronbach's alpha reliability estimates ranging from .66 to .77
(Stewart, personal communication, 1993).

Caregiver Role Strain from Mismatched Expectations is a 3-item scale. Two items
have a 2-point response format, 0 = no and 1 = yes, and one item has a 5-point response

format ranging from O = never to 4 = always. This scale had Cronbach's alpha reliability

estimates ranging from .28 to .60 (Stewart, personal communication, 1993).
Caregiver Role Strain from Communication Problems is a 4-item scale. This scale
had Cronbach's alpha reliability estimate of .77 (Stewart, personal communication, 1993).
Global Strain is a 4-item scale with a 5-point response format ranging from 0 = not

at all, never, no stress, or the positive outweighs the negative a lot to 4 = extremely,

always, overwhelming, or the negative outweighs the positive a lot. This scale had

Cronbach's alpha reliability estimates ranging from .72 to .84. Test-retest reliability
estimates over a 1-month interval was .81 (n = 96) (Stewart, personal communication,

1993).
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Caregiver Role Strain from Increased Tension is a 4-item scale. The scale,
originally developed by Montgomery and Borgatta (undated) to measure subjective
burden, was used by Archbold and Stewart (1986) to measure the concept of Caregiver
Role Strain from Increased Tension. This scale had Cronbach's alpha reliability estimates
ranging from .82 to .93 (Stewart, personal communication, 1993).

Caregiver Role Strain from Feelings of Being Manipulated is a 4-item scale. The
scale, originally developed by Montgomery and Borgatta (undated) to measure subjective
burden, was used by Archbold and Stewart (1986) to measure the concept of caregiver
role strain from feelings of being manipulated. This scale had Cronbach's alpha reliability
estimates ranging from .84 to .94 (Stewart, personal communication, 1993).

Three Rewards of Caregiving scales -- Rewards of Meaning, Rewards of Learning,
and Financial Rewards -- have four, three, and three items respectively. In a series of four
studies conducted by Archbold and Stewart since 1986 (personal communication, 1993),
internal consistency reliability estimates (Cronbach's alpha) ranged from 76 to .94 and
test-retest reliability estimates was .82 (n = 96) for the Rewards of Meaning scale, .20 to
.66 and test-retest reliability estimates of .66 (n = 92) for the Rewards of Learning scale,
and .47 to .82 and test-retest reliability estimates of .73 (n = 85) for Financial Rewards
(Stewart, personal communication, 1993).

For the JFCI, the number of items for Financial Rewards scale was reduced from
three to one, and one open-ended question (“Do you think caring for your family member
gives you any financial advantage or disadvantage? Would you describe your thoughts?)

was added based on content validity results. In addition to these scales, a 4-item
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Japanese scale, Rewards from Other People, was developed for this study. Archbold and
Stewart (personal communication, 1993) recently increased the number of items from 4 to
18 for the Rewards of Meaning scale and from 3 to 5 for Rewards of Learning scale. For
the JFCI, the number of items for Rewards of Meaning scale was reduced from 18 to 14.
Although additional items for the Rewards of Meaning and Rewards of Learning scales
were included in the JFCL, only the original 4-item Rewards of Meaning and 3-item
Rewards of Learning versions were evaluated.

Social Desirability

The Marlowe-Crowne Social Desirability Scale (M-C SDS) was used to examine
the influence of response-set bias related to social desirability on scales in the JFCI. The
original M-C SDS is a 33-item self-report scale that was developed to measure response-
set bias and has been widely used since it was published (Crowne & Marlowe, 1960). For
the M-C SDS in a sample of college students, reported internal consistency reliability
estimate was .88 and the test-retest reliability estimate for a 1-month interval was .89.

The M-C SDS was translated into Japanese and its psychometric qualities
evaluated by Nojima (1982). In a sample of 43 Japanese women, the internal consistency
reliability (Kuder-Richarson Formula 20) of the Japanese version of the M-C SDS was .81
(Nojima, 1982). Even though this value was somewhat lower than internal consistency
reliability estimates of the original M-C SDS, it was an acceptable level. Nojima noted
that the mean was 13.1 (SD = 4.9) for the original M-C SDS and 12.8 (SD = 5.6) for the
Japanese translated M-C SDS in a sample of English-Japanese bilingual persons (n = 11).

The correlation between the original M-C SDS and the J apanese
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translated M-C SDS over a 3-week interval with this sample was .89. This value was the
same level as the test-retest reliability estimates over a 1-month interval in the original M-
C SDS. Nojima’s Japanese version of the M-C SDS was used in a study of the
construction and validation of a measure of Amae network with 482 Japanese female
students (Minami, 1982).

In order to select a shorter version of the social desirability scale for the current
study, a comparison of three M-C SDS short forms developed by Ballard (1992),
Reynolds (1982), and Strahan and Gerbasi (1972) was made. The Reynolds 13-item form
and the Strahan and Gerbasi 20-item form have adequately high reliability estimates (.76
for the 13-item form, .73 to .87 for the 20-item form) compared to the original 33-item
form (.73 to .83) and high correlations with the original 33-item form (.93 for the 13-item
form, .95 for the 20-item form). The 13-item form was chosen for the current study
because it is psychometrically similar to these other forms and has fewer items. The
Japanese version of the 13-item form was constructed from Nojima’s Japanese translated
M-C SDS. The potential range for the 13-item scale was 0 to 13, with higher scores
reflecting more socially desirable responses.

Hypotheses

Based on the results from previous studies (Archbold & Stewart, 1991, Archbold,
et al., 1986, 1990), the framework for this study posits that Antecedents of Caregiving
will be associated with the Nature of the Caregiving Role Assumed, and the Nature of the
Caregiving Role Assumed will be associated with the Responses to Caregiving (see Figure

1). The following hypotheses were generated based on the previous work of
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Archbold and Stewart. These hypotheses were tested to examine the construct validity of
the JFCL

1. Mutuality will be negatively related to caregiver role strain, except for caregiver
role strain from lack of resources, economic burden, and worry which will not be related
to mutuality.

2. Mutuality will be positively related to rewards of meaning in caregiving.

3. Preparedness for caregiving will be negatively related to caregiver role strain.

4. Predictability of the caregiving situation will be negatively related to caregiver
role strain.

5. Amount of direct care will be positively related to caregiver role strain.

6. Amount of negative life style change will be positively related to caregiver role
strain.

7. Rewards of meaning will be negatively related to caregiver role strain.

8. Caregivers' health will be negatively related to caregiver role strain.

Some potential predictors of caregiver burden have been identified by Japanese
researchers (Maeda & Shimizu, 1984; Nakatani & Tojo, 1989; Niina, Yatomi, & Honma,
1991; Niina, Yatomi, Honma, & Sakata, 1989; Shimizu, 1991; Shimizu & Honma, 1978;
Sugisawa, Nakamura, Nakano, & Sugisawa, 1992). However, contradictory findings
were reported regarding the relationships between caregiver burden and those variables
including the care receiver’s impairment level, the caregiver’s age, employment status,
type of household, other caregiving responsibilities, and social support. In addition, as

some of the researchers (Nakatani & Tojo, 1989; Niina et al., 1989; Shimizu, 1991)
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indicated, the instruments used were not well established and needed further evaluation.
Therefore, these variables were not included in the hypotheses for this study.
Method
Pretesting

After content validity was examined (Inoue, 1995), the JFCI was revised, the
revised draft of the JFCI was pretested with 10 Japanese caregivers who were identified
for the pretest through the investigator's personal network. Nine of them completed the
questionnaire, one could not complete it by the deadline. The pretest sample included 2
men and 7 women, currently providing some care at home for elderly persons who were
65 years of age or older and who have one or more ADL and/or IADL impairments. Two
men and 2 women were school teachers, 3 were nurses, 1 was a social worker, and 1 was
a house wife.

These Japanese caregivers were asked to evaluate the clarity of each item and
directions for each scale. None of these caregivers identified any unclear items or
directions. The only comment some of them made was that the length of the questionnaire
was too long.

Sample

Sampling Procedure

Family members who were known to provide care for their impaired elderly
relatives were invited to participate in this study. These potential respondents were
accessed through a local Japanese governmental office for elderly care. The sampling

criteria were 1) the caregiver is currently providing care for his or her elderly family
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member, 2) the care receiver is 65 years of age or older, 3) the care receiver requires help
in one or more ADL and/or IADL, 4) the caregiver is able to read to answer a self-
administered questionnaire, and 5) both the caregiver and the care receiver live in the
study area which is a middle size city in Japan.

Altogether, 392 caregivers were identified through the local governmental office
for elderly care. A letter was sent to all these caregivers to invite them to participate in
the study; potential participants were asked to contact the investigator if they could not or
would not participate in this study.

Human Subjects

Before collecting data, the investigator sent the proposal of this study to the
Institutional Review Board (IRB) of the Oregon Health Sciences University. The IRB
gave the study “exempt” status, and indicated that the risk to participants in this study was
minimal and the proposed study procedure was reasonable. Because responses could be
anonymous, no consent was required. Return of questionnaire implied consent.

Response Rate

Of the 392 letters sent, 6 were returned because the forwarding address was
unknown and 32 caregivers responded to the invitation letter stating they would not be
able to participate in this study. Twenty-five of the 32 caregivers were not eligible: 9 care
receivers had died, 10 care receivers were institutionalized, 5 caregivers were hospitalized,
and 1 caregiver was not currently providing care. Four caregivers said they could not
participate because of either the care receiver’s health condition or their own, including 1

caregiver who was blind, 1 caregiver who had had a recent eye operation, 1
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caregiver who was injured on her writing hand, and 1 care receiver was too sick. Three
caregivers who did not want to participate gave no reason.

In total, 354 questionnaires were mailed to caregivers and 238 questionnaires were
returned. Of these 238, 14 were incomplete because less than 75% of the questionnaire
was answered and 224 were usable for analysis. The return rate was 67% and the usable
rate was 63%. Ofthe 238 returned questionnaires, 70 (29%) caregivers were interested in
receiving a summary of the study results.

Description of the Subjects

Age of caregivers ranged from 34 to 87 years (M = 63.4) and most were married
(83%) and female (86%). Average length of education was 10.8 years and most
caregivers had more than nine years education (81%). More than two-thirds were not
employed (68%), including 17% who had quit a job because of caregiving. The majority
(85%) felt their income was either “just enough™ or “enough with a little extra
sometimes.” Their relationship with the care receiver was as follows: wife (39%),
daughter (31%), daughter-in-law (16%), husband (7%), son (4%), and others (3%).
Nearly all caregivers (95%) lived with the care receiver. Most caregivers (85%) spent 7
days a week (M = 6.9) and more than half of them (57%) spent more than 8 hours a day
(M = 11.4) in helping the care receiver. The average length of time that they had been
involved in caregiving was 7.7 years.

Age of care receivers ranged from 65 to 101 years (M = 80.8), and 53% were
female. About half (53%) were married and 43% were widowed. About one-third (36%)

lived only with their spouse and 4% lived alone. The fewest number of care receivers
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needed help in the ADL of eating (66%) and the greatest number needed help in the IADL
of shopping and transportation (97%). About half (49%) were either totally bedridden or
in a vegetative state or non responsive. About 92% of care receivers had received a
medical diagnosis. Stroke was the most common medical diagnosis (60%) followed by
dementia (16%), hypertension (8%), and Parkinson’s Disease (7%). A summary of the
characteristics of the caregivers and care receivers is presented in Table 2.

Data Collection Procedure

The data were collected using a mailed questionnaire design. The investigator
prepared a questionnaire packet that included an explanatory letter about the study, the
JECI, and a stamped, self-addressed return envelope. Two weeks after the invitation
letters to potential participants for the study were sent out, the questionnaire packet was
sent to all caregivers except those who indicated that they would not be able to participate
or whose address was unknown. The caregiver was asked to send back the questionnaire
directly to the investigator by using the stamped, self-addressed return envelope that was
enclosed in the questionnaire packet.

Results

Data were analyzed using the Statistical Package for Social Science (SPSS) for
Windows, a statistical package for a personal computer (SPSS Inc., 1994). The JECI
contains some additional items translated from English-version measures that are newly
developed by Archbold and Stewart. Because an evaluation of these items is currently in

process with data from spousal caregivers for persons with Parkinson’s Disease, the
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items were not included in the analysis of this study (Archbold & Stewart, personal

communication, 1995).

Analysis of Reliability

After descriptive statistics (frequencies, means, and standard deviations) for each
item were reviewed, Cronbach's alpha of each scale was calculated to determine the
internal consistency reliability. In SPSS, Cronbach's alpha is computed using only those
subjects who have answered all items on the scale. For the scales of the Caregiver Role
Strain from Role Conflict, Direct Care, Managed Care, and Communication Problems,
many caregivers answered “not applicable” if they did not have some of the listed roles or
did not do some of the listed caregiving tasks. In order to estimate Cronbach’s alpha
using the maximum number of subjects, standardized alpha was estimated based on the
pairwise correlation matrix among items in the scale. The summary of the psychometric
findings of the JFCI can be found in Table 3, including the number of cases on which
Cronbach's alpha is based.

Scale Construction and Descriptive Statistics for the Scales

Scale development proceeded in three stages: 1) examination of internal
consistency, 2) scale construction, and 3) review of scale statistics. After the internal
consistency reliability was examined, scales were constructed for each measure. The
scores for most of the scales in the JFCI were computed by averaging a caregiver's
responses to all items on the scale (Archbold, et al., 1986). Average scores were
computed as long as the caregiver had answered 75% or more of the items. For three

scales (Amount of Direct Care, Amount of Managed Care, and Caregiver Health Status),
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the computation proceduré was different. Computation for these scales was based on a
sum rather than on an average of the items. The investigator for this study followed the
procedures recommended by Archbold and Stewart. Afier constructing the scale,
descriptive statistics of each scale were reviewed.

For each scale, the possible range of scores, the actual range of scores, the mean,
standard deviation, skewness, and kurtosis, are presented in Table 4. The actual range of
score for all scales was the same or nearly the same as the possible range of scores

The frequency distributions for seven of the scales were significantly (p < .01)
skewed: the Medical Problems in Caregiver Health Status scale (Skew. = 1.01), the
System Problems in Caregiver Health Status scale (Skew. = .76), the RAND-Physical
Function subscale in Caregiver Health Status scale (Skew. = -1.49), the Caregiver Role
Strain from Direct Care scale (Skew. = .83), the Caregiver Role Strain from Managed
Care scale (Skew. = .63), the Caregiver Role Strain from Interpersonal Relationships
within Miuchi scale (Skew. = .91), and the Caregiver Role Strain from F eeling of Being
Manipulated scale (Skew. = .73). Two scales were significantly (p < .01) leptokurtic,
having peaked shape: the RAND-Physical Function subscale in Caregiver Health Status
scale (Kurt. = 2.13) and the Caregiver Role Strain from Interpersonal Relationships within

Miuchi scale (Kurt. = 1.44). The other eight scales were significantly (p < .01 or p < .05)

platykurtic, having flat distributions throughout the possible range of scores: the Mutuality

scale (Kurt. = -1.03), the Amount of Managed Care (Kurt. = -.93), the Caregiver Role

Strain from Role Conflict scale (Kurt. = -1.05), the Caregiver Role Strain from Economic

Burden scale (Kurt. = -.93), the Caregiver Role Strain from Mismatched
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Expectations scale (Kurt. =-1.07), the Caregiver Role Strain from Increased Tension
scale (Kurt. = -.93), the Rewards of Meaning scale (Kurt. = - 94), and the Rewards of
Learning scale (Kurt. = -.90).

Missing data for each scale are presented in Table 3. Of 29 caregiving scales, 16
scales had low levels of missing data (0 to 9.4%). The remaining 14 scales had relatively
high levels of missing data (10.3 to 29%). The percentages of missing data for four scales
(the RAND Physical Function subscale, the RAND Emotional Well-being subscale, and
the RAND Fatigue subscale, and the Caregiver Role Strain from Managed Care scale)
were higher than 20%.

Analysis of Construct Validity

Initial evidence of construct validity was examined. Construct validity can be
obtained using several different strategies (Messick, 1980). The most common strategy
for obtaining evidence for construct validity is testing hypothesized relationships between
variables (Stewart & Petersen, 1982). To obtained evidence for construct validity, the
correlations between developed scales were reviewed based on the hypotheses listed
earlier. Because response-set biases could interfere with accuracy of measures, the extent
to which the measures were influenced by a respondent's tendency to respond in a
direction which is socially desirable was examined.

Hypotheses Testing

The scales were separated into four groups to examine the relationships among the

scales based on the conceptual framework. Group 1 contained 5 scales measuring the

nature of caregiving role, including Amount of Direct Care, Managed Care, and
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Communication Problems, Predictability of Caregiving Situation, and Amount of Negative
Life Style Change scales. Group 2 contained 5 scales measuring positive aspects of
caregiving, including Mutuality, Preparedness of Caregiving, Rewards of Meaning,
Rewards of Learning, and Rewards from Other People scales. Group 3 contained 12
scales measuring caregiver role strain, including Global Strain and Caregiver Role Strain
from: Direct Care, Managed Care, Lack of Resources, Worry, Role Conflict, Economic
Burden, Mismatched Expectations, Communication Problems; Increased Tension, F eelings
of Being Manipulated, and Interpersonal Relationships within Miuchi scales. Group 4
included six scales measuring caregiver’s health status.

Relationships among scales within the same group and hypothesized relationships
among scales were examined (see Table 5). All scales within Group 2 and 4 were
significantly related to one other (p < .01) in the expected direction. Most of scales within
Group 3 were also intercorrelated as expected (p < .01 or p <.05). Only 3 out of 78
possible correlations were not significant at p < .10 and 2 others had p values of < .08.
Among 4 of 10 possible correlations in Group 1, 4 were significant (p < .01 or p <.05)
and 2 had p values of <.08. Those weak or non-significant correlations were as
expected. In Group 2, the correlations between the Rewards of Meaning scale and the
Rewards of Learning and Rewards from Other People scales were higher than expected.
The results from these correlations can be found in Tables 6 to 10. A summary of the

hypothesized relationships among scales is presented in Table 11.
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Hypothesis 1: Mutuality will be negatively related to caregiver role strain except

for caregiver role strain from lack of resources, economic burden, and worry which are

hypothesized not to be related to mutuality. As expected, the Mutuality scale related

significantly (p < .01) and negatively with five out of nine Caregiver Role Strain scales and
did not correlate with the Caregiver Role Strain from Lack of Resources, Economic
Burden, and Worry scales. The Mutuality scale was not significantly related to Caregiver
Role Strain from Role Conflict and Managed Care scales. The negative correlation
between the Mutuality and the Caregiver Role Strain from Communication Problems
scales was weak but in the expected direction (p < .08). The correlation between the
Mutuality and the Interpersonal Relationships within Miuchi scales was weak but
unexpectedly in the positive direction (p < .07).

Hypothesis 2: Mutuality will be positively related to rewards of meaning in

caregiving. The Mutuality scale correlated significantly (p < .01) and positively with all
three rewards scales (i.e., Rewards of Meaning, Rewards of Learning, and Rewards from
Other People).

Hypothesis 3: Preparedness for caregiving will be negatively related to caregiver

role strain. The Preparedness for Caregiving scale correlated significantly and negatively
to 5 of 12 Caregiver Role Strain scales (p <.01). The correlation with the Caregiver Role
Strain from Worry scale was not significant but in the expected direction (p < .07). The
other six scales -- Caregiver Role Strain from Lack of Resources, Role Conflict,
Communication Problems, Direct Care, Managed Care, and Interpersonal Relationships

within Miuchi -- were not significantly correlated with Preparedness for Caregiving scale.
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Hypothesis 4: Predictability of the caregiving situation will be negatively related to

caregiver role strain. Predictability of the caregiving situation correlated significantly

(p <.01 or p <.05) and negatively with 5 of 12 Caregiver Role Strain scales. The other 7
scales -- Caregiver Role Strain from Worry, Mismatched Expectations, Lack of
Resources, Role Conflict, Direct Care, Managed Care, Interpersonal Relationships within
Miuchi, and Global Strain -- were not significantly correlated with the Predictability of
Caregiving Situation scale. However, the 7-item Caregiver Role Strain from Lack of
Resources scale was correlated significantly (p < .05) and negatively to the Predictability
of Caregiving Situation scale.

Hypothesis 5: Amount of direct care will be positively related to caregiver role

strain. Amount of Direct Care scale correlated significantly (p < .01 or p <.05) and
positively with all but two Caregiver Role Strain scales. Two scales -- Caregiver Role
Strain from Economic Burden and Communication Problems -- were not significantly
correlated with Amount of Direct Care scale.

Hypothesis 6. Amount of negative life style change will be positively related to

caregiver role strain. Amount of negative life style change correlated significantly (p < .01

or p <.05) and positively with 11 of 12 Caregiver Role Strain scales. Only one scale --
Caregiver Role Strain from Managed Care -- was not significantly correlated with Amount
of Negative Life Style Change scale, however, the correlation was in the expected

direction (p < .07).



108

Hypothesis 7: Rewards of meaning will be negatively related to caregiver role

strain. Rewards of meaning correlated significantly (p < .01 or p < .05) and negatively
with 3 out of 12 Caregiver Role Strain scales --Global Strain and Caregiver Role Strain
from Mismatched Expectations, Increased Tension. These correlations were very similar
to the correlations between the Rewards of Learning scale and the Caregiver Role Strain
scales except for one scale. Unexpectedly, the Rewards of Learning was significantly

(p <.05) and positively correlated to the Caregiver Role Strain from Interpersonal
Relationships within Miuchi.

Hypothesis 8: Caregivers' health status will be negatively related to caregiver role

strain. All but eight relationships between six Caregiver Health scales and 12 Caregiver
Role Strain scales were significantly correlated (p < .01 in 59 relationships and p<.05in5
relationships) in the expected direction. Among the 8 non-significant relationships, two
were weak but nearly significant (p < .06). The other 6 were between the Medical
Problems and the Caregiver Role Strain from Interpersonal Relationships within Miuchi
scales; between the RAND Physical Function subscale and the Caregiver Role Strain from
Role Conflict, Communication Problems, and Interpersonal Relationships within Miuchi
scales; and between the RAND Emotional Problem subscale and General Health subscale
and the Caregiver Role Strain from Managed Care scale.

Effects of Social Desirability on Responses

Because response-set biases can interfere with accurate measures of the target
attribute, the extent to which the JFCI was influenced by the caregiver’s tendency to

respond in a socially desirable direction was of concern to the investigator. To estimate
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the influence of social desirability, a Japanese translation of the 13-item Marlowe-Crowne
Social Desirability Scale (M-C SDS) (Nojima, 1982) was included in the questionnaire for
this study.

Cronbach's alpha was calculated to determine the internai consistency reliability of
the M-C SDS. The reliability estimate of the M-C SDS was lower than expected
(o0 =34). Based on examination of item level correlations, evidence for two subscales was
found. Each subscale was computed separately and the reliability estimates of each
subscale were at an acceptable level (a0 =.66 and .58). Even though the internal
consistency reliability estimates of the 13-item M-C SDS was low, the investigator
decided to use this 13-item scale instead of two subscales to examine the response-set
biases because the Pearson correlation between these two subscales was relatively high (¢
=46, p <.001). The Pearson correlation coefficients between the 13-item M-C SDS and
each caregiving scale were computed to assess response-set biases,

Correlations between the 13-item M-C SDS and each caregiving scale are
presented in Table 12. Seventeen of 29 caregiving scales of the JFCI were not
significantly related to the 13-item M-C SDS (p < .05); these non-significant correlation
coeficients ranged from -.13 to .14, with a median correlation coefficient of -.03. Even
though 10 caregiving scales were significantly related to the 13-item M-C SDS, the
magnitude of the correlations was low (absolute values ranging from .14 to .22). Two
scales -- Preparedness for Caregiving (r = .30, p <.01) and Caregiver Health Status-
RAND-Emotional subscale (r = .25, p < .01) -- exhibited significant correlations with

social desirability that were of a low to moderate magnitude. However, even after
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controlling for social desirability, there was only one change in the significance of
correlations between the Preparedness for Caregiving scale and the Caregiver Role Strain
scales. The correlation with the Caregiver Role Strain from Feelings of Being
Manipulated scale became non significant (r = -.12, p < .09).

Discussion

Characteristics of Subjects

Across studies of caregiving in Japan, 80 to 90% of caregivers were female, and
the main caregivers of older persons were daughters-in-law (29 to 54%), daughters (10 to
31%), and wives (15 to 38%) (Fujita & Kuroda, 1987; Nakajima, Abe, et al., 1982,
Nakajima, Saito, & Tsukihashi, 1982; Noguchi, 1988; Saito, Ogino, & Kaneko, 1989;
Sato, 1989; Takasaki et al., 1987, Waki et al., 1984). The number of male caregivers in
these studies was very small; 3 to 7% were husbands and 2 to 5% were sons. The number
of female and male caregivers in this study is similar to those in other studies reported in
the literature. However, the relationship between the caregivers and the care receivers in
this study was different from the subjects of other studies -- in this sample there were
more daughter caregivers (31%) than daughters-in-law (16%). There is no clear
explanation for this difference but it may be a culture among people who live in the city
where the study was conducted. One public health nurse told me, “Somehow, there are
always more daughter caregivers in my city than other cities.” In addition, even though
daughters-in-law have been the largest group among family caregivers nationally in Japan,
the number of daughter and spouse caregivers is increasing because of changing traditional

values related to filial responsibility and increasing mobility. Therefore, the
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sample obtained for this study -- more daughters and fewer daughters-in-law -- may
represent a current trend.

The degree to which subjects in this study represent a trait of the target population
is an important issue in interpreting the study findings. Even though data about the
population of caregivers in the city where this study was conducted are not available,
some survey data about the elderly population in the city are reported (Matsumoto, &
Onakado, 1990; Matsumoto, Onakado, Inoue, & Yokoyama, 1985). Based on these
survey studies with a random sample of 1,869 persons from total population of 32,194
people 65 years or older (Matsumoto, et al., 1985) and a 5-year follow-up of these people
(Matsumoto, & Onakado, 1990), the local governmental office for elderly care estimate
about 450 older persons with health problems in need of help at home. The caregivers
who were identified for the present study represent about 87% of those 450 impaired
older people who include those without a family caregiver. Therefore, the caregivers who
received an invitation letter for this study represent almost the entire target population.
However, only 63% of those caregivers who received a letter could complete and return a
questionnaire, and characteristics and caregiving situations of the remaining caregivers
(37%) were unknown.

Evaluation of Psychometric Properties of Scales

Reliability

Cronbach’s alphas for 24 of the 28 caregiving scales reached an acceptable level
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(o = .69 - 96) (Nunnally, 1978). For four scales -- Amount of Communication Problems
(a = .53), Caregiver Role Strain from Mismatched Expectations (o = .55), Amount of
Managed Care (o = .58), and Medical Problem subscale in the Caregiver Health Status
(o = .63) -- the internal consistency level did not meet the .70 criterion recommended by
Nunnally (1978) for research purposes; however, items in these four scales were not
expected to be homogeneous. For example, in the Amount of Communication Problems
scale, its four items asked about the extent of the care receiver’s hearing, speaking, and
understanding problems, and the caregiver’s hearing problem. A care receiver who has a
hearing problem does not necessarily have a speaking problem. Therefore, the internal
consistency of the scale would not be expected to be high. In addition, three of these
scales have a relatively small number of items (the Amount of Communication Problems
scale, four items; the Caregiver Role Strain from Mismatched Expectations scale, five
items; and the Amount of Managed Care scale, four items). Three of them (the Caregiver
Role Strain from Mismatched Expectations scale, the Amount of Managed Care scale, and
the Medical Problem subscale in the Caregiver Health Status scales) have dichotomous
response options. Because Cronbach’s alpha is related to the number of items in the scale
and the range of response options, lower internal consistency for these three scales would
be expected.
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
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(1990), "a response rate of at least 50 percent is generally considered adequate for analysis
and reporting" (p. 182). The suggested response rate for a mailed survey by Dillman
(1978) is 70% for general public and 77% for the specialized ones. Many of the
procedures recommended by Dillman (1978) to increase response rate (e.g., reminder
postcard, replacement questionnaire) could not be used in this study because names could
not be matched to returned questionnaire. In light of these constraints, this study’s return
rate (67.2%) and usable rate (63.3%) were considered good.
Missing Data

It is also important that percentages of missing data on scales are at acceptable
levels. Four scales -- the RAND Physical Function, Emotional Well-being, and Fatigue
subscales of the Caregiver’s Health Status scales and the Caregiver Role Strain from
Managed Care scale -- had higher than 20% missing data and two others -- the RAND
General Health subscales and the Caregiver Role Strain from Role Conflict scale -- had
16.5% missing data. The high percentage of missing data in these scales is of serious
concern. The RAND scales contain four different response formats with five different
response anchors within 25 items. This format may discourage people from completing
the questions on the scale. Some older caregivers may not be able to answer the RAND
Physical Function subscale because it contains activities that they may not do at all. For
example, one item asks whether the person’s health limits his or her ability to walk more
than a mile. One caregiver commented that she does not know whether she can walk or
not because she has not tried to walk that much recently. In this case, missing data would

be high. The subjects of this study commented that the Caregiver Role Strain from Role
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Conflict scale was the most confusing page. Clarification of the directions as well as item
wording needs to be evaluated and additional instructional sentences may need to be
added for this scale.

Construct Validity

For this study, the most important validity issue is whether or not the construct
validity of the measure is supported by the findings. Evidence of construct validity for the
scales was obtained through testing hypothesized relationships between measures (see
Tables 10 and 11). Even though some correlations were not significant, most of the
hypothesized relationships were supported.

Several unexpected but interesting findings were obtained. The correlation
between the Caregiver Role Strain from Interpersonal Relationships within Miuchi scale
and Mutuality scale was not significant (r = .13, p <.07), but it approached significance
and its direction was positive. Examining the scatter plot of the correlation between these
two scales, two outliers with scores higher than three standard deviations above the mean,
were identified. After these two cases were taken out of analysis, the correlation between
these two scales became significant (r = .18, p <.05). Mutuality was expected to
correlate negatively with the Caregiver Role Strain scales except the scales of Strain from
Lack of Resources, Worry, and Economic Burden. Among correlations of the Mutuality
scale with the strain scales other than the Caregiver Role Strain from Interpersonal
Relationships within Miuchi scale, five including those three scales were not significant,
five were significant (p < .01 or p < .05) and negative, and one was not significant but in

the negative direction (p < .08). The Caregiver Role Strain from
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Interpersonal Relationships within Miuchi scale was significantly and positively correlated
with all other strain scales (r =.15 to .47, p <.05). This scale was newly developed for
Japanese family caregiving, thus, there are no previous data in the United States to use for
comparison. However, the positive correlation between the Mutuality and the Caregiver
Role Strain from Interpersonal Relationships within Miuchi scales can be interpreted. It is
possible that, when the perspective of other family members is different from the
perspective of the care receiver, the caregiver may have a very hard time standing with the
care receiver even though the caregiver feels very close to the care receiver. In this case,
the Mutuality scale would be positively correlated with the score of the Caregiver Role
Strain from Interpersonal Relationships within Miuchi scale.

Caregiver Role Strain from Interpersonal Relationships within Miuchi was also
significantly and positively correlated with the Rewards of Learning scale (r =15, p < .05),
and its correlations with other two Rewards of Caregiving scales were not significant:
Rewards of Meaning (r = .10, p < .19) and Rewards from Other People (r = .05, p < .46).
However, after removing one outlier with a score higher than three standard deviations
above the mean, was taken out of the analysis, the correlation between the Caregiver Role
Strain from Interpersonal Relationships within Miuchi and the Rewards of Meaning scales
approached significance (r = .13, p < .08). After two outliers were taken out of the
analysis, the correlation between the Caregiver Role Strain from Interpersonal
Relationships within Miuchi and the Rewards from Other People scales also approached

significance (r=.12, p <.10). These findings may be an
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indication that people can learn and find meaning through their hardships. The
interpretation of these findings is not clear and further research is needed.

The correlation between scales of Rewards of Meaning and Rewards of Learning
(£ =79, p <.001) was higher than expected. In addition, these two scales correlated
with the Caregiver Role Strain scales in a similar way. This finding may indicate cultural
difference between the United States and Japan. In the United States, the concept of
rewards of meaning is distinctly different from the concept of rewards of learning.
However, in Japanese culture, the concept of rewards of meaning and rewards of learning
may both represent a gain for the caregiver as an individual.

Because the Rewards from Other people scale were newly developed for J apanese
family caregiving, there are no previous data in the United States for comparison purpose.
However, it is possible that caregivers who have rewards from other people may have
more interactions with other family members, thus, they may have more chances to have
strain from such interactions. As some studies about social support indicate (Coyne &
DeLongis, 1986; Rook, 1984; Tilden, Nelson, & May, 1990) interpersonal relationships
have both positive and negative aspects. This finding, that caregivers who had higher role
strain from interpersonal relationships within Miuchi also had higher rewards from other

people, may be an indication of positive and negative aspects of family relationships.
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Review of Problematic Items Based on the Results of Content Validation

Some items were reworded based on analysis of the results from questionnaire for
content validity. In addition, there were some items identified for later consideration with
some questions from reviewers of content validity.

The results from the psychometric analysis of the data from Japanese caregivers
indicated that most of those rewordings of the items were successful. Also, items in this
questionnaire including those reworded items are clear enough to understand for Japanese
caregivers because participants in this study commented that most of wording of this
questionnaire was easy to understand.

Some reviewers of content validity suggested to add some items. Further
qualitative study is needed to clarify the wording of items and confirm the conceptual
coverage by items. Conceptual issues that were raised through translation and content
validation processes are also needed to continue theoretical discussion as well as further
studies.

Utility of Measures

The average length of time spent by caregivers in completing the JFCI was 133
minutes (range = 30 - 395 minutes). More than half (51%) of the caregivers completed it
within 120 minutes and most caregivers (90%) completed it within 180 minutes. Some of
the caregivers commented that they did not know about the length of time they spent
completing the JFCI because they took several blocks of time to complete it as suggested.
The length of time needed to complete the JFCI was somewhat longer than the

investigator estimated. Even though only a few caregivers commented that the JFCI was
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too long, it should be shortened to reduce the burden for caregivers and to increase its
utility. A shorter questionnaire may increases the response rate.

About two-thirds of the caregivers (67%) felt that the JFCI was clear and nearly all
of them ($7%) thought the print was large enough to read. Many of caregivers who
answered that some questions of the JFCI were confusing commented that the Caregiver
Role Strain from Role Conflict scale was most confusing. Some others commented that
the list of caregiving tasks was hard to answer because some items were not applicable to
their caregiving situations. Clarification of the directions for the Caregiver Role Strain
from Role Conflict scale need to be considered. In addition, each item of the scale needs
to be re-examined for content validity. The list of caregiving tasks needs to be shortened.
Creation of several sets of caregiving tasks, such as generic caregiving tasks and special
caregiving tasks for a care receiver’s specific impairment or health problems may be
needed.

The caregivers’ reactions to the content of the JFCI were positive; most of them
felt that the JFCI was interesting (88%), and not at all (80%) or only a little (15%)
emotionally upsetting. Some caregivers commented that they were glad to answer the
JECI because they could have time to review what they were doing,

Limitations of the Study

This study has some limitations related to sample, methodology, and focus of the
study. One of the issues in research on family caregiving for elderly persons is how to
obtain representative samples (Barer & Johnson, 1990: Murphy & Stewart, 1985-86). It is

also an issue for this study. Because the caregivers who participated in this study were
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self selected and not randomly selected, internal validity and generalizability are
threatened. Because the caregivers who participated in this study were largely female and
accessed through a local governmental office for elderly care services in a middle-size city
in Japan, they were already connected to some public services. The findings from this
study may not be applicable to caregivers who are male or who do not receive any public
services. Even though the number of caregivers who responded to the initial invitation to
participate in this study was close to the target population that the local government office
in the city where this study was conducted estimated, the caregivers who did not return
the JFCI may be in different caregiving situations. In addition, caregivers who live in a
larger city or smaller town may have different perceptions about their caregiving
situations. Further studies are needed with different samples.

All data for this study were obtained through a single method, involving a self-
report, close-ended, mailed questionnaire. Some caregivers may not be able to express
their thoughts and feelings through this method. The investigator actually received several
phone calls and letters from caregivers who felt the questionnaire did not capture their
caregiving situations and wanted to share more detail about them. To gain a better
understanding of Japanese family caregiving, a multiple method approach may be
necessary.

This study focused only on caregivers and the findings reflect only the caregivers’
perceptions about their caregiving situations. However, caregiving situations are
composed of at least a caregiver and a care receiver, and more people may be involved.

Thus, a picture of Japanese family caregiving that was obtained through this study does
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not reflect all caregiving situations in Japan. Studies with care receivers and all family
members who are involved in caregiving need to be done.

Implications of the Study and Recommendations

Implications of the Study

While further research is needed to clarify our understanding of caregiving in
Japan, some implications can be made based on the findings of this study. Several
caregiving concepts for Japanese family caregiving were examined in this study including
the concepts of rewards of caregiving, mutuality, preparedness for caregiving, and
predictability of the caregiving situations. Caregivers received some rewards through
providing care for the older person and such rewards can reduce some aspects of role
strain that caregivers felt. The caregiver’s perception of the high quality of a relationship
between the caregiver and care receiver can also reduce some aspects of role strain that
caregivers felt. Caregivers who perceived themselves as well prepared for caregiving and
their caregiving situations as highly predictable also expressed less strain on some of the
Caregiver Role Strain scales. These findings are consistent with findings in the United
States. Because caregiving studies conducted in Japan have focused mainly on negative
aspects of caregiving such as caregiver burden and stress from caregiving, these findings
provide new information for Japanese health professionals and add to our understanding
of Japanese family caregiving phenomenon.

The findings of this study imply that the caregiving concepts identified in the

United States also exist in Japan. The findings from this study have provided preliminary
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evidence of the universality of family caregiving phenomena. This will lead us to further
cross-cultural research to gain a broader understanding of family caregiving phenomena.
Even though the total length of the JFCI may be too long for some clinical
applications, the total and some parts of it can be used differently and separately. The
total JFCI can be used as an initial assessment tool for relatively newer caregivers. It may
help them to review their caregiving situations and learn about caregiving aspects because
some caregivers in this study commented that it helped them this way. Each caregiving
scale is short and easy to apply in clinical settings and could be used as an assessment tool
as well as an evaluation tool. However, careful examination of each scale in relation to its
sensitivity to interventions is needed before using these scales as an evaluation tool.

Recommendations

Because validation of measures is a continuous process, a series of additional
studies are recommended. Further analysis of the data from this study could be useful to
assess the construct validity of the JFCI including factor analysis of caregiving concepts
and examinations of additional hypothesized relationships such as associations between the
care receiver’s impairment levels, amount of direct care, and caregiver role strain.
Conducting multiple regression analysis may provide additional information about the
adequacy of the conceptual framework of this study.

Further studies must be conducted with expanded samples, including more male
caregivers and persons who do not receive public services and live in different parts of

Japan. In addition, multiple-method studies are recommended including data collection
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through open-ended questionnaires, observations, and interviews to assess construct and
concurrent validity. Use of multiple methods will reduce correlated error and increase
validity of findings. A longitudinal study will provide additional information to validate
the conceptual framework of Japanese family caregiving based on the framework
developed by Archbold and colleagues (Archbold, 1982; Archbold, Stewart, Harvath, et
al., 1986). Further research using structural modeling will provide information about
cause and effect relationships among caregiving concepts in the conceptual framework for
this study.

The findings from this study provide initial evidence of universality of the
caregiving phenomena between the United States and Japan. Initial comparison between
data from this study and previous studies conducted in the United States by Archbold and
Stewart (1991, Archbold, et al., 1986, Archbold, et al., 1990, 1992) can be done.
However, as suggested earlier, further validation is necessary prior to carrying out cross-
cultural studies.

The long term goal of this program of research is to obtain efficient and usable
measures for Japanese caregivers and to use them in clinical settings in order to improve
nursing care services for older persons and their families in Japan. The findings from all of
these studies, current and recommended studies, will lead to nursing interventions with

Japanese family caregivers for older persons.
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Table 1
Summary of the Psychometric Qualities of the Caregiving Scales on the FCI from Previous US
Studies
Scale Number Response Options Missing Internal Test-retest
Name of Items Data (%) Consistency Reliability
Reliability
(Cronbach’s o)
Mutuality 15 0 =not at all 0.0-4.5 .91-.95 92
1 =alittle (n=20-175) (n=195)
2 =some
3 = quite a bit
4 = a great deal
Preparedness for 8 0 =not at all 0.0-4.5 .83-92 .81
Caregiving 1 = not too well (n=20-194) (n=96)
2 = somewhat well
3 = pretty well
4 = very well
Caregiver Health | (M) 12 | 0 =no M) .54-61
Status.(Archbold): 1=yes (n= 94-103)
MRS ) @ i (S) .56-.70
P (n=94-103)
Caregiver Health 25 | Varyfrom 3 to 6 response .78-.93
Status (RAND) options (n=2471)
Amount of Direct 80 0=no 0.0-4.5 .79-.91
o 1 = yes (n=21-100)
Amount of 3 0=no .87
Managed Care 1 = vyes (n=103)
. Amount of 0 = not at all 33
tion = g —
°’;’r‘:§gfnas 3 1 = a little (n = 45)
2 =some
3 = quite a bit
4 = a great deal
Predictability of 6 0 = never 0.0-4.5 .82-.88
the Caregiving 1 = rarely (n=21-41)
Situation _ 4
2 = sometimes
3 = usually
4 = always
NAmgUm I(,)lff 6 0 = not a problem 0.0-4.7 .84-90
cgalve <] =
Styi Changs 1 = a small problem (n=21-102)

2 = a moderaye problem
3 = a big problem
4 = a very big problem
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Summary of the Psychometric Qualities of the Caregiving Scales on the FCI from Previous US

Studies (cont.)

Scale Number Response Options Missing Internal Test-retest
Name of Items Data (%) Consistency Reliability
Reliability
(Cronbach’s o)
Role Strain from 80 |1=easy 0.0-4.5
Direct Care 2 = not too hard
3 = somewhat hard
4 = pretty hard
5 = very hard
Role Strain from 6 1 = easy 87
Managed Care 2 = not too hard (n=24)
3 = somewhat hard
4 = pretty hard
5 = very hard
Role Strain from 5 0 =not at all 0.0-4.5 .74-91 72
Lack of Resources 1 = a little (n=21-191) (n=96)
2 =some
3 = quite a bit
4 = a great deal
Role Strain from 12 0 = not at all 0.0-4.5 .86-.90
Worty 1 = alittle (n=19-37)
2 = some
3 = quite a bit
4 = a great deal
Role Strain from 14 0 =not at all 0.0-4.5 .84-.93
Role Conflict 1 = alittle (n=21-101)
2 =some
3 = quite a bit
4 = a great deal
Role Strain from 4 0 =not at all 0.0-4.7 .66-.85
Economic Burden 1 = a little (n=21-103)
2 = some
3 = quite a bit
4 = a great deal
Role Strain from 3 0=no 1.9- .28-.60
mfil;ds 1 =yes 13.6 (n=19-101)
I({:ole Strain from 3 0 = not at all =i
= -
o Progf;‘:;‘:“m 1 =a little (n = 45)
2 = some

3 = quite a bit
4 = a great deal
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Summary of the Psychometric Qualities of the Caregiving Scales on the FCI from Previous US

Studies (cont.)

Scale Number Response Options Missing Internal Test-retest
Name of Items Data (%) Consistency Reliability
Reliability
(Cronbach’s o)
Global Strain 4 0 =not at all 0.0-9.1 .72-.84 81
1 = alittle (n=19-198) (n=96)
2 = some
3 = quite a bit
4 = a great deal
Role Strain from 4 0 =not at all 0.0-4.7 .82-.93
Increased Tension 1 = a little (n=21-103)
2 = some
3 = quite a bit
4 = a great deal
Role Strain from 0 = not at all
Feeling of Being 4 1 =alittle 0.0-4.7 84-.94
Manipulated L ep— (n=20-103)
3 = quite a bit
4 = a great deal
Rewards of 4 0 = not at all 0.0-2.6 .76-.94 .82
Meaning 1 = alittle (n=21-173) (n =96)
2 = some
3 = quite a bit
4 = a great deal
Rewards of 3 0=not at all 0.0-6.9 .20-.64 .66
Learning 1 = alittle (n=21-173) (n=92)
2 =some
3 = quite a bit
4 = a preat deal
Financial Rewards 3 0 = not at all 1.9-8.1 47-.82 2
1 = alittle (n=21-173) (n =85)
2 =some
3 = quite a bit
4 = a great deal
Social Desirability 13 0=no 76 713
(English) 1 = yes __(n=85) (n =85)
Social Desirability 33 0=no 81
(Japanesc) 1 = yes (n =43)
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Characteristics of the Caregivers and the Care Receivers (N = 224)

Caregiver Characteristics Care Receiver Characteristics
Age M=634 SD=10.0 Age M=8038 SD=9.0
Range: 34-87 Range: 65-101
Gender  Male: 14 % Gender Male: 47 %
Female: 86 % Female: 53 %
Marital Status Married: 83 % Marital States Married: 53 %
Widowed: 5% Widowed: 43 %
Divorced: 6% Divorced: 3%
Never Married: 6% Never Married: 1%
Education <6: 1% Needs Help Most  Shopping:97 %
6: 5% Transportation: 97 %
7- 9 26 % Heavy Housework: 97 %
10-12: 50 % Prepare Meals: 96 %
13-14: 13 % Manage Money: 93 %
15-16: 4% Light Housework: 91 %
>17: 1% Bathing; 89 %
Around Qutside: 89 %
Employment Status No: 68 % Dressing: 83 %
Yes: 32 % Use Phone: 81 %
Walking: 80 %
Income Adequacy Can’t ends meet: 7%
Just enough: 52 % Totally Bedridden: 33%
Enough + a little: 33% Vegetative State/Non Responsive: 8 %
Always left over: 9%
Major Medical Stroke: 53 %
Relationship with ~ Wife: 39 % | Diagnoses Dementia: 14 %
Care Receiver Husband: 7% | (Duplicated) Hypertension: 7%
Daughter: 31% Parkinson’s: 6 %
Son: 4% Others 19 %
Daughter-in-law: 16 % No Diagnoses 8%
Days Providing M=69 SD=0.7 | Living with Who  Alone: 4%
Care per Week Range: 1-7 Spouse only: 36 %
Spouse+Child: 6 %
Hours Providing M=114 SD=73%8 Children only:27 %
Care per Day Range: 1-24 Three generations: 25 %
Years of M=77 SD=6.3 Living with Caregiver Yes: 95 %
Caregiving Range: 0.5-40.0 No: 5%

Note. Not all percentages total to 100% due to rounding error.




Table 3

Summary of the Psychometric Qualities of the Caregiving Scales on the JFCI

Scale Name Number of Response Options Missing Internal Consistency
Items Data Reliability
(%) (Cronbach’s a)
Mutuality 15 0 = not at all 8.9 96 (@m=173)
1 =alittle
2 =some
3 = quite a bit
4 = a great deal
Preparcdness for 8 0 =not at all 22 85 (m=190)
Caregiving 1 = not too well
2 = somewhat well
3 = pretty well
4 = very well
Medical 12 2 (0-1) 0.0 63 (m=204)
Caregiver System 11 2(0-1) 0.0 75 (@=199)
Health RAND-physical 10 3(1-3) 26.3 87 (n=165)
Status  RAND-emotion 5 6 (1-6) 21.0 a6 (@=177)
RAND-fatigue 4 6 (1-6) 20.9 12 =177
RAND-general S 5(1-5) 16.6 81 (m=197)
Amount of Direct Care 30 0=no 0.0 93 (mn=107)
1 =ves
Amount of Managed Care 4 0=no 0.0 58 (m=195)
1=yes
Amount of Communication 4 0 =not at all 3.6 53 (@m=203)
Problems 1 =alittle
2 =some
3 = quite a bit
4 = a great deal
Predictability of the 6 0 = never 2.7 71 (n=210)
Caregiving Situation 1 = rarely
2 = sometimes
3 = usually
4 = always
Amount of Negative Life 6 0 = not a problem 58 .84 (=190
Style Change = a small problem

2 = a moderaye problem
3 = a big problem
4 = a very big problem
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Table 3
Summary of the Psychometric Qualities of Caregiving Scales on the JFCI (cont.)
Scale Name Number of Response Options Missing Intemmal Consistency
Items Data Reliability
(%) (Cronbach’s o)
Role Strain from Direct 80 1 = easy 36
Care 2 = not too hard
3 = somewhat hard
4 = pretty hard
5 = very hard
Role Strain from Managed 4 1 =easy 29.0 73 (n=45)
Care 2 = not too hard
3 = somewhat hard
4 = pretty hard
5 = very hard
Role Strain from Lack of 7 0 = not at all 7.1 83 (@m=188)
Resources 5 1 = g little 8.5 85 (@m=193)
2 =some
3 = quite a bit
4 = a great deal
Role Strain from Worry 12 0 =not at all 11.2 87 (m=139)
1 =alittle
2 = some
3 = quite a bit
4 = a great deal
Role Strain from Role 14 0 = not at all 16.5 94 (n=355)
Conflict 1= alittle
2 = some
3 = quite a bit
4 = a great deal
Role Strain from 4 0 = not at all 13.4 .86 (@m=171)
Economic Burden 1 = a little
2 = some
3 = quite a bit
4 = a great deal
Role Strain from 3 0=no 49 55 (»=196)
Mismatched Expectations 1 = yes
Role Strain from Miuchi 7 | 0=notat all 12.9 69 (n=180)
Relationships 1 = a little
2 =some

3 = quite a bit
4 = a great deal
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Summary of the Psychometric Qualities of Caregiving Scales on the JFCI (cont.)

Concept Number of Number of Response Options Missing Internal Consistency
Name Items Data Reliability
(%) (Cronbach’s o)
Role Strain from 4 0 =not at all 10.3 74 (n=60)
Communication Problems 1 = a little
2 = some
3 = quite a bit
4 = a great deal
Global Strain 4 0 =not at all 5.8 77 (n=206)
1 =alittle
2 =some
3 = quite a bit
4 = a great deal
Role Strain from Increased 4 0 =not at all 49 84 (n=202)
Tension 1 =alittle
2 = some
3 = quite a bit
4 = a great deal
Role Strain from Feeling 4 0 =not at all 58 86 (mn=195)
of Being Manipulated 1 = a little
2 =some
3 = quite a bit
4 = a great deal
Rewards of Meaning 4 0 = not at all 11.6 88 (@m=187)
1 = a little
2 =some
3 = quite a bit
4 = a great deal
Rewards of Learning 3 0 = not at all 94 .83 (n=203)
1 = alittle
2 =some
3 = quite a bit
4 = a great deal
Rewards from Other 5 0 =not at all 11.2 92 (m=190)
People 1 =alittle
2 =some
3 = quite a bit
4 = a great deal
Social Desirability 13 0=no 0.0 Il (n=195)

1 =vyes
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Table 4
Summary of the Descriptive Statistics of the Scales in the JFCI
Scale Name Possible Range | Acutual Range Mean SD Skew Kurt
of Score of Score
Mutuality 0.00-4.00 0.00-4.00 2.09 11138 -01 -1.03*
Preparedness for Caregiving 0.00-4.00 0.00-4.00 1.94 .65 .18 .19
(Medical Problems) 0-12 0-10 2.24 1.98 1.01%* .83
Caregiver (System Problems) 0-12 0-11 3.50 2.54 T6%* .36
Health (RAND-Physical) 0-100 5-100 7936 | 19.41 | -1.49%*% | 2 ]3%*
Status (RAND-Emotion) 0-100 12-100 62.96 | 19.48 -29 -33
(RAND-Fatigue) 0-100 0-95 51.75 | 21.35 -31 -24
(RAND-General) 0-100 0-95 46.74 | 20.88 11 -.28
Amount of Direct Care 0-80 1-71 4259 | 12.98 -.36 -.01
Amount of Managed Care 0-4 0-4 1.78 1.23 .06 -.93*
Amount of Communication 0.00-4.00 0.00-3.00 1.18 .83 42 17
Problems
Predictability of the Caregiving 0.00-4.00 0.33-3.33 2.02 .56 -28 .02
Situation
Amount of Negative Life Style 0.00-4.00 0.00-4.00 2.08 .96 -20 -.55
Change
Role Strain from Direct Care 1.00-5.00 1.00-5.00 2.46 .83 83+ 70
Role Strain from Managed Care 1.00-5.00 1.00-5.00 241 .94 .68** .38
Role Strain from (7 items) 0.00-4.00 0.00-4.00 1.64 .94 .19 -.45
Lack of Resources (5 items) 0.00-4.00 2.00 1.07 -10 -.86
Role Strain from Worry 0.00-4.00 0.00-4.00 2.20 .87 =27 -.36
Role Strain from Role Conflict 0.00-4.00 0.00-4.00 1.51 1.07 .20 -1.05%
Role Strain from Economic Burden 0.00-4.00 0.00-4.00 1.28 1.10 45 - 93*
Role Strain from Mismatched 0.00-1.00 0.00-1.00 A5 33 .06 -1.07%*
Expectations
Role Strain from Miuchi 0.00-4.00 0.00-3.29 1.03 .60 1% | 1.44%*
Relationships
Role Strain from Communication 0.00-4.00 0.00-4.00 1.72 1.16 24 -.82
Problems
Global Strain 0.00-4.00 0.00-4.00 1.97 .86 -.15 -.36
Role Strain from Increased Tension 0.00-4.00 0.00-4.00 195 1.08 =01 -.93*
Role Strain from Feeling of Being 0.00-4.00 0.00-4.00 1.11 1.05 T3 ¥ -.50
Manipulated
Rewards of Meaning (4 items) 0.00-4.00 0.00-4.00 2.06 1.07 05 -.94%
Rewards of Learning (3 items) 0.00-4.00 0.00-4.00 2.44 1.06 =31 -.90*
Rewards from Other People 0.00-4.00 0.00-4.00 1.42 1.16 57 -.86
Social Desirability 0-13 0.00-13.00 8.02 3.08 -54 -.13

*¥*p<.01. **p<.001.
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Organization of Tables for Scale Correlations
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Nature of Positive Aspects | Caregiver Role Caregiver’s
Caregiving Role | of Caregiving Strain Health Status
N): P): (S): (H):
3 scales 5 scales 12 scales 6 scales
Nature of
Caregiving Role NxN NxP NxS NxH
(N): (Table 6) (Table 10) (Table 10) (Table 10)
3 scales
Positive Aspects
of Caregiving PxP PxS$S PxH
®): (Table 7) (Table 10) (Table 10)
5 scales
Caregiver Role
Strain SxS SxH
(S): (Table 8) (Table 10)
12 scales
Caregiver’s
Health Status HxH
H): (Table 9)
6 scales
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Table 12
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Summary of Correlations between the Caregiving Scales and the Social Desirability Scale

Social Desirability
Amount of Direct Care .05
Amount of Managed Care -.02
Amount of Communication Problems -.03
Predictability of the Caregiving Stituation .04
Amount of Negative Life Style Change - 17*
Mutuality .07
Preparedness for Caregiving . 3G%¥
Rewards of Meaning .18
Rewards of Learning 16
Rewards from Other People .09
Caregiver Health - Medical Problem - 19**
Caregiver Health - System Problem -.15%
RAND Physical Function .03
RAND Fatigue i
RAND Emotional Well-being 25%%
RAND General Health .14

*p<.05. **p< .0l
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Table 12

Summary of Correlations between the Caregiving Scales and the Social Desirability Scale (cont.)

Social Desirability

Worry -.07
Economic Burden -.11
Lack of Resourcese (5 items) -.14

(7 items) -.15%
Direct Care -12
Managed Care -.07
Communication Problems -.02
Role Conflict

-.03

Mismatched Expectation
Incresed Tension - 22%%*
Feelings to Being Manipulated -11*
Interpersonal Relationships within Miuchi -.08
Global Strain -2]1%*

Xa<485 "¢p< 01,
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Appendix A

Support for the Content Verification in Japanese Data Bits



Concepts Identified in the Unite States

Concepts

Examples of Data Bits

Mutuality
Affective Closeness

Shared Value

Shared Pleasurable
Activities

Reciprocity

"I try to watch my mother-in-law's face and listen. She
does not open her heart yet but I can understand more
about her feelings." (N-33)

"My mother-in-law became off her guard." (P-45)

"I think things like close touch of heart to heart can get
through to my mother-in-law if I talk repeatedly."
(B-49)

"Because there are problems of in-law relationship with
my mother-in-law and emotional conflict with

relatives, I decide to be just a hired caregiver." (M-40)
(Luck of Mutuality)

“My father likes the fine art very much and it make
him happy. He said the fine art make people feel
warmth. I think so too.” (T-181)

"My dear wife, you must be very tired. --- When she
likes a dishes she pleased and said good. --- We sing
together. Her voice is pretty. I praise it. She looks like
happy. It is pleasurable moment for us." (Q56)

"My son and I were surprise when my mother-in-law
said a joke and laugh. Then we all laugh together."

(B-50)
“I sing a song, songs my mother-in-law knows. She is
quiet if she can hear my voice. When I sing, my

mother-in-law beat time with her hand.” (B-48)

"My mother-in-law said thank you to me once." (B-50)



Concepts Identified in the Unite States (cont.)

Concepts

Examples of Data Bits

Preparedness for
Caregiving

Predictability of the
Caregiving Situation

"Before I started live with my mother-in-law, I read
several books about dementia to know process of
illness and key points of caregiving. I had pre-
knowledge about caregiving through support group.
These make caregiving a little easier.” (G-46)

"To talk with my mother-in-law, I collected information
about anything and everything of her past. Then I can
guess what she is talking about and we both do not need

upset." (R-58)

"Because I did not have any knowledge about dementia,
I did nothing but was twisted around him about in
bewilderment." (J-24) (Lack of Preparedness)

"Dressing my mother-in-law starts her right hand and
left leg. I watched when I assisted her to do. When I
help her now, I do the same way she did. Need to think
some good devices to help her even just dressing. Once
I know her way, it becomes bit easier." (B-37)

"Everything in our house are in the same place as my
mother-in-law was using. She sits the same place. I sit
the same place where is the left side of her. When we
get up in the morning, change water of flower vase at
the family Buddhist altar and recite a short sutra. Then
eat breakfast. After finish her toilet, clean rooms and
do laundry. Then, go grocery shopping with her.
Everything are the same order." (M-40)

"Even for my demented mother-in-law, there is a
rhythm in her life to a certain extent. If a caregiver can
live to this rhythm, caregiving will be a little easier."

(B-81)
"My mother-in-law's condition is amazingly up and
down. It is very difficult because she changes like a

cat's eye." (M-75)

“It 1s continuous surprise, everyday is new.” (B-12)



Concepts Identified in the Unite States (cont.)

Concepts

Examples of Data Bits

Amount of Negative
Life Style Change

Rewards
Rewards of Meaning

Rewards of Learning

Financial Rewards

“When I am writing a letter or reading a book, my
mother-in-law makes sound around me. I don’t have
any free time.” (B-122)

“I want to do things I want as much as I can, so I get up
earlier and do everything in the morning if T have
something I want to do that day.” (C-142)

"Because my mother-in-law look for me always, I sing
a song all the time. She sits down calmly and is
smiling." (B-48)

"My mother-in-law said thank you to me once. Even
though it is only once, it make my heart full of
pleasure." (B-50)

"It is difficult everyday to do caregiving , but it is my
IKIGAI (worth living, something live for)." (Q-56)

“Because my mother-in-law had dementia, I could find
meaning in my life.” (G-251)

"I learned through caregiving experiences about how
much a person's life is important." (Q-56)

"I learned through this experience about how to take
care." (R-58)

“Through this experience, I learn about not only how to
take care of someone but also life -- view toward a
person.” (0-149)

“Sometime people talk about an inheritance, Even I
can receive something like a that, I would not do
caregiving for that. If money is a reason to take care of
my mother-in-law, I would have sent her to nursing
home for a long time ago.” (C-123)



Concepts Identified in the Unite States (cont.)

Concepts

Examples of Data Bits

Caregiver Role Strain from ...
Direct Care

"(Mother-in-law has incontinence.) I clean up every
time, every day, day and night. My back becomes so
painful and I cry." (N-70)

"My mother-in-law has abnormal behaviors such as
forgetfulness, repeated same questions, play with fire,
unable to differentiate own belongings and others. I
quit my job because I was continuously irritated and

upset." (B-16)

"My mother-in-law's story went round in circles, I
became angry and went out a room." (M-40)

"My mother-in-law likes to go out and cannot come
back. --- Because she goes out as fancy led her I do not
know where I should look for her when she goes out. I
become tired and almost collapsed." (U-88)

“One night, my father-in-law came into my bed. I was
just so shock first, then I shouted to him.” (F-98)

“My mother-in-law often just wonders off, anytime, so
I can’t leave her.” (U-88)

“I had hard time to convince my mother-in-law to take
abath.” (G-91)



Concepts Identified in the Unite States (cont.)

Concepts

Examples of Data Bits

Lack of Resources

Economic Burden

"My husband is at home only in the morning and at
night, so he cannot understand about my mother-in-
law's dementia through my report to him. He becomes
looking displeased because he thinks I am listing her
faults." (B-16)

"T was awakened many times during night by my father-
in-law. He shook a door and said he want go out. I
sometimes walked outside with him in the middie of
the night. I could not sleep nor rest." (J-92)

“My husband becomes angry if I talked about my
father-in-law’s problems. I didn’t have anyone I can
ask advice or even talk to.” (E-15)

“No help at all from my mother-in-law’s family. They
didn’t take her to their home, they didn’t clean her
room, even once.” (I-114)

"My husband said to buy anything needs for my
mother-in-law's care, but I cannot do so because we do
not know how long it continues."

“I don’t know how much more money we need to care
for my mother-in-law and how long this situation
continues. We need save money for my children’s
education, too.” (N-227)

"If my mother-in-law becomes unable to walk, how can
I give her bath." (N-132)

"T am anxious if I do not think about (plan for) the
future." (G-86)

I was anxious about what going on inside of mother-in-
law." (G-19)



Concepts Identified in the Unite States (cont.)

Concepts

Examples of Data Bits

Communication Problems

Role Conflict

"My mother-in-law's first symptom was aphasia. She
was very irritated because she could not understand
other persons' words. I was at a loss what to do
because I could not understand her." (R-58)

"It is difficult most for my wife when my mother's
words are not understandable. For example, my mother
said Tt -- from behind is water. Bring it.' It is
reasonable that my wife becomes tearful. --- Because
my mother cannot understand words, she became
persecution complex. She said 'you are talking bad
things about me.' and would not listen to reason."

(R-58)

"Inconvenience of that a caregiver's words can not
reach a care receiver is difficult more than I could
imagine." (N-132)

“I felt, not only my father but also everybody (all family
members) expect me to do everything they want. They
don’t aware that I have a job, too.” (T-1)

“I wanted to run away, once, because I was so tired to
being between caregiving, my job, husband, and
children.” (I114)

“I couldn’t spend as much time as I want with my
children because it takes a time to care for my mother-
in-law. I’'m sorry for my children.” (0-34)

“My father loves my daughter, she is his first
grandchild, so sometimes my daughter became a
caregiver. But she had hard time to find a study time
for her entrance exam to university.” (T-118)

“It was the most difficult to bring my mother and my
children.” (H-133)



Concepts Identified in the Unite States (cont.)

Concepts

Examples of Data Bits

Mismatched Expectation

Increase Tension

Feelings of Being
Manipulated

Global Strain

“I felt, not only my father but also everybody (all family
members) expect me to do everything they want. They
don’t aware that I have a job, too.” (T-114)

“I cannot ask my husband or my children to do my
father’s personal care. So, I need to do, there is no
choice, but I feel frustration. Sometime I wonder
whether I should do it. My father can do many things,
even it takes time, but I cannot wait him.” (T-3)

"My father-in-law makes a big fuss about his money
and belongings were stolen, and talks to guests about it
plausibly. He would not listen to my explanation.”

(F-16)

"My husband was looking displeased when I talked
about father-in-law. We argue a lot. I did not know
where I can go to." (E-15)

“I didn’t know anything about dementia. I felt that my

father-in-law lead my around by the nose. It was so
hard.” (J-24)

“My father works me very hard. He said ‘right’ first,
then before I finish it he would say ‘left’. I am running
around him.” (T-2)

“Because I can’t leave my mother at all, T feel I’'m
locked up on the house.” (N-12)



New Concepts

Concepts

Examples of Data Bits

Caregiver Role Strain
from Relationships with
Other Family Members

Rewards from
Other People

"Because I am in-law, I could not comment
presumptuously about their (husband and his family)
decision.” (G-19)

"I had hard time to be between my husband and sister-
in-law. I cannot sleep with father-in-law even though it
is calm him down because I am in-law and he is a
man." (J-31)

"Because there are problems of in-law relationship with
my mother-in-law and emotional conflict with
relatives, I decide to be just a hired caregiver." (M-40)

“I worked very hard, I think, but other people can not
understand and they make a comment about what I am
doing.” (F-115)

“I sometimes become so angry because other relative’s
criticism.” (M-115)

“If someone in my husband’s family show me their
kindness, even once, I can continue to take care of my
mother-in-law, but .....” (N-240)

“T am so sad to hear that my wife’s brothers criticize
her being dementia.” (N-203)

"After my mother-in-law seems to understand where
she is taken care of, my sister-in-law's criticism was
gone. Through this experience, our relationships
became good now." (N-132)

“When I become angry and irritate, 1 call my sister and
vent my feelings on her. She always said ‘I know,
I know.’ It help me.” (B-121)

“I felt so relief when our home doctor said that I have
been caring my mother-in-law so good.” (0-55)



Appendix B

Content Validity Questionnaire



CONTENT VALIDITY

Instructions:
This questionnaire aims to measure central and related concepts of family caregiving for
elderly persons. You are asked to look at the items in the questionnaire and tell if they seem to

measure the caregiving concepts.
The questionnaire was divided into three groups, Group A, Group B, and Group C.

Group A includes core concepts of family caregiving on pages 11, 16-17, 19-22, and Q4 and
Q5 on page 23. For each concept, you will given a concept label and definition. Then you will be
asked to answer five questions for each concept. The response sheets with a concept label and
definition are provided. The five questions are:

D Do the label and definition fit the whole set of items?

2) For each item, does it belong to the label and definition?

3) Is there any item that does not fit Japanese caregivers of elderly persons? (e.g.,
culturally not appropriate)

4) Is the wording of any item unclear?

5) Is there anything left out?

Group B includes concepts of family caregiving on pages 4-10, 13-15, 18, and 23 except Q4
and Q5. You will given each concept with a label and definition. Then five questions for each set of
items will be asked. The five questions are:

1) Do the label and definition fit the whole set of items?

2) Is there any item that does not fit the label and definition?

3) Ls there any item that does not fit Japanese caregivers of elderly persons?
4) Is the wording of any item unclear?

5) Is there anything left out?

Group C includes sets of items on all pages other than the pages listed above. You will be
asked three questions for each set of items. The three questions are:

1 Is the wording of any item unclear?
2) Is there any item that does not fit Japanese caregivers of elderly persons?
3) Is there anything left out?

Each response sheet has the page number of the questionnaire so that you can match each
concept and items that belong together.



RESPONSE SHEET FOR GROUP A SCALES

Page Number(s) in the questionnaire:
Concept Label:
Definition of Concept:

Question #1: Read the concept label and definition above. Then read all items on the designated
page(s). Do the label and definition generally fit the whole set of items? Answer once for the entire
set.

The concept label and definition fit the whole set of items.....

Very well ..., 4
Pretty well..........cccooeverunnnec. 3
Nottoowell ........coovvvreeennne. 2
Notatall ....ccooovvveiiieeeennns 1

Question #2: For each item, does it belong to the label and definition? Circle YES or NO next to
each item number on this response sheet.

Item # Does this item belong to the label and definition? Comments?

1 Yes, it belongs. No, it does not belong.
2 Yes, it belongs. No, it does not belong.
3 Yes, it belongs. No, it does not belong.
4

Yes, it belongs. No, it does not belong.

Question #3: Is there any item that does NOT fit Japanese caregivers of elderly persons?

All items fit Japanese caregivers ...... 1 If items do not fit, which items and how?
Some items do not fit....................... 0

All items are clear.........ccoceeveeennnnn., 1 If items are unclear, which items?
Question #5: Is anything left off the list of items that you think should be there?

Any other comments about the concept label, definition, and items?



RESPONSE SHEET FOR GROUP B SCALES

Page Number(s) in the questionnaire:
Concept Label:
Definition of Concept:

Question #1: Read the concept label and definition above. Then read all items on the designated
page(s). Do the label and definition generally fit the whole set of items? Answer once for the entire
set.

The concept label and definition fit the whole set of items.....

Verywell ... 4
Pretty well..........o.oooveeneene. 3
Nottoowell ..o 2
Notatall .........oooevveennn. 1

Question #2: Is there any item that does NOT fit the concept label and definition?

All items fit the concept label
and definition..................... 1 If items do not fit, which items and how?
Some items do not fit........................ 0

Question #3: [s there any item that does NOT fit Japanese caregivers of elderly persons?

All items fit Japanese caregivers ...... 1 If items do not fit, which items and how?
Some items donot fit....................... 0

All items areclear............................. 1 If items are unclear, which items?

Question #5: Is anything left off the list of items that you think should be there?

Any other comments about the concept label, definition, and items?



RESPONSE SHEET FOR GROUP C SCALES

Page Number(s) in the questionnaire:

Content of the page:

Question #1: Is the wording of any item unclear?

All items are clear.................coo......... 1 If items are unclear, which items?

Question #2: [s there any item that does NOT fit Japanese caregivers of elderly persons?

All items fit Japanese caregivers ...... 1 If items do not fit, which items and how?
Some items donot fit....................... 0

Question #3: Is anything left off the list of items that you think should be there?

Any other comments about the concept label, definition, and items?
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Appendix C

The Japanese Family Caregiving Inventory



Japanese
Family
Caregiving
Inventory



Purpose

These questions are designed for people who assist a relative or friend who has
health or memory problems. In these questions, we use the term family member to
refer to the relative or friend who has health or memory problems.

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

Directions

It should take about 1 1/2 hours to answer these questions. You may want to take
two or three blocks of time to complete it.

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

I would like to know approximately how long it takes you to answer these questions. If
you could keep a rough estimate of the time, it would be useful to me in my future
study. If you take breaks, just subtract that time out.

When you are done with these questions, please return it to me in the enclosed
stamped envelope. If you have any comments on any specific questions, feel free to
write in the blank space around the questions, on the back cover, or on other sheets
of paper.

Your role as a caregiver

| will be asking you many detailed questions because | would like to have a good
picture of what you now do to help your family member,

In some questions, | use the term caregiver to refer to you. Although you may not
think of yourself as a caregiver, | use the term caregiver very broadly as someone
who helps a family member because of the family member’s health or memory
problems. The help a caregiver provides includes not only direct care but also giving
advice and to just being there to give support.

Some of the questions will not apply to you, but try to answer all that you can.
Questions?

If you have any questions about this questionnaire, please contact Iku Inoue at Kochi
Women's University, School of Nursing (Phone: 0888-73-7511).

We thank you for your thoughtful answers.




| YOU AND YOUR FAMILY MEMBER

Please tell us about you and your family member. If you are caring for more than one older |
person, please answer about one person who you are caring fro more. For all questions, either fill
in the blank or CIRCLE the answer that best describes you and your family member.

1. How old is your family member? | B. About how many years have you and
your family member known each other?
years
1 years
2. Is your family member female or male?

7. How many years total, if any, have you

FEMBIE ..o 0 lived with him or her?
Male ... 1
years
3.  What is your family member's current | |
marital status ? | 8. At this time, do you and your family
) member live in the same household?
Mamied ooisnsisinan | v 4
WIdOWR ... 2 st" G
Divorced .........oovooeevvvviviinrnnn 3 L aF
Never married...........c.............. 4 ' 8a.If NO, how far away do you live from your

family member?
4. With whom does your family member

live? ' (by car, by bus, by walk) |
Spouse ( ) Daughter ( ) minutes |
Son{( ) Daughter-in-law ( ) or
Son-in-law ( )  Grandchild ( ) km
Sibling ( ) Other relative ( )
Friend ( ) Live alone ( ) 9. How many rooms are there in the house
Other ( ) ' where your family member currently lives?

Please count all rooms except kitchen and
5. What is your relationship to the family storage.

member you are assisting?

You are ;is or her; ° rooms
W o 1 10. Does your family member have his or her
Husband............cocovevvieci 2 | own room?
BTl e g AT | B (= TOTTTT 1
1S To 1 [P 4 - N O s iia e e srenresssesne )
Daughter-in-law ....................... 5
SON-IN-EW ....ccoiisiniminiiiainan 6 .
Other relative .........cccccovverven . T
Neighbororfriend...................8
Other 9
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YOUR FAMILY MEMBER'S CURRENT SITUATION |

Because of health or memory problems, does

your family member NEED help with any of the

activities listed below? CIRCLE all that apply.

1.  Bathing or showering?
2. Dressing?

3. Eating?

4. Getting in and out of bed or chairs?

5 Walking?

6. Getting around outside?

7. Using the toilet, including getting to the

toilet?
. Preparing meals?
9. Shopping for personal items (such as
toilet items or medicines)?

10.  Managing money (such as keeping track
of expenses or paying bills)?
11.  Using the telephone?

12.  Doing light housework (like doing dishes,

straightening up, or light cleaning)?

13. Doing heavy housework (like scrubbing
floors or washing windows)?

14. Taking medication?

15.  Driving or taking a bus or taxi to where
he or she needs to go?

16. OQthers:

17. None of the above

18.

19.

Has your family member had any medical
diagnoses?

18a. If YES, what are they, and when did
each diagnosis occur?

Diagnisis Year Month

Have you or your family member received
any services from the government or your
community because of his or her health
or memory problems? For example,
mobile bath, home helper, respite care,
day care, meal delivery, renting
equipment such as hospital type bed or
wheel chair, financial aid for remodeling
house to meet his or her health needs.

NOo ..o D

JYES 1

19a. If YES, what kinds of services
have you received?

Page 2
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YOUR FAMILY MEMBER'S CURRENT SITUATION (cont.)

In the past week, on how many days did you personally need to deal with the following behavior
of your family member? (CIRCLE your answer.)

i in the past week, on how

many days did he or she: 0 Days 1-2 Days 3-4 Days 5-7 Days
Seem withdrawn and overly quiet? ................ 0 1-2 34 5-7 |
2. Act depressed or downhearted? ...............0 1-2 34 5-7
| 3. Appear to be not interested in other
' people or outside events?..............................0 1-2 34 5-7
4. Nottalkasmuchasusual? ........................... 0 1=2 34 5-7

| Now, We'd like to ask you some guestions about your family member's memory and the difficulty
he or she may have doing somethings. (CIRCLE your answer.)

' Not Just Can't
| How difficult is it for At All A Little  Fairly Very Do
' your family member to: Difficult Difficult Difficult Difficult At All
R 5. Remember recent events?................. 0 1 2 3 4
6. Know what day of the week it is? ....... 0 1 2 3
7. Remember his or her home
o o -y GRS RIRP . 1 2 3 4
8. Remember words? _......... e 0 1 2 3 4
| 9. Understand simple instructions? ... .. 0 1 2 3 4
10. Find his or her way around the
310 -~ 7 R, 1
11 Speak sentences? .........................0 1
| 12. Recognize people that he or she
[ RNCOBEY i s 0 1 2 3 4
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CAREGIVING ACTIVITIES LIST '

The next set of questions is very long. However, your answers are very important to us because
we want to have a really good idea about what you are now doing to take care of your family |
member. Sometimes helping someone is no problem, but for a number of people, giving this help
is very difficult to do, both physically and emotionally. '

Below is a list of types of help that may be given to a person who has health or memory
problems.

We would like for you to tell us whether you do each type of help and, if so, how it goes for you. :

For each guestion, Circle @ if you do NOT do that type of help or if your family member doesn't
have that problem, or Circle if you do that type of help.

If you circled YES, indicate how hard it is for you to do that type of help.
Please circle Very Hard (5), Pretty Hard @) Somewhat Hard (3), Not Too Hard (2), or Easy(1)

If YES, circle how hard
| it is for you to do that.
Some- Not
Do you do this type of help Very Pretty what Too |
for your family member? NO YES Hard Hard Hard Hard Easy

1. Do you do shopping and errands for
your family member? ............................... NO YES 5 & 3 2 1

2. Do you have to assist him or her with
' walking around the house? For example,
do you have to give him or her your arm

or get him or her a walker? .._................. NO YES 5 4 3 2 1
(3. Do you have to assist him or her with
_getting around outside the house?.............. NO YES 5 4 3 2 1
4. Do you have to keep one eye on him or
her to make sure he or she is safe? .......... NO YES 5 4 3 2 1 ’
'5. Do you assist him or her with his or her
medications or shots? ... NO YES 5 4 3 2 1
/6. Do you have to help him or her
with eating? .............coccceeiee.. NO YES 5 4 3 2 1
Do you protect him or her from falls? .........NO YES 5 4 3 2 1

&

Do you help make major decisions about
his or her health care — such as
surgery or a change in treatment? ............. NO YES 5 4 3 2 1
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CAREGIVING ACTIVITIES LIST (cont.)

Do you do this type of help
for your family member? NO

YES

If YES, circle how hard
it is for you to do that.
Some- Not

Very Pretty what Too
Hard Hard Hard Hard Easy

1
Eg.

15.

18,

10.

[11.

. Do you lift or transfer him or her from one

13

14.

17.

Do you try to keep him or her active and
involved in activities that he or she
IOV oo oo R NO

Do you keep the doctor informed about
changes in his or her health?............c.......... NO

Do you keep nurses and other health
care workers informed about changes in
his or her heatth?ND

YES

YES

YES

place to another? For example, do you
lift him or her out of a chair, or transfer
himor her fromabedtoachair?............... NO

Do you have to go with him or her as
he or she does shopping and errands?........ NO

Do you have to make sure he or she gets
the right amount of liquids? (Circle NO if
he or she can do that on his or her own.) .... NO

YES

YES

¥ES

Do you assist him or her with bathing,
washing, or taking a shower? ................... NO

Do you do any of the driving for your
family MBMDOIT ... i mimin s NO

Do you have to handle his or her paranoia
or suspiciousness? (Circle NO if he or
sm_dpes not have that problem.} ................ NO

|—

19.

20,

21.

YES

YES

YES

Do you take part in leisure activities with
your family member such as watching TV,
playing games, or listening to music)? ......... NO

Do you have to handle your family member's
crying spells? (Circle NO if he/she does
not have tha_t problem.) i NO

YES

YES

Do you have to meke sure he or she eats the
right amount or types of food? (Circle NO if
he or she can do that on his or her own.) ... NO

Do you have to clean up if he or she
has a bladder accidemt? .............ccoiivvriinnn. NO

YES

YES

5 < 3 2 1
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) If YES, circle how hard

CAREGIVING ACTIVITIES LIST (cont.) it is for you to do that.

Some= Not .
Do you do this type of help Very Pretty what Too '
for your family member? NO YES Hard Hard Hard Hard Easy

22. Do you do writing for him or her?
I (Circle NO if he or she can do that on
hisorherown.) ........ccooceevveeceeeiccccinnnnn... NO YES 5 4 3 2 1

23. Do you have to handle his or her yelling?
(Circle NO if he or she does not have
this problem.) ..........ccovvvviceicceeee.......NO YES 5 - 3 2 1

24, Do you have discussions with him or her
| about the future, the meaning and purpose
of life, or how he or she has lived his or

e — o =R 4 3 2 1
25. Do you cook or help prepare meals

forhimorher? ... ...cccceeeivvvieeivcceriveenn. NO YES 5 4 3 2 1
|26. Do you have to help him or her with bowel
' problems like constipation or diarrhea? .......NO YES 5 4 3 2 1

27. Do you have to listen to, and answer
questions that he or she asks over and

~_over again? ... vt NOOYES B 4 32 1
|28 Do you have tc help him or her on staws? .NO YES 5 4 3 2 1

29. Do you take care of his or her dentures
or brush hisorherteeth?......._............. . NO YES 5§ 4 3 2 1

130. Do you handle or manage medical
equipment or machines (such as oxygen, |
a feeding tube, IV equipment. or '

_ catheters)?... v NOYES 6 4 3 2 1
31. Do you help hlm or her get Iegal matter
| tekencare of?...............cccooccenee... .NO YES 5 4 3 2 1
!32. Do you have to manage his or her
problems with fatigue? ..................covviiniinns NO YES 5 4 3 2 1
33. Do you have to watch him or her in case
he or she wanders rs off?...oriiiiiii.. . NO YES 5 4 3 2 1 ||
34 Do you assist him or her with dressing |
. or undressing? ... cemisieissiessmeeneree N YES B 4 3 2 1
35. Do you keep other farniw members
informed about his or her health? ................ NQO YES 5 A 3 2 1
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CAREGIVING ACTIVITIES LIST (cont.)

Do you do this type of help
for your family member?

If YES, circle how hard |
it is for you to do that.

Some— Mot

Very Pretty what Too

NO YES Hard Hard Hard Hard Easy

|

43.

45.

47.

48,
49.

50.

36
37.
Isa
39.
40.

41.

42.

44,

Do you sit and spend time with him or
her? ..

Do you have to get up at mght to heip

your family member? ..
Do you have to help him or her with

emotional ups and downs?.................veeec.

Do you assist him or her with banking

OF DAY DS o i e s

Do you have to deal with his or her
unsafe driving? (Circle NO if he or she

does not have that problem.)....................

Do you have to handle situations when
he or she doesn't remember who or

where he or she i8?......ooo it

Do you have to check on or treat skin

problems that he orshe has? ...

Do you check in on him or her to make

sure he orshe is OK? ....ooooeevvmi

Do you have to handle his or her
hallucinations? (Circle NO if he or she

does not have this problem.) ..............c......

46.

Do you take him or her to see the doctor?...

Do you have fo protect him or her from
poisoning him or herself (e.g., taking too

much medication, household poisons)?.......

Do you take him or her to other places
such as to relatives' or friends' homes,

senior center, oroutto eat? ..o

Do you have to clean up when he or

she has a bowel accident? .................._.......

Do you check his or her skin and

apPlY IOONST ... e

Do you have to manage his or her
NBUBBAT ..o i m s

.NO YES 4 3 > i
_NO YES 4 3 2 .
NO YES 4 3 2 1|
NO YES 4 3 2 1 !
NO YES 4 3 2 1
NO YES 4 3 2 1
NO YES 4 3 2 -
NO YES 4 3 2 1
.NO YES 4 3 2 1
NO YES 3 1
|
NO YES 4 3 2 1
NO YES 4 3 2 .
NO YES 4 3 2 )
NO YES 4 3 2 1
_NO YES 4 3 2 1
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P— — —

= If YES, circle how hard

CAREGIVING ACTIVITIES LIST (cont.) it is for you to do that. .
Some— Mot
Do you do this type of help Very Pretty what Too [
for your family member? NO YES Hard Hard Hard Hard Easy |
51. Do you fix things and do odd jobs to |
maintain his or her house?...................... NO YES 5 4 3 2 1
;52. Do you have to halp him or her in going
| 10 18 DathroOM? ....wrmusmmssemmsrmarss NGO YES 5 B 3 2 1
E53. Do you change his or her bed linens? ....... NO YES 5 4 3 2 1
54. Do you have to watch out for and treat
infectionsin himorher? ... NO YES 5 4 3 2 1 |
55. Do you help him or her use the toilet |
OF DaOpBAY. i St N YES 5 4 3 2 1

56. Do you have to deal with him or her
because of problems related to

keys and locks for doors? ........................ NO YES 5 4 3 2 1 |
57. Do you have to make sure he or she
gats anough rest? . .c..uiivnminiinne.a. NO YES 5 4 3 2 1
58. Do you do things for him or her like
hold hands or rub his or her back? ............. NO YES 5 4 3 2 1
159, Do you have to help him or her with I
breathing problems? ............... oo NO YES 5 4 3 2 1|
60, Do you help him or her make F‘I"IEJOI‘ |
financial decisions? ...........civv et NO YES 5 4 3 2 1
61. Do you have to help him or her with tasks
that require fine motor control such as to
cut, to button, or to open jars? ................... NO YES 5 4 3 2 1
62. Do you have to handle his or her pain? ...... NO YES 5 - 3 2 1

|153. Do you have to handle his or her hitting
. or pushing people? (Circle NO if he or

‘ she does not have that problem.) ............ NO YES 5 4 3 2 1
64. Do you do light housekeeping for him
| or her? rscestssinisniesn e NOYES 5 4 3 2 1
|65. Do you have to watch out for problems

that he or she has with swelling?................ NO YES 5 4 3 2 1
‘55. Do you assist him or her with hair care

Or Shampoging? ..........coovvvvvviiieeeaerreeenn NO YES 5§ 4 3 2 1
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CAREGIVING ACTIVITIES LIST (cont.)

Do you do this type of help
for your family member?

NO

If YES, circle how hard
it is for you to do that.

Some- Not

Very Pretty what Too |
YES Hard Hard Hard Hard Easy |

167.

Do you help him or her to get gorng in

an activity? ... .. NO YES 5 E 3 2 1
68. Do you help your famtiy member use |

the PhONET ..o NO YES 5 4 3 2 1
'69. Do you have to handle his or her hiding

things and forgetting where he or she
_putthem? ... .NO YES 5 4 3 2 1
'70. Do you have to deal with his or her

agitation or restlessness? (Circle NO

if he or she does not have that problem.) ... NO YES 5 4 3 2 1
71. Do you have to handle his or her showing

sexual behavior or interests at the wrong

time or place?......o..ovoeeeieeeso NO YES 3 2 1
72. Doyoureadtohimorher? ... NO YES & 3 2 1
73. Do you have to monitor the number of

peaple who come to see him or her? ........... NO YES 5 4 3 2 1
74. Do you have to handle emergencies

related to his or her illness?..................NO YES 5 4 3 2 1
|?‘5. Do you help trim and take care of his or
|__her fingemails or toenails?...................... NO YES 5 4 3 2 1
76. Do you help to meet his or her spiritual

needs? (For example, do you arrange for

a priest to come, take him or her to grave,

or read religious book to him or her?) ......... NO YES & 4 3 2 1
77. Do you have to handle his or her swearing

or foul language? (Circle NO if he or she
' does not have that problem.) ................. NO YES & 4 3 2 1
78. Do you have to help him or her because
~ of problems with his or her_e_y_'esight?._.......-,_._I*_~I_Q YES 5 4 3 2 1
79. Do you have to help him or her because

of his or her slowness in moving?.............. NO YES 5 4 3 2 1
80. Do you have to clean up his or her portable

toilet (commode)? ... ... . NO YES 5 4 3 2 1
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CAREGIVING ACTIVITIES LIST (cont.)

Do you do this type of help
for your family member? NO

YES

Pretty what Too

If YES, circle how hard
it is for you to do that.

Some— Not

Hard Hard Easy

|
| Sometimes people who take care of a family

| member get extra help from a health or social
service agency.

1. Have you had to help your family member
by getting information from a doctor or
other professional? ...............cccoiviieciiieans NO

| 2. Have you contacted a health or social

service agency to find out if they had

a service that might assist in caring for
himorher? .......oecvieeiiicceirvicenne.. NO

| 3. Have you ever arrange for someone
| from a health or social service agency
toassisthimorher?..............cccooeevveeee... NO

4. Have you tried to get help for him or her
but have been unable to find someone?...... NO

| 5. Are there any other things you do for him
| or her because he or she has health or
memory problems? .........o.oooooooiiiiiiiin, NO

(Please describe)

YES

YES

YES

YES

| for you now;

1

6. Of the caregiving activities on pages 4 through 10, list the three that are the biggest problems

2)

3)
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EXTENT OF HELP

1. How many days in the past week did you spend time helping him or her? days

2. On the days you help your family member, about how many hours per day (including time you
get up at night) do you spend in helping him or her? hours

3. Altogether, how long has your family member needed exira help from you or someone else
because of health or memory problems?
years months

| 4. How long have you personally been involved in caregiving for your family member?

years months

‘ CAREGIVING PROBLEMS

|Sometimes people find that the following problems make it harder to give care to their family
member.

Nota Asmall Amoderate Abig A very big

' Has this been a problem for you? problem problem problem problem problem
1. Not having enough money ..................c........0 1 2 3 4
2. Your being too tired emotionally ....................0 1 2 3 4
3. Your being too tired physically....................... 0 1 2 3 4
4. Not having enough time ................c..oeooo..0 1 2 3 4
5. Not having enough help from other people ..... 0 1 2 3 4
6. Not having enough space in the home............0 1 2 3 4
7. Not having a separate room for him or her .....0 1 2 3 4
| 8. Decreased time you have for sleep ................ 0 i 2 3 4

9. Do you pay other people out of your own pocket to take care of your family member?
NO.......e........ e e e 0 —— (Go on to next page)

9a. If YES, how much of a financial burden is it? Would you say:

, MO8 BURBIT ..o ocinmminminssmsimig
B Ie DUNIER i i e
Someburden ... ...
PO OTDUNOeR oo s is s =
Overwhelming burden ................................

PN —=O
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HELP FROM OTHERS IN CARING FOR YOUR FAMILY MEMBER

On pages 3 through 9, we asked you questions about the kinds of thmgs you do to help your famrly
lmember Now we would like to know if other people have helped out in these activities.

HELP FROM PEOPLE WHOSE JOBIT IS HELP FROM FRIENDS AND NEIGHBORS

1.  How much help have people whose job it is 7. How much help have friends and neighbors
{such as a health professional, a paid helper) given to him or her? |
VR 10 your Tamiy membei® Noneatal ... .....0 (GotoQ.10)
Noneatall...........c.............. 0 (Goto Q. 4) Alittle ..o 1
A THHIE covosvesesesesssommnererenessrecssoness | SOME. ..o 2 |
SOMIE oo earsaerensseens 2 QU B0 e 3
Quite 8 bit ......... oo 3 A gree deal o 4 ,
Agreatdeal ..........ciiwiiiiccnn 4

2. About how many people whose job it is have 8.  About how many friends and neighbors have
helped out? (Number of helped out? {Number of
people) friends and neighbors)

3.  How happy are you with the help that people
whose job it is have given 7

8. How happy are you with the help that friends
and neighbors have given?

Very happy.....ooooooieinin 4 Very happy.......ccviviiniiinn, 4
Pretty Rappy ..o 3 Pretty happy........ccinen, 3
Somewhat happy and Somewhat happy and .

somewhat unhappy ........ 2 somewhat unhappy .............. 2 .
Pretty unhappy..................... 1 Pretty unhappy.........oocooo..... 1 '
Very unhappy ..o, 0 I Very unhappy ........ccovveeeeienee. 0

HELP FROM RELATIVES ‘ HELP NOT RECEIVED
4. How much help have relatives given to him or 10. Is there a person you thought would help you

her? more in caring for your family member, but
None at all.........coccooooro. 0 (GotoQ.7) who has not done 207
T Ty, MO s 0 |
SOME .o B D - 1 ]
Quite @ bit ..o 3 ‘ \[v_ !
Agreatdeal ........coccviievnnn. 4 10a. If YES, how upsetting has it been for you that |

thi t hel d?
5. About how many relatives have helped out? = person-hes not helped s you axpedte

(Number of relatives} Mot at all upsetting ............... 0
; A little upsetting ................ 1
6. How happy are you with the help that :
: : Somewhat upsetting ............. 2
-
relatives have given Quite upsetting .....ccceeeeernnns 3
Very RappY ... 4 | Extremely upsetting .............. 4

Somewhat happy and
somewhat unhappy........ 2

Pretty unhappy .........ccooeevennn. 1

VEry Unhappy.......cocveivverennnn, .0

— - s }

Pretty happy.......cccoccviiciivnnin 3 ‘
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AREAS OF CONCERN
We would like to know how much you worry about each of the items listed below.
| Not A Quite A great
 How much do you worry about. .. atall litle Some a bit deal
1. your family member's health condition?..............0 1 2 3 “
2. obtaining enough help for the things you
. can'tdofor himorher? ........ooocoooiviviiiennnn . 0 1 2 3 4
3. his or her mood or state of mind? .............cooenen.. 0 1 2 3
4. financial problems related to his or her care? ... 0 1 2 3 4
5. your ability to continue taking care of him -'
or her because of your own health? ..................... 0 1 2 3 4
|6.  what immidiate family members think about
you and YOur Caregiving? -......ccociooverermireenessinress 0 1 2 3 4
7. safety when he or she uses the stove? ................0 1 2 3
8. how you can go on if he or she gets worse?......... 0 1 2 4
9. having to leave him or her alone when you
' 0 out? (If you never leave him or her alone, [
If you had to go out and leave him or her
____alone, how much would you worry?) ......cc..ccc.... .. 0 1 2 3 4
10. his or her safety because of traffic problems? ... 0 1 2 3 4
T VOUF oW TUTET .oiosmmamanmarmmane w0 1 2 3 4
| 12. the negative effects of taking care of him or
| heron the rest of your family? .....................cc..... O 1 2 3 4
13. who will take care of him or her if something
RAPPENS TOYOUT i it e O 1 2 3 4 |
14. having to make the decision about whether
| to put him or her into a nursing home? ................. 0 1 2 3 4
15, whether the care and advice you receive )
from doctors and nurses are adequate?............., 0 1 2 3 4
| 16. what your relatives think about you and your
GRS N i i emmemnrsanse ) 1 2 3 4
17. safety when he or she uses lawn, shop,
or other equipment? ............coccecevvvvrrveviirnenn. 0 1 2 3 4
18. the progression of his or her disease?................ 0 1 2 3 4
18. whether your caregiving situation will have |
a negative impact on your relationships with
other relatives? ............ocoverieeeiereeeee 1 2 3 4
20. safely because knives, scissors, or needles are
present in the home? .............c.ccoocevvcveeriiinninn, 0 1 2 3 4
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understand or talk with others.

COMMUNICATION

The next questions focus on communication between you and your family member. People
sometimes have hearing, speech, or memory problems that can interfere with how well they can ‘

have difficulty hearing?

problem make it hard you
care to him or her?

Notatall ............0 (GoontoQ.2)
A e i 1
SOOI 5 i s 2 Answer Q. 1a |
Quite a bit .................3
Agreatdeal ... .4
| 1a. To what extent does his or her hearing 3a.

to provide

1. To what extent does your family member | 3. To what extent does he or she have

difficulty with remembering or
understanding what is said? |

Notatall .................. 0 (GoontoQ.4)
Alittle ... 01

Ly . Answer Q. 3a
Quite a bit .................3

Agreatdeal .............. @

To what extent does his or her problem
with remembering or understanding what
is said make it hard for you to provide
care to him or her?

| care to him or her?

Notatall ... ... it 0
Aldittleianannnt
Some ..............o......... 2
Quite a bit .................3
Agreatdeal ... .. 4

Notatall oensnunal) .
Adittie sz Notatall...........ic0..0
Some .......oocoevviiieeinn 2 Ailittleoousanans 1
Quiteabit................3 Some ......ocoovieen 2
Agreatdeal ............. 4 Quite a bit ................ 3
r ‘ A greatdeal ............4
2. To what extent does he or she have 4. To what extent do you have difficulty
difficulty with speech? hearing?
| Notatall ...................0  (GoontoQ.3) ‘ Notatall .............0 (Goontonextpage)
B i ol 11 SPURPRP, |
Some ..o, 2 Answer Q. 2a o) [ T S 2 Answer Q. 4a
Quitea bit ......ccccvieiin. 3 Quite abit ................. 3
Agreatdeal ............ 4 ‘ Agreatdeal ... .4
2a. To what extent does his or her speech 4a. To what extent does your hearing problem

problem make it hard you to provide

make it hard for you to provide care to
him or her? |

Notatall ................... 0
PAG1 | [ TR |
SOMIR- it 2
Quitea bit .................3
Agreatdeal .............. 4
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YOUR PREPARATION FOR CAREGIVING

| We knowthat people may feelwell prepared for some aspects of giving careto another person, and notas
well prepared for other aspects. We would like to know howwell prepared you thinkyouaretodoeachof |
the following, even if you are not now doing that type of care.

Notat Nottoo Somewhat Pretty Very
all well well well well

prepared prepared prepared prepared prepared

| 1. Howwell prepared do you think you
are totake care of your family member's
physicalneeds? ... 0 1 2 3 <

2 Howwell prepared do you think you are
totake care of his orheremotional
= = o < SR ¢ 1 2 3 4

3. How well prepared do you think you are
tofind out about and setup services
| forhimorher? ..o maniin a0 1 2 3 4

4. How well prepared do you think you are
for the stress of caregiving? .................. 0 1 2 3 4

5 How well prepared do you think you are .
to make caregiving activities pleasant for
| both youand himorher?....................... 0 1 2 3 4

6. How well prepared do you think you are to
respond to and handle emergencies that
IVOINR RIMONRRI? i s O

|_u
s
€
N

| 7. How well prepared do you think you are
to get the help and information you need
from the health care system? ... 0 1 2 3 4

8. Overall, how well prepared do you think
youareto care for your family member? ... 0 1 2 3 4

—
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YOUR EVERYDAY LIFE

How predictable are your family
member's needs?

Not at all predictable ............ 0
Not too predictable............... 1
Somewhat predictable ......... 4
Pretty predictable ................. 3
Very predictable ................... 4

How predictable is your caregiving
routine, or the activities that you do for
your family member?

Not at ali predictable ............ 0
Not too predictable...... A 1
Somewhat predictable ......... 2
Pretty predictable................. 3
Very predictable ................... 4

How often is your routine unexpectedly
interrupted because of your family
member’'s problems?

METEE, v sengimmminis. magsimnsrbiti 0
PR e e 5 it i 1
Sometimes...........cccooveii 2
BTk [ (O 3
Always ...........coocoieee 4

How often does your day go pretty much
as you planned it or as you expected it to
go?

T S T 0
Rarely ....ooooveevivoiniaae 1
Sometimes...........ccc.ooe. 2
ClS B bt - e 3
Always ... 4

How much do you currently feel in
control of your life?

Not at all in control ............... 0
Incontrolallittle.................... 1
Somewhat in control ............ 2
Pretty much in control .......... 3
Very much in control ............ 4

How predictable is your current life
situation?

Not at all predictable ............ 0
Not too predictable............... 1
Somewhat predictable ......... 2
Pretty predictable.................. 3
Very predictable................... 4

Take a break here.

Page 16
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i
H

Not
To what extent... at all Some
1. s caring for your family member rewarding
FOF YO s irmmmssmamimimmsimmips s srssiraisisiwid 2
2. does caring for him or her help you understand
VO O BOINET s srrrensevrss e 2
3. does caring for him/her help you feel like you
are doing something importsnt? PPPSPTRTTRP ) 2
4. does caring for him or her help you understand
the situation of older people ingeneral? ..............0 2
5. does caring for him or her help you feel good
about yourself? ... T e PPN I § 2
6. do you feel glad to be a caregiver because
immediate family members look at you as an
. IMPOrtant PErSONT .......vvvvreeveiieseias e iaeiesreieae s 0 2
7. does caring for him or her help you show
others the importance of caregiving? ................... 0 2
8. does caring for him or her add meaning to
VORI - r s ercsimisnmpmammmmmpess i s s st 0] 2
9. does caring for him or her help you live more
comfortably financially than if you put him or
herin a nursing home? ................cocccccvii .0 2
10. does caring for him or her help your whole
family feel closer to one another? ........................0 2
| 11. does caring for him or her give you a sense
of accomplishment? ..., 0 2
12. do you feel glad to be a caregiver because other
relatives look at you as an important person? ......0 2
13. does caring for your family member help you feel
that you are giving back for all he or she has done

REWARDS OF CAREGIVING

We know that some people find aspects of their caregiving situation rewarding and others do
not. These questions is about things that you may or may not find rewarding because of
caring for your family member. There are no right or wrong answers to these questions.

Quite A great
a bit I
3 4

3 4

3 B 4 -
3 4

3 4

3 4

3 4

3 4

3 _

3 4

3 ) 4

3 4

3 4

Page 17
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To what extent...

|
'14. is caring for him or her rewarding for you because
it keeps him or her out of a nursing home? .............

| 15. is just "being there" for him or her rewarding you? ....

16. do you feel glad that you are the one who is

providing care to him or RBr? ..o caerens

117, does caring for him or her allow you to preserve

| IS OF her INLBEIALY R 5ot diinn i ravisnssanin e .

|' 18. do you understand more about the aging process

19. do you feel glad to be a caregiver because your
neighbors and friends look at you as an important

21. has helping him or her brought the two of you

22. have you personally grown as a result of being

because of CaregiVIiNg? ...t

PR BOI, i s s SR i S S E

20. is it rewarding to see the courage he or she has?.....

ClosertOgetNBIT il i iaiastiai e s Sraviie vaiie

== =T =T o SO

23. does caring for him or her help the relationship

24, is his or her appreciation a reward of caregiving
O O B o L s s

{25, have you learned a lot about health and iliness

between you and other relatives get better? .............

because of caregiving?..........cccceveeeiiee e

REWARDS OF CAREGIVING (cont.)
Not A Quite A great
atall little Some  a bit deal
.. 0 1 2 3
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
|
.. 0 1 2 3 4 |
0 1 2 3 4

Would you describe your thought?

26. Do you think caring for your family member give you any financial advantage or disadvantage?

Page 18
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YOUR ROLES f
These questions focus on the different roles you may have and the extent to which your caregiving
| interferes with these other roles. |
v
Check
To what extent does caring for your famiiy Not A Quite A great if not
imember interfere with your abilitytobe... atall little Some abit deal applic,
1. the kind of spouse or partner you think
you should be? ..., 0 1 3 4 0
2. the kind of parent you think you should be? ... 0 1 3 4 O
3. the kind of daughten’aon you think you
should be?... e e eoret ) 1 3 4 O
4. the kind of sister/brother you think you
should be?.......cc..coovvveeiviciceeceee 0 1 3 4 ]
5. the kind of grandparent you think you
should be?..... BT § 1 3 4 0
6. the kind of relative you think you should be
l to people other than those listed in Q1-Q5?... 0 1 3 4 a
7. the kind of friend you think you should be
tootherpeople? .............coooveviiviiei . O 1 3 4 |
8. the kind of worker you think you should be
outside the house? .............cciiiiciiiiiien... O 1 3 4 0
9. the kind of worker you think you should be
__around orin the house? .........ccocvvcicriencon. 0 1 3 4 0
| 10. the kind of student you think you should be? .. 0 1 3 4 O
11. active in your temple, church, or religious
circle in the way you think you should be? ... 0 1 3 4 0
112, active in the hobby group or the mmmumt:-,r
in the way you think you should be? .. ...0 1 3 4 a
13. goodtoyourself? ..............oooooeeii D 1 3 4 0
i_ - =
14. To what extent do your other responsibilities
interfere with your ability to care for your
family member in the way you would like to? .. 0 1 3 4 0
|

Page 19

Archbold & Stewart (1986, 1993)



YOU AND YOUR FAMILY MEMBER
|
Now we would like you to let us know how you and your family member feel about each other at
the current time.
Not A
atall little
‘1. Towhat extent do the two of you see
eye to eye? oo . | 1
2. How close do you feel to him or her? .................. 0 1
|3, How much do you enjoy sharing past
experiences with him or her? resssrsssanirrasssnrnnesrens O 1
4. How much does he or she express feelings of
appreciation for you and the things you do? ........ 0 1
5. How attached are youtohimorher?................... 0 1
6. How much does he or she help you? sisasisiniviiess L
'7. How much do you like to sit and talk
I WIER R OF BB conanssnnaanasasizssa0 1
8. How much love do you feel for him or her? ... 0 1
8. To what extent do the two of you share the
| same_vgluas?,........:......_...,..........._.._.-.,,.._,.......... 0 T
10. When you really need it, how much does he
or she comfort You? ..o, ks 0 1
[| 11. How much do the two of you laugh together?...... 0 1
12. How much do you confide in himor her? ... 0 1
' 13. How much emotional support does he or she
| GIVE YOUT ot cisness s 1
14. To what extent do you enjoy the time the two
of you spend together? ._._.............ccoeveeieeii . 0 1
' 15. How often does he or she express feelings of
- warmth toward you? ... ... D 1

|
Quite A great
Some a bit deal

2 3 4
2 3 4{
2 3 4
2 3 4|
2 3 4
5 3 4
2 3 4
2 3 4
2 3 4
o 3 s |
2 3 4
2 3 4
2 3 4
|
2 3 4

Page20
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YOUR REACTIONS TO HELPING YOUR FAMILY MEMBER

. Is there some kind of help you think you

should give to your family member that
you are not able to give him or her?

NO. e 0
Yes, ey R
Unsure . ......oovviiiviirei . =B

Are there things you do for your family
member that, after you've done them, you
think “It's not really my place to do that"?

MO e 0
Yes. I, |
EINBU i s =5

Are there things that your family member
tries to do for him or herself that you think
he or she should let you help with?

No... 0
YO8 vrairemnirransnssraenssnsamssanios 1
Unsure -8

. Are there things that you do for your family

member that you think he or she should try
to do for himself or herself?

MO s D
YeS i
UL s i o o8

. How often do you feel your family member

expects too much from you?

Never. ......ooooovvvireeeiiin, 0
Hamly ... smmnnnasnns 1
Sometimes...........cooev. 2
Much of the time .................. 3
POV s siin 4

How often do you feel that immediate family
members do not understand what it is like
for you to be a caregiver?

L == Rt S SO | |
Rarely ........ccoooivevvenviiiienninn 1
Sometimes.......................... 2
Much of the time ................. 3
Aways......cooocoooooo... 4

T-

How often do you feel that other rela-
tives do not understand what it is like for
you to be a caregiver?

Never ... ... 0
Rarely ...............o.... 1
sometimes................2
Much of the time ........3
Always ... 4

Isthere some help that your family member
needs that is difficult for you to provide
becauseitis embarassing for either you or
him or her?

N0

sl/— h <= T . |

8a. If YES, how much stress does
this embarassment cause you?

Notatall ...z 0
Alittle ......................1
SOME .vvveeeiccnre 2
Quiteabit..................3
Agreatdeal .............. &

At this time, do you provide care for one or
more ill persons other than him or her?

MO smssasmannssD

9a. If YES, could you please describe
this situation and the kind of help
you give?

Page 21
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YOUR REACTIONS TO HELPING YOUR FAMILY MEMBER

Now we would like to know whether assisting and having other contact with your family member
has negatively affected your life.

Not A A A great
Has assisting your family member... atall little Moderately lot deal
decreased the time you have to yourself? ........... 0 1 2 3 4
| 2. increased the stress in your relationship with
himiherdcasssesananannnannaisiasacza 1 2 3
3. restricted personal privacy? ... 0 1 2 3
4. increased attempts by him/her to manipulate
| YOU? s cucnmanmansmnsisisrsmasnsammsimmssanm 0 1 2 3 4
5. decreased the time you have to spend in
recreational activities? .........coccvceciiiiniciicciin. 0 1 2 3 4
6. increased the number of unreasonable requests
eI OF YOUR < cnusnisnastinmmiimasissiaa 0 1 2 3 4
7. addedtensiontoyourlife? .. .................coccecee0n. 0 1 2 3 4

8. restricted the vacation activities and trips
VOUIBKE? o nsnmrenaanniaaansn O 1 2 3 4

9. increased the nervousness and depression
you have concerning your relationship

With' hinV R il a0 1 2 3 <
10. added to your feelings that you are being taken
advantage of? .......ccocceeiiiiisiiiiiii i veesienn. O 1 2 3 4
11. reduced the time you have to do your own
work and daily chores?. ............ooveviiveiiceei 0 1 2 3 4
| 12. Increased demands made by him/her that are
over and above what he/she needs?................... 0 1 2 3 4
13. increased your anxiety about things? .................. 0 1 2 3 4
14. decreased the time you have for friends and
other relatives?.............cococoveeeicviiiieeceieeiennnn. 0 1 2 3 4
15. decreased the money available to meet the rest
ll Of YOUr @XPENSEST ......oeevecivvreecraiiersineeeresseiiinnnnnn. 0O 1 2 3 4
L

|
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YOUR OVERALL EXPERIENCE

1. From our discussions with many caregivers,

we know that for some people, caregiving is
very confining, while for others, it is not.
How confined do you feel because of all the
caregiving things you do for your family
member?

Not at all confined ........cc.ccocceevieeien. 0
Confined a little ..........oooiveviinieciinins 1
Somewhat confined..............oceoeei 2
Confited a 1ot ... 3
Extremely confined...................... E

. How often would you say that taking care of
your family member is very difficult?

RATIY csvciasmsrsmismavarnss
Sometimes ....coocveiviiiiiicieriiiiiiiiiani 2
Much of the time..........coooeiiiii . 3
RPNBYE: o eansssamniisiiia a4

. How much stress do you feel because of all
your obligations, including taking care of your
family member?

O SHEBE g 0
Verylittle stress...........cccovvveccnvnen 1
SOME SIOSBE ..\covviiismisiiie s a2
Aok OE SeBEs s 8
Overwhelming stress ...........c..ccoo..... 4

. How much stress do you feel because
immediate family members do not accept
the way you are providing care?

Nostress........coeeeevveeei. 0

Very little Stress .........ciocciiiiiiincivannis 1
SOME SreSS .o iirciiia it s 2
Alot of Stress v 3
Overwhelming stress.................. 4

How much stress do you feel because other
relatives do not accept the way you are
providing care?
MO BIOBE s s ssisiasini 1
Very littfle stress_.............................1
SOME SITESS ..o, 2
Alotofstress ...............cccoce i, 3
Overwhelming stress ..o, 4

patient in caring for your family member?
NeVEr ... v e e O

BRATBHY: i ovisnmsmovronisisrevsimiis s sisiyin |
SOMBtMESL i i sty 2
Most of the time....coovevvveveiiiiiiviiren 3

7. In the balance, would you say that the

positive aspects of caring for your family
member outweigh the negative, that the
negative aspects outweigh the positive, or
that the positive and negative aspects are
about equal?

Positive outweighs the negative

IOt 4
Positive outweighs the negative

somewhat... ... .. ... .. ....3
Positive and negative are about

CURT -0 isvvsismsin s sisavsip, 2
Negative outweighs the positive

somewhat. ...............ocoooocue. 1
Negative outweighs the positive

BAOE i skt 0

. The needs of people who are receiving care

change with time as do yours. Would you

say that, as time goes on, giving care to your

family member has:
Become much easier foryou............4

Become somewhat easier for you ..... 3

Stayed about the same for you.......... 2

Become somewhat more difficult
foryou............. 1

Become much more difficult for you .. 0

. What if your family member 's care needs

increase? How confident are you that you
would be able to provide more care than you
are doing now?

Not at all confident ... ... ... ... .0
Nottoo confident ..o 1
Somewhat confident._.......................2
Pretty confident ........................ S— 3
Very confident ...........ccooceeiiiiiiiiinnnnnn 4

6. How much of the time do you feel you are |

Archbold & Stewart (1986, 1991)




YOUR HEALTH

How many times during the past week did 4.  During the past 12 months, how many |
you make sure you got some exercise, for separate times were you admitted as a |
example, taking a walk? patient in a hospital? :

18] = SN
ONSHMG - canammenrm i e
TWOUMES e,

Threa timeS ... iissie e
Fourormore imes.........ccoceeeivveeennne.

BN 2O
3
L3
=
:
L

Over6times ......ccooovvoeveeinninn 4

How often do you eat a balanced diet? 5. During the past 6 months, how many
separate times did you visit 3 medical
Everyday.........oocoooiiiiiiiiiiiiiinininnnn. 4 doctor or clinic?

MOBEABYS R s 3

SOMB GAYE ...ocvimivamessinsvimmbcuiaiims
NV o s

O —= M
@]
=
&

Overgtimes ... &

How often do you take pills to help you 6. During the past year, how many times
sleep or for your nerves? have you felt like going for medical care
or follow-up, but did not because of your
N i i et ne e aremy s samns caregiving and other responsibilities?
Onceaweekorless ...
Several days each week ............_... ..
EVEIY OBV s s e
More than once aday ...........c..........

—

None............... R T je ST L
e B
46 BINES vnississimiscsinaiiins s mnais
Over6times .....oooveeeivvieiiiiee,

oW M

BN = O

Stewart & Archbold, 1-3, 6(1986, 1994
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| YOUR HEALTH (cont.)
| Some caregivers have the following health problems. If you DO NOT have the problem, CIRCLE

| MO If you DO have the problem, CIRCLE(YES) and then indicate how much the problem bothers
‘ you by circling (D= Not At All, (2)= A Little, 3)= Some, or @= A Lot |
If YES, CIRCLE how much the |
' probiem bothers you.
| During the past 4 weeks, have Not A
you had a problem with your: NO YES at all little Some Alot
1. BaeKorhip? o csuinsaiamnmnn NO YES 1 2 3 4
T Y P NO YES 1 2 3 4
3. Feetorlegs? et NO - YES 1 2 3 4
4. Hands or ams? ...c..iuiiiimnniiiie. NO YES 1 2 3 4
5. Shoulderorneck..........cccoceeveeceriveeeerinnn, NO YES 1 2 3 4
6. Hearingorears? ... NO_YES 1 2 3 4
i € N e e O S NO YES 1 2 3 4 |
8. Lungsorbreathing? .............ccoooveveerrvernnn. NO YES 1 2 3 4 !
8. Memory? .....ccorvvcvviieieisseceinreeeen. NO YES 1 2 3 4
10, Tooth-of deNUPEE?........sessasemsmsirs .....NO YES 1 2 3 4
| During the past 4 weeks, have you had:
11, DIZZINESST ..o NO YES 1 2 3 4
12. Fainting spells? ... NO YES 1 2 3 4 -
13.A G0l OF U v oo NO YES 1 2 3 4 |
' M Headaches? . aannim i NO YES 1 2 3 4
Al 15. Minor infections? ............occoeeiveiiino, NO YES 1 2 3 4
18. Pain?..’.'.'f.‘.‘.""""'1'_'.'_.'.":Z'."""""'.'.""""_" . NO L YES 1 _ - 3 4
17. Skin disorders (ulcers, severe iiching)? ... NO  YES 1 2 3 4
18. Stoman:i‘u or bowel problems? sz MO YES 1 2 3 4 J
19. Urinary problems? ...............ccceoeooeoo...., NO  YES 1 2 3 4
20.Afal?....... bttt sy o - NO ‘l_’ES 1 R 3 4
Do you have:
21, Arthritis or neuraigia? ...............c.c.e..c.........NO YES 1 2 3 4
22, CaNCBI? i i i NO.  YES 1 2 3 4
23. Arteriosclerosis or circulatory problems?...NO  YES i L .
24. Disbotes? ..........cminmmimnina MO YES 1 2 3 4 |
25. High blood pressure?..............coocvvoveeeneinin. NO YES 1 2 3 4
26. A psychiatric disorder?..................NO  YES 1 2 3 4
1 Have you had:
27. A recent fracture or injury? ...........ocooeeeenis, NO  YES 1 2 3 4
e T — NO YES 2 3 4
|| 29. Any other health problems?
| (Please specify) v NO - YES 1 2 3 4
Page2s e o SR 7 2 e T



YOUR HEALTH (cont.)

1. In general, would you say your health is I 2. Compared to one year ago, how would you

(Circle One Number): | rate your health in general now ? (Circle One
Number)

| Excellent... ...l
Ve Good 2 Much better now than one yearago ........... 1
i Somewhal better now than one year ago ... 2

Good i B
Fair 4 About the same ...........ccooeivviceo .. 3
|| Poor 5 Somewhat worse now than one year ago ..., 4
N Much worse now than one yearago........... 5

' The following items are about activities you might do during a typical day. Does your health now
limit YOU in these activities? If so, how much?

(Circle One Number on Each Line)
Yes,lam Yes,lam No, | am
Activities Limited Limited Not Limited
A Lot A Little At All

| 3. Vigorous activities, such as running, lifting

heavy objects, participating in strenuous sports .......... 1 2 3
4. Moderate activities, such as moving a table,
pushing a vacuum cleaner, bowling, or playing golf..... 1 2 3
5.  Lifting or carrying groceries e 2 3
6. Climbing several flights of stairs ..........._................1 2 3
7. Climbing one flight of Stairs ...............oooocoviooiii 4 2 3
| 8. Bending, kneeling or stoopipg_ﬁ...__.............._..i - 3
9. Walkingmorethanamile............................1 2 3
10. Walking several blocks .............ccoocooocovoovvii A 2 3
11. Walking onebk:_ck__1 2 3 -

| 12. Bathing or dressing yourself ... 1 2 3
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| YOUR HEALTH (cont.)

These questions are about how you feel and how things have been with you during the past 4
weeks. For each question, please give the one answer that comes closest to the way you have
| been feeling.
(Circle One Number on Each Line)

| Al Most A Good Some Alittle None

How much of the time during ofthe  ofthe  Bitof ofthe ofthe ofthe
the past 4 weeks... Time Time the Time Time Time Time
| 13. Did you feel full of pep?......oococvveecen 1 2 3 4 5 6
i 14. Have you been a very nervous person?... 1 2 3 4 5 6
| 15. Have you felt so down in the dumps that
nothlng could cheer you up? .......coocevvenrnnn 1 2 3 4 5 6
16. Have you felt calm and peaceful? ............ 1 2 3 4 5 6
17. Did you have a h:}tofenerg*,r?......_......._.._. 1 2 3 4 5 6
18. Have you felt downhearted and blue? ...... 1 2 3 4 5 6
| 19. Did you feelwornout? ... 1 2 3 4 5 6
20. Have you been a happy person?.............. 1 2 3 4 5 6
| 21. Did you feel tired? ....... 1 2 3 = 5 6

(Circle One Number on Each Line)

How true or false is each of Definitely Mostly Don't Mostly Definitely
following statements for you? True True Know False False

| 22. | seem to get sick a little easier than

other people ...
23. lamas ’i‘naaalth:,,r as anybody I know .. A
24. | expect my health to getworse......................
25, My health is excellent...........cccoccviiciirieninn.

4_,.f_.L
(% T S T % [ % |
e G 3 o
N O -
thon R h

| 26. During the past two months have you experienced a weight gain or loss of more than 2-3kg?
|

. Mtkssmimamsrmmaismssman 0 ——» (Go on to next page)
| Gained more than 2-3kg................ 1 —)’Ea. Were you trying to gain weight? |

Lost more than 2-3kg ..................... 2 | NO.....c.cc..... O

DO RBIOW - sisvssisssmsns i -8 | _Y_es_._: """""" LI _
'. -. 26b. Were you try'rng_to Ee weight?
|' NO s 0

TRE L cpvsanss 1
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|
CAREGIVER'S PERSONAL REACTION INVENTORY

Listed below are a number of statements concerning personal attitudes and traits. Read each |
item and decide whether the statement is true or false as it pertains to you personally. There are |
no "right" or "wrong" answer,

[
True False ‘
1. Itis sometimes hard for me to go on with my work if | am not encouraged. ... T F
2. | sometimes feel resentful when | don't get my way. ..o I T F '
3. On a few occasions, | have given up doing something because | though
too little of my ability. ..o T et ot N A
| 4. There have been times when | felt like rebelling against people in authority : J
even though | knew they were right. .............oooveoecvrieeo oo T F '
5. No matter who | am talking to, I'm always a good listener. ..o T F
6. There have been occasions when | took advantage of someone. .............. e ) E
7. I'm always willing to admit it when | make a mistake...........cccoooooeevo T F
8. |sometimes try to get even rather than forgive and forget. ..o T F
9. | am always courteous, even fo people who are disagreeable. R e | —F

| 10. 1 have never been irked when people expressed ideas very different from
Y OWIE s b s T ss e T F

11. There have been times when | was quite jealous of the good fortune

of others. bbb e ansanisase | F
12. | am sometimes irritated by people who ask favorsof me. ... T F
13. I have never deliberately said something that hurt someone's feelings....... ... T F
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TELL US ABOUT YOU

. In what year were you born? 19 | 8. Do you have children under age 18 living in
| your household or for whom you have
. Are you female or male? caregiving responsibilities? :
PRMBIS o nrmsrmsmimesmrssarrsii | NO oo
MIBIG :-comsvmsmsmammsmnmmng 2 FYES i

If YES, ,_Ba. How many?

. What is your current marital status? |
8b,  About how many hours I

Mamied PSR, | per week do you .
WIdOWE oo scoisismimmsimms s 2 spend in caring for them? |
Nevermarmed ..........ccccoveeveivveeernene. . 4 .
9. Which of the following four statements
. How many years in total did you go to ‘ describes your ability to get along on your
school? income?
| |
L lcan'tmakeendsmeet...................... 1 |
Ihavejustenough,nomore ..........._. 2
- Are you currently employed? | I have enough, with alittle extra
T O ' SOMBLIMBE iaimamnnmasan 3
No, lam looking foremployment ......... 2 |always have money leftover ............. 4 _.
No, Ineverhavebeenemployed ........... 3
No, | quit work because of my family | 10. What s the total amount of your yearly
member’s health condition ... 4 | household income? Please include
Yes, part-timeoron—call.................... 5 ' money from jobs, dividends, interest, net
R T . - income from a business, farm, rent, social
Other 7 security, and any other money income.
‘ Under$8,000 ........cooovooo
. What kind of work have you done most of B5,00089.990 ... .c.inimiminitiaiiing
your working life? $10,000-819.999 . ......ocoooooi
$20,000-829999 ...,

1
2
3
4
p
8
9

| . $50,000-$74.999 ...
- Counting yourself, how many people live in $75 000-$99 999
yOur hDusehDjd? $1D|D. Uoom-rrnom ...............................

people

Stewart & Archbold, 1-8, 10 (1986, 1993
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Think back to the time before your family member had health or memory problems. We would like |
| you to describe how you and your family member felt about each other at that time, before he or
she had health or memory problems.

BEFORE YOUR FAMILY MEMBER HAD HEALTH OR MEMORY PROBLEMS

Before he or she had heaith or Not A Quite A great |
memory problems ..... at all little Some abit deal
1. How close did you feel to him or her at that time? ... 0 1 2 3 4
2. How much emotional support did he or she
KINEE WO P s i cncammsismnsismnssininssimsimsir o insmmasshasisa 0 1 2 3 4
3. To what extent did you enjoy the time the
two of you spent together? ...........coocooevvevvveccne . O 1 2 3 4
YOUR VIEW

5

. How different does your family member seem to you now as compared to the time before
he or she had heaith or memory problems? Does he or she seem like a different person,
or pretty much the same as before?

A different person .................. 1
The same as before................ 2
4a. If different, in what ways is he or she different?

. Do you have any regrets about the things that have happened during the time you have
been caring for your family member?
o 1
L D e e |

5a. If YES, what are they?

Phillips 4 (1986
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YOUR VIEW (cont.)

6. Are there any special things that you do on a regular basis for your family member or with
your family member that you both count on and look forward to?

Novi e e 0
Yes............. 1
6a. If YES, what are they and what makes them special?

7. Has your family member's health or memory problems changed the physical intimacy
between you and your family member?

| (o 0
Yes............ 1
7a. If YES, please explain.

8. Are there things going on in your life, other than caregiving, that have been especially
upsetting or difficult for you?

MO oevepieimenn. 0
VR e anssvm. 1
8a. If YES, please explain.

9. Are there any other questions that we should have asked you in order to have a good
picture of your situation?

NO.......00 iy 0
Yes .o, 1
9a. If YES, please explain.

Page31 Stewart & Archbold (1992)



Thank you very much for completing this questionnaire. Would you take a few more
minutes to give us your candid reactions to the questionnaire?

1. How interesting or boring was this questionnaire?

N RO o e TN B s B e 1
Pretty interesting ... . PRSI
Somewhat interestlng and somewhat bonng'? A s civind
VEIY DOMING Lottt s e e e et eeeaesea 5

2. Were the questions on this questionnaire clear or confusing?
Everything was very clear .. % R C A |
Most questions were clear; cml:-..r a few Weare -::Onfusmg ozt vninmm e
Some questions were clear and some were confusing................ 3
Only a few questions were clear; most were confusing .............. 4
Nearly all the questions were CONfUSING ....oooveoveeeee e, 5

What question or page of questions was most confusing to you?

3. Were any of the questions emotionally upsetting to you?
Notatall ... erseneens
L = .
TN s e o B S B B e e e s s smeennsr e B
Lo RO |

What question or page of questions was most emotionally upsetting to you?

4. Was the size of the print in the questionnaire large enough so that it was readable?

Yes, the print size was large enough ......ccccooeoevvvvivvveveeecni A
No, the print size was a little hardtoread .................coooiii. 2
No, the print size made the questionnaire very hardtoread ....... 3

Please complete the following sentences:
The thing | liked most about this questionnaire was;

The thing | liked least about this questionnaire was:

About how long did it take you to complete this questionnaire? hours minutes

Thank you again for your participation!

page 32 Stewart & Archbold (1992)




Much of this guestionnaire was developed using public funds and is available for use by
researchers and health and social service providers. Permission to photocopy and use this
questionnaire should be requested from:

Barbara J. Stewart or Patricia G. Archbold
School of Nursing

Oregon Health Sciences University

3181 SW Sam Jackson Park Road

Portland, OR 97201-3098.

Phone: (503) 494-3835, FAX: (503) 494-3878

Permission to use scales developed by other researchers should be obtained from those
individuals.

Permission to photocopy and use the questionnaire in Japanese should be requested from:

Iku Inoue

School of Nursing

Kochi Women's University

5-15 Eikokuji-cho, Kochi-shi, Kochi 780, Japan
Phone & Fax: (0888) 73-7511

5/1994
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Appendix D

Protection of Human Subjects



Before collecting data, the investigator sent the proposal of this study to
Institutional Review Board (IRB) of the Oregon Health Sciences University. The IRB
gave the study “exempt” status, and indicated that the risk to participants in this study was
minimal and the proposed study procedure was reasonable. Because responses could be
anonymous, no consent was required. Return of questionnaire implied consent.

The main costs to participants were the time required to respond and the
possibility of emotional difficulty when answering some questions. Although there were
no direct benefits for the participants, they might have some indirect benefit through the
opportunity to be of use by sharing their experiences and contribute to better
understanding of family caregiving situations. Some participants of previous studies
conducted by Stewart and Archbold (Stewart, personal communication, 1993) reported
that they had satisfaction in being able to help someone, and found that reflection on and
sharing their experiences were beneficial. Through an explanatory letter from the
investigator, subjects were assured that their participation was voluntary, their answers
were anonymous, they might choose not to answer any question, and they might withdraw
from the study at any time without any affect on their health care or services.

A copy of the cover letter and a request form for a summary of the study findings
to accompany the JFCI questionnaire is included. The letter and the request form were

translated into Japanese.



To participants of the study

First I would like to thank you for volunteering to complete the enclosed
questionnaire. The purpose of the study in which you have agreed to
participate is to see if the questionnaire can provide a reliable and valid
picture of what it is like for caregivers in Japan to take care of a frail older
family member.

The enclosed questionnaire should take about an hour and a half to complete.
Feel free to take a break if you need to. You may want to take two or three
blocks of time to answer the questionnaire.

Your participation in this study is voluntary. Your answers will be
anonymous unless you have enclosed the form requesting study results; in this
case your name will not be linked to your questionnaire in any way. If there
is any question you prefer not to answer, just skip that question.

If you have any questions or concerns about the questionnaire, please call me
at the number listed below. If I am not available when you call, just leave
your name and number and I will get back to you as soon as possible.

After you have completed the questionnaire, please mail it back to me in the
enclosed, stamped return envelope.

Thank you again for sharing your experiences and opinions with us.

Sincerely,

Iku Inoue, RN, MSN

Ph.D. student, Oregon Health Sciences University
c/o Dr. Sayumi Nojima

Kochi Women's University, School of Nursing
(0888) 73-2156



Summary of the Study Findings

Thank you very much for sharing your experience and opinion with me. Your
answers will be very helpful to me in getting good idea of what it is really like
for caregivers in your situation.

Would you like for me to send you a summary of the study findings, probably
in the spring of 19957

If so, please complete the following and send it back to me with the
questionnaire or, if you wish, in a separate envelop.

Name:

Address:

My address : Iku Inoue
c/o Dr. Sayumi Nojima
Kochi Women's University, School of Nursing
5-15 Eikokuji-cho, Kochi-shi, Kochi 780

Thank you again for your participation!
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