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Abstract
This paper discusses the development and testing of a scale
designed'to measure satisfaction with caregiving as perceived by
older persons dependent upon informal care from family members or
friends. A 10-item scale was constructed to reflect two
dimensions of this construct: 5-items measuring the affective
aspects of caregiving, and 5-items measuring the instrumental
aspects of informal care. A sample of 38 caregiving/receiving
dyads was used for the testing of this instrument. Internal
consistency reliability (Cronbach’s alpha) for the 10-itme scale
was .88, for the affective subscale .84, and for the instrumental
.72. Construct validity was supported by a Pearson’s correlation
of .54 (p<.001) between the 10-item scale and a global measure of
satisfaction with family caregiving. Additionally, expected
correlations between this construct and other caregiving variables
such as, caregiver mutuality (r=.33), and care receiver health
(r=.34) were significant (p<.05) and provided evidence of the
instruments construct validity and utility for measuring
satisfaction with caregiving.

Key words: caregiving, aged, satisfaction, informal care.
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Measuring Satisfaction with Caregiving:
A Methodological Study

Along with nurturing the young, the family unit has been and
continues to be a primary source of support for the frail elderly
in our society (Shanas, 1979). Indeed, an estimated 60 to 80
percent of the long-term care needs of the elderly are provided
informally by family members (Comptroller General, 1977). Yet,
recent and projected demographic changes, and socio-political
shifts are progressively placing Timitations upon the family’s
ability to conduct the caregiver role.

Currently, our understanding of specific factors which
determine and identify successful family caregiving is limited. A
number of recent studies exploring family caregiving have focused
upon its consequences for the caregiver (Archbold, 1982; Cantor,
1983; Fengler & Goodrich, 1979; Farkas, 1980; Montgomery &
Borgatta, 1985; Robinson, 1983; Zarit, 1980). However, Tittle
attention has been given to the elderly person as a recipient of
this informal care. The literature is replete with studies
exploring social and family support networks of the elderly and
much has been written regarding the older person’s life
satisfaction and morale. Yet, studies measuring the satisfaction

of the older, frail person dependent upon informal, family care

have not been found by this author.
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This paper describes the development and pretesting of an
instrument designed to measure the construct of satisfaction with
caregiving, as expressed by the frail, older person in the
care-receiving role. Accurate measurement of care-recipient
satisfaction can contribute to a better understanding of the
dynamics of the caregiving/receiving dyad. Specifically, the
measure may be used as either a dependent variable, to reflect the
outcome of care, or possibly as an interactive variable reflective
of the dyadic relationship.

Literature Review

Satisfaction is a complex abstraction that is not easily
defined or measured. This complexity is reflected by inconsistent
operational definitions of the construct, as well as the existence
of similar overlapping constructs (e.g., morale, happiness,
compatibility, adjustment, etc.) which measure many of the same
dimensions found in satisfaction research. Four areas of research
in which satisfaction measures are commonly used are job
satisfaction, marital satisfaction, 1ife satisfaction and patient.
satisfaction. Of these, the construct of patient satisfaction is
most similar to the one of interest here, with the difference that
patient satisfaction typically concerns formal care delivered by
professionals, whereas the current study focuses on informal care

from nonprofessionals.
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Hypothesizing that specific antecedent variables of perception
and attitude are determinants of satisfaction, Linder-Pelz (1982)
defined the construct of patient satisfaction as "the individual’s
positive evaluations of distinct dimensions of health care"

(p. 580). In their extensive review of patient satisfaction
literature, Ware,-ﬁaQiggAvery; and SteWart (1977) noted eight
dimensions of care that were most commonly measured: "art of
care, technical quality of care, accessibility/convenience,
finances, physical environment, availability, continuity, and
efficacy/outcomes of care” (p. 4). Of these dimensions, the first
two--the art of care and the technical quality of care--reflect
the conduct of the caregiver and appear especially applicable to
the delivery of informal care.

The art of care, or the degree to which care is delivered in
an afféctive]y positive manner, is the most frequently measured
dimension of patient satisfaction. It is described as "the amount
of ‘caring’ shown toward patients" as an "aspect of provider
conduct" (Ware et al., 1977, p. 4). This dimension can be viewed
as the manner in which care is delivered. Included in this
dimension are positive aspects such as, "concern, consideration,
friendliness, patience, and sincerity;" and negative aspects such
as "abruptness, disrespect, and the extent to which providers

embarrass, hurt, insult, or unnecessarily worry their patients”
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(Ware et al., p. 4). The technical quality of care is a dimension
which is largely concerned with the instrumental aspects of care
delivery, such as the skill the caregiver exhibits. This
dimension also reflects caregiving aspects such as "ability,
accuracy, experience and thoroughness" (Ware et al., p. 5).

Two similar dimensions of caregiver behavior impacting patient
satisfaction have been found in a study by Ben-Sira (1976). The
"mode" or affective behavior of the service provider, defined by
Ben-Sira as "the degree of emotional support...that accompanies
the course of treatment" (p. 5), is analogous to the art of care.
Similar to the technical quality of care is the "content" or skill
and technical activities exhibited by the professional.

Method

This study comprises a portion of a larger methodological
study involving the development and pretesting of new measures for
16 caregiving constructs. Recognizing the need "to improve the
measurement and longitudinal analysis of family caregiving
variables" (p. 34), Archbold and Stewart (1984) developed a
comprehensive pretest interview schedule which included measures
focusing on both the caregiver and the older person receiving
informal care. Among the newly developed measures included in
this interview schédd}e was the measure of interest, satisfaction

with caregiving. These pretested and refined measures are



Measuring Satisfaction
7
currently being used in a Tongitudinal study entitled, "The
Effects of Organized Family Caregiver Relief."

The deve]opment and evaluation of the pretest versions of
these measures occurred in two phases: Phase I, the construction
of the measures, and Phase II, the psychometric evaluation of the
measures. The study reported here focuses on Phase I and Phase II
activities for the development and pretesting of the Satisfaction
with Caregiving scale.

Phase I: Construction

Definition and dimensions. The development of measures for

the construct of satisfaction with caregiving involved both
deductive and inductive activities. Initially, the definition and
dimensions were drawn from the patient satisfaction literature.
The construct, satisfaction with caregiving, was accordingly
defined as, a positive evaluation and expressed contentment
regarding the care received from a family member or friend.
Additioha11y, the construct was thought to contain two
dimensionsﬁ-satisfaction with the instrumental aspects and
satisfaction with the affective aspects of care received. These
are analogous to the patient satisfaction dimensions--art of care
and technical quality of care. During Phase I, the definition of
satisfaction with caregiving was further refined as, a positive

evaluation of the instrumental aspects of care received, and an
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expressed contentment with the affective aspects of caregiving.

Open-ended interviews. Because 1ittle is known about

satisfaction within the context of informal caregiving, an
inductive process proved useful for identifying the domain of the
construct. An initial interview schedule with open-ended
questions was constructed and administered to 32 individuals, of
whom 17 were family caregivers to an impaired older person, 2 were
health care professionals knowledgeable of informal family care,
and 13 were older persons in the care-recipient role. These
subjects were chosen-on the basis of convenience and willingness
to participate. Questions were asked regarding satisfaction and
the 15 other constructs for which measures were being developed.
These open-ended questions were designed to elicit responses that
would make apparent the key words and components of the construct
and to explore the two dimensions, as defined.

Those questions asked of the care receiver reflecting the
instrumental aspects of care included: "The things (caregiver)
does the best in helping me are...;" and "The things I’d like to
see (caregiver) change in what (s/he) does to help me are..."
Items reflecting the affective aspects of care were: "What I
enjoy most about the way (caregiver) helps me include...;" and
"What I enjoy least about the way (caregiver) helps me include..."

Qualitative analysis of the responses of care receivers to
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these questions and additional responses provided by the other
interviews (caregivers and health professionals) substantiated the
construct definition and dimensions. A content analysis of these
statements and previous patient satisfaction literature provided
the basis for the construction of a closed-ended instrument.

Instrument draft. The initial closed-ended instrument was

drafted and revised several times. Two major considerations in
composing the closed-ended items were: maintaining simplicity to
ensure comprehension and avoiding socially desirable responses.
Because the population of interest was composed of frail, older
persons with a range of cognitive abilities, it was considered
necessary to make the administration of the scale as simple as
possible while maintaining precision. For that reason, items were
developed in the form of questions which required a ‘yes/no’
response from the care receiver. Because dichotomous response
choices lack precision and restrict the range of responses, a
‘yes’ response from a care receiver was followed by an additional
question which asked the care receiver if that aspect of care was
true "sometimes," "most of the tfme," or "always."

Although simplicity is important, it was necessary for the
tool to have adequate complexity in order to discourage socially
desirable responses. The introduction, for example, is rather

lengthy, but was worded in a manner meant to encourage frank
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responses. Additionally, because the instrument is asking older
persons to evaluate individuals upon whom they are dependent, it
was thought best do so only indirectly, that is, by asking the
care-receiver to evaluate the care [italics added] received rather
than the person [italics added] who was giving the care.

During this drafting and revising phase, several versions of
the scale were administered to five older persons, four of whom
were institutionalized and one who was at home receiving care from
a family member. These persons were selected on the basis of
convenience, willingness to participate, and adequate cognitive
ability. The intent of this initial administration was to test
the clarity of the wording of the items, as well as the relevance
(as perceived by the respondents) of the items to the construct.
Excépt for minor wording changes, the clarity of the language
appeared acceptable, as did the relevance of the items to the
construct of satisfaction with caregiving.

Additionally, a panel of 15 experts, who are themselves
knowledgeable regarding instrument construction and the field of
gerontology and/or fami1y caregiving, evaluated the items in the
pretest interview schedule. Specifically, the experts were asked
to judge: the ‘fit’ of the items to each specific construct,
whether the items adequately sampled the domain of the construct,

and whether any items were measuring a construct outside the
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domain of interest. Finally, they were asked to evaluate the
clarity of the items. This review by the experts provided the
basis for establishing the content and face validity of the
instrument.

The final draft of the pretest instrument (see Figure 1)
consisted of a 10-item scale, comprised of two subscales. Five
items (#3,4,6,9,10) measured the affective dimension and five
items (#1,2,5,7,8) measured the instrumental aspects of family
caregiving. Each of the 10 items had a 4-point response range
with "no" (0) indicating a lack of satisfaction with that aspect
of care, and 1 through 3 indicating increasing degrees of
satisfaction ("sometimes," "most of the time," and "always"). In
addition, a global measure of satisfaction with family caregiving
(item 11) was added to provide one means of testing the construct
validity of the scale.

Phase II: Psychometric Evaluation

The final draft of the Satisfaction with Caregiving scale was
pretested together with measures of the 15 other constructs under
development. These new measures along with other existing
measures relevant to the caregiving situation were included in the
pretest interview schedules. Two interview schedules were
Created--one to be administered to the caregiver and the othérﬁfo

the care receiver. The Tatter included the Satisfaction with
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Caregiving scale. The purpose of Phase II was to determine the
internal consistency reliability of all the new measures,
including the Satisfaction with Caregiving scale and to obtain
initial evidence for construct validity.

Sample. The sample chosen for this phase of the study
consisted of 50 caregiving dyads. These were composed of the
older, frail person receiving supportive care at home (care
receiver) and the family member or friend administering the care
(caregiver). Face-to-face interviews with both the caregiver and
care receiver were administered by two nurses, or a nurse and a
psychologist at the caregiver’s and care receiver’s place of
residence. Having two interviewers enabled the caregiver and care
receiver to be interviewed separately and privately. This
convenvience sample was selected to include a broad range of
caregiving situations. Approximately one third of the
participants were accessed from a Parkinson’s clinic, one third
were from the home health services of a large metropolitan health
maintenance organization, and one third were referrals from nurses
in other clinical settings.

Of these 50 dyads, 11 care receivers were unable or unwilling
to participate in the interviews due to frailty and/or cognitive
impairment. In these cases, basic demographic and health

characteristics of the care receiver were obtained from the
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caregiver via a proxy interview schedule. However, the
Satisfaction with Caregiving scale and other care receiver
variables thought inappropriate to ask the caregiver were excluded
from the proxy interview. Also eliminated were data from the
first care receiver interviewed, as changes were made in the
wording of the response options for the satisfaction scale
subsequent to that interview. The final subsample for the
psychometric evaluation of the Satisfaction with Caregiving scale,
therefore, included 38 dyads.

Descriptive data. The following is a description of the cére

receiver sample (n = 38). Because the-construct of interest in
this study focuses on the care receiver, caregiver demographic
data are not included. The care receivers in this study consisted
of 47% (18) males and 53% (20) females.v Their ages ranged from 44
to 89 with the mean age being 76 years. While 11% (4) attended
college, and 16% (6) were college graduates, half (19) did not
complete high school. The average annual income of these subjects
ranged from under $3,000 to over $45,000. Twenty-four percent (9)
received less that $15,000, 24% (9) received over that amount, and
53% (20) didn’t know or refused to answer. Only 5% (2) said they
couldn’t make ends meet, 42% (16) had "just enough” to "a little
extra sometimes," and 42% (16) indicated they "always have money

left over."
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Eighteen percent (7) of the respondents rated their health as
poor, 34% (13) as fair, and 42% (16) as good or excellent.
Half (19) indicated that their health was "the same" to "much
better than" one year ago, while 24% (9) indicated that their
health was a "little worse," and 26% (10) indicated it was "much
worse." Mobility, rated on a 6-point scale, from "have to stay in
bed all or most of the time"™ to "I’m not Timited in any of these
ways," had only 13% (5) with "no Timitations," 21% (8) had
"trouble getting around freely," and 23 or 61% "need the help of
some special aid" or "person." Five percent (2) are confined in
the house or bed "all or most of the time." Finally, the
relationships of most of these caregiving and care receiving dyads
were spousal with 74% (28) of the care receivers being either a
husband or wife. Twenty-one percent (8) were cared for by
offspring and only two (5%) were cared for by a nonrelative or
friend.
Analysis
Reliability |

Internal consistency reliability. Cronbach’s alpha was

calculated to determine the internal consistency reliability of
the 10-item scale and the two 5-item subscales. Cronbach’s alpha
for the overall total scale was .88 with a mean inter-item

correlation of .47 (see Table 1). The alpha coefficient for the
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5-item instrumental subscale was .72, and for the 5-item affective
subscale .84, with mean inter-item correlations of .39 and .56
respectively. Except for two nonsignificant correlations in the
instrumental subscale (the "thorough" item with "skillful" and
"promptly"), all the items correlated significantly (p<.05) with
each other within each respective subscale (see Table 2).

However, the instrumental and affective items were
significantly correlated across subscales as well. the
correlation between the two subscales was .79 (p<.001). As
depicted by Table 3, the correlations of four of the instrumental
items ("skillful,” "promptly," "appropriate," "dependable") and
one of the affective items ("patiently") were greater in magnitude
with items outside their respective subscale than the correlations
within the same subscale. Combining all 10 ifems in the total
scale results in an increased corrected item-total correlation for
all but two of the affective items (see Table 1). The alpha
coefficient, likewise, increases with the combination of all the
items into one scale.

Interrater reliability. To estimate interrater reliability, a

case study interview was performed and taped. The responses of
all five raters who Tistened to the taped interview were 100% in
agreement in their ratings of the 10 items of the Satisfaction

with Caregiving scale and the global satisfaction measure.
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Computation and Distribution of Scores

Scores for the total scale and the two subscales were computed
by averaging responses to the items on each scale. A care
receiver with responses missing on more than 25% of the items for
the total scale or either subscale was assigned a missing value
for that respective scale or subscale. For care receivers
answering at least 75% of the items on the total scale or
subscale, average scoresvwere computed based on those items
answered. As shown in Table 4, the distribution of scores for the
total scale and the subscales were negatively skewed (-1.2) with
mean values ranging from 2.62 to 2.68.

Construct Validity

Construct validity was approached in two ways. The first
method was by correlating the subscales with the global rating of
satisfaction with caregiving (item 11). This item asked the
care-receiver to rate his/her overall satisfaction with the care
received from his/her caregiver on a range from 1 to 10. The
total 10-item scale was correlated (r=.54, p<.001) with the global
rating (see Table 5). 1In addition, the two satisfaction subscales
were also significantly correlated with the global rating: the
affective subscale r=.57, (p<.001); and the instrumental subscale
r=.45, (p<.005).

The second method for establishing evidence of construct

validity was by looking at the correlations of the satisfaction
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subscales with other scales and items measuring constructs and
variables which should logically have a relationship to
Satisfaction with Caregiving. These hypothesized relationships
fall within the general categories of caregiver variables, care
receiver variables, and the variables of the dyadic relationship.
Only those scales with a reliability of .70 or greater were used
in these analyses, and correlations with single, dichotomous items
were avoided. Additionally, measures that were otherwise
considered methodologically weak were excluded from these
analyses.

Caregiver variables. As depicted in Table 6, the antecedent

variables of the caregiver (caregiver age, gender, education,
income and health) were not significantly correlated with the two
satisfaction subscales. These were single item measures,
excluding the Number of Health Problems and Subjective Health
scales. The former consisted of a scale of 18 health problems
common to caregivers and the latter contained two items--one
asking caregivers to rate their health from "poor" to "excellent"
in relation to others their age, and an item asking the caregivers
to compare their health now to what it was one year ago.

The Nature of the Role scale consisted of 42 dichotomous items
measuring common caregiving dimensions including personal care,

housekeeping, protection, financial and legal assistance,
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transportation, medically related tasks, handling behavior
problems, little extras, and miscellaneous tasks. Neither the
affective nor the instrumental subscales were significantly
correlated with the nature of the role. Duration of the
caregiving relationship, or how long the caregiver had been giving
care, also did not show a significant relationship to
satisfaction.

Following each item of the Nature of the Role scale was a
related question that asked the caregiver to rate how hard each
relevant task was to perform. These were rated on a 1 to 4 scale
using the response options "easy," "not too hard," "praztty hard,"
and "very hard." This overall scale of 42 items measuring
caregiver role strain related to these direct care activities was
not significantly related to satisfaction with caregiving. No
significant correlations were found between satisfaction and two
other multi-item scales measuring dimensions of caregiver role
strain: strain associated with worry was a 10-item scale asking
the caregiver to rate over a 4-point range ("not at all," "a
Tittle," "some," "a Tot") how much they worried about the
well-being of the care receiver; for example, "how much do you
worry about (care receiver)’s health condition?..." Additionally,
a 5-item scale measuring strain due to stress in the relationship
was also not significantly correlated with either dimension of

satisfaction.
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However, a significant correlation (r=.34, p<.05) was found
with a single global measure of caregiver role strain and the
affective aspects of satisfaction. This global measure asked the
caregiver to estimate overall, whether the positive aspects of
caregiving "outweigh the negative" (3), "the negative outweigh the
positive" (1), or whether the positive and negative aspects were
"about equal" (2). Also, both dimensions of satisfaction were
significantly negatively correlated with an item asking the
caregiver if the care receiver "seems like a different person"
(2), or "pretty much the same as before" (1) caregiving began
(instrumental r=-.40, p<.05 and affective r=-.39, p<.05).
Qualitative data by Phillips (personal communication with P.
Archbold, 1984) suggests that this perception of "difference" may
be an indicator of potential abuse and thus, may be related to
satisfaction with caregiving.

Additional caregiver variables of interest were items asking
the caregiver to rate (on a 4-point scale) "how much was learned"
about caregiving from various sources. A significant negative
correlation (p<.05) was found with both dimensions of satisfaction
(instrumental y=-.29; affective r=-.35) and the extent to which
the caregiver learned to take care of the care receiver by "trial
and error." The extent to which the caregiver "learned from
health professionals" regarding community services for the care

receiver was positively correlated with the affective dimension.
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Finally, a 4-item scale measured the extent (over a 4-point
range) of preparedness for the caregiving role (including: how
we]]-prépared for the care receiver’s physical and emotional
needs, stress of caregiving and overall preparedness). This was
significantly correlated (r=.34, p<.05) with the affective aspects
of care, but not with the instrumental subscale.

Care receiver variables. Measures in the care receijver

interview schedule included antecedent variables (care receiver
age, gender, education, income, health) and care needs (see
Table 7). Compared to younger care receivers, older care
receivers reported significantly higher satisfaction with the
instrumental aspects of care (r=.28, p<.05). No other antecedent
variables were significantly related to satisfaction with
caregiving except for a subjective health measure. The three
health measures were single items: mobility, subjective health
compared to others the same age, and subjective health as compared
to one year ago. Only the last variable was significantly
correlated with satisfaction. Care receivers who reported that
their health now was better than one year ago expressed more
satisfaction with the affective aspects of care than did care
receivers who reported their health was worse (r=.34, p<.05).

The total care needs as perceived by the care receiver

included items that mirror those in the caregiver subscales
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measuring the nature of the caregiving role: 1i.e., housekeeping,
protection, financial/legal assistant, transportation, personal
care, little extras, medically related and miscellaneous tasks.
This 36-item scale measuring the amount of care that the care
receiver felt was needed, did not correlate significantly with the
satisfaction perceived with the instrumental or affective aspects
of this care.

Dyadic relationship variables. The items and scales measuring

aspects of the caregiver/care receiver relationship were those of
status of the relationship, duration of the relationship and
caregiver/care receiver mutuality (see Table 8). For the 36
family caregiving dyads, the status of the dyadic relationship was
either spousal (1) or child/parent (2). Most (78%) of the dyads
were spousal. The type of dyadic relationship had no correlation
with either subscale of satisfaction. However, the duration of
the relationship did; the longer the caregiver and care receiver
had known each other, the more positive was the care receiver’s
evaluation of the instrumental aspects of caregiving.

Thirteen items measured the mutuality expressed by the
caregiver and by the care receiver. Six of these items measured
the affective sharing between the dyads: for example, "We love
each other very much." Two items measured the amount of sharing

and confiding expressed toward the other, and five items meastred
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the amount of affective expression perceived to be received from
the other. The interview schedules for both the caregiver and
care receiver contained comparable items. The two 13-item scales
for both the caregiver and care receiver were significantly and
logically related to satisfaction with the affective aspects of
caregiving (r=.33 and .45 respective, p<.05).
Discussion

The results of this study must be considered within the
context of the limitations imposed by the sample used for these
analyses: (a) the sample size was small (n = 38); (b) the sample
was not representative.of the general population receiving
informal care in the community (e.g., approximately one third of
the subjects had Parkinson’s disease); and (c) nearly 20% of the
care receivers were eliminated from the.samp1e due to a lack of
cognitive ability and/or physical frailty.

Further limitations are imposed by the tendency of this frail,
vulnerable population to respond in a socially desirable manner.
Acquiescence is not surprising when respondents are asked to
evaluate the persons upon whom they are dependent. Socially
desirable response sets usually result in a restricted range of
responses in the positive direction which limit the instrument’s
reliability and usefulness for making correlations with other

caregiver variables.
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Reliability. The alpha reliability coefficients for the total
scale and two subscales of the satisfaction measure appear to
substantiate their internal consistency. The inter-item
correlations provide further evidence of homogeneity. However,
this homogeneity extends across subscales as well as within,
making it unclear whether the two subscales are measuring
different dimensions of satisfaction as intended (i.e.,
instrumental and affective). Studies measuring patient
satisfaction with formal care providers have also found it
difficult to distinguish between these two dimensions (Ware,
Davies-Avery & Stewart, 1977). There may be several reasons for
this ambiguity. The operational definitions of these dimensions
may not be clearly distinct. The items themselves may not be
worded clearly to allow the respondents to make a differentiation
between the dimensions. Socially desirable response sets may
preclude the respondents’ ability to make this distinction (i.e.,
a reluctance to be critical of the caregiver in either
dimension). Finally, it may be that the instrumental dimension
has an affective component that cannot be distinguished from the
affective dimension.
Validity. Despite the above limitations, some conclusions can
be drawn regarding the construct validity of this instrument. The

correlations with the caregiver variables are, for the most part,
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interesting and logical. For example, the indicator of potential
abuse was negatively correlated with both instrumental and
affective aspects of care. The direction and magnitude of this
correlation suggests that potential abuse and dissatisfaction with
care are related, and may be interactive with each other.

Also interesting is the negative correlation between both
subscales of satisfaction and the variable of learning caregiving
by trial and error. When considered with the positive
correlations of the affective subscale with the amount learned
from health professionals regarding community services and the
overall preparedness scale, the relationships appear to provide
evidence that the quality of caregiving is impacted by how well
the caregivers perceive they have Tearned their role and the
extent learned regarding available community services. Further,
the important role of the health care pfofessiona] is underscored
with this finding.

Finally, a significant correlation was found between the
affective aspects of care and the caregiver variable measuring the
positive aspects of caregiving in relation to the negative. While
this relationship appears logical, it is puzzling that the two
caregiver measures of caregiver role strain due to worry and
associated with direct care do not show a similar correlation with

satisfaction. There is also no significant correlation with the
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measure of caregiver role strain due to stress in the caregiving
relationship. It could be assumed that some dimensions of
caregiver role strain are indications of how wi11ing the caregiver
is to expehd energy and effort on the care tasks, in which case
the strain incurred is a result of this conscientious care. The
care receiver would then be satisfied in the presence of caregiver
role strain and not dissatisfied.

Only two care receiver variables were significantly correlated
with satisfaction: care receiver age with the instrumental
aspects, and subjective health compared to one year ago with the
affective aspects. The Tatter correlation would appear to reflect
indirectly on the quality of care received; assuming the care
receiver perceived his or her health improvement or decline as an
outcome of care. However, the instrumental aspects of care in
this case would also be expected to show a significant
relationship with this variable, which it does not.

The correlation of age with the instrumental dimension of
satisfaction is also intriguing, but difficult to explain. The
Dyadic Relationship variable duration of the relationship is also
correlated with the instrumental aspects of care. It is likely
that the older care receivers, who have had longer relationships
with the caregiver are spousal dyads. These would be 1ife-long,

intimate relationships where instrumental needs are more Tikely to
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be recognized and met. However, the status of the relationship
distinguishing between spousal and child/parent relationships did
not prove to be significantly correlated with satisfaction.
Lastly, the significant correlations of the caregiver and care
receiver mutuality scales with the affective dimension of
satisfaction are Togical and appear to provide direct evidence of
the validity of this subscale. However, it is possible that the
mutuality scales are subject also to socially desirable response
sets, which would be reflected in these correlations. Therefore,
although low scores on this scale may correctly indicate some
degree of dissatisfaction with caregiving, the higher scores may
be measuring something other than the two dimensions of
satisfaction.
Conclusions
Overall, evidence of internal consiétency reliability and
construct validity are presented with the results of this study.
The affective dimension appears a more consistent measure of
satisfaction with caregiving, correlating significantly with twice
as many caregiving constructs, and having greater internal
consistency, and a higher alpha coefficient that the instrumental
subscale. This is consistent with findings from patient
satisfaction research where the emotional support received from

formal care providers was found to be more predictive of patient
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satisfaction than the content or technical quality of care
(Ben-Sira, 1976). VYet the higher alpha coefficient of the total
scale provides a rationale for the combination of the two
subscales into one scale.

Given the Tack of previous research in the area of care
receiver satisfaction, the results of this study are considered
preliminary, and have provided the basis for modifications and
refinement of the instrument. Specifically, recent changes in the
instrument include: (a) a response option of "almost always" has
been added, creating a 5-point response range with the intent of
spreading the responses and increasing the variability; (b) a
large-type version was created to be self-administered when
possible, allowing the care receiver privacy while responding with
the intent of decreasing the tendency of social desirability;

(c) the importance of performing tasks fe]ated to social needs has
been recognized by researchers (Knipscheer, 1985; Lipman &
Longino, 1980) thus, an item was added to the total scale to
measure this dimension of caregiving; and (d) an item has also
been added to the instrument asking the care receiver to compare
the care from the caregiver with care given in similar situations.

This modified Satisfaction with Caregiving scale (see
Figure 2) is presently being utilized to collect data on 158
caregiving dyads in the longitudinal study, Effects of Organized
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Family Caregiver Relief. These data will provide further
opportunity to establish the internal consistency reliability and
construct validity of this scale.

A valid, reliable instrument measuring care receiver
satisfaction can be useful both for research purposes and for
direct application by clinicians. Levels of
satisfaction/dissatisfaction can be used along with other measures
~as indicators of the types and intensities of intervention needed
in a caregiving situation, or to evaluate the outcome of specific
interventions. Assessing satisfaction over time allows a
Tongitudinal picture of the dyadic relationship, and suggest at
what time interventions should be made. In-home supports, for
example, might be found necessary in many situations to augment
family caregiving and prevent caregiver_ro]e strain, premature
institutionalization, and elder abuse. Finally, with decreasing
resources and increasing reliance upon the family as caregivers to
our elderly population, the development of adequate tools for
measuring variables related to family caregiving, provide a means
for documenting the effects of family caregiving. Documentation,
in turn, provides a rationale for implementing policy changes

necessary to optimize the family caregiving role.
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APPENDIX A
Tables
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Table 1

Item Analysis For Instrumental and Affective Subscales

Corrected Item-Total Correlation

With Respective With Total
Subscale/Item Subscale Score ‘ Score
Total Scale?
Instrumental®
Skillful .47 .58
Thorough .35 .36
Promptly .55 .59
Appropriate .62 71
Dependable .60 .69
Affective®
Patiently 29 AdZ
Interest 73 .67
Devotion 79 o 1T
Time A% . 18
Concern .52 .53

dpnTpha coefficient = .88; Mean inter-item correlation = .47
bA1pha coefficient = .72; Mean inter-item correlation = .39
CAlpha coefficient = .84; Mean inter-item correlation = .56
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Table 2

Correlation Matrix of Single Items and Global Item

Items 1 2 3 4 5 6 7 8 9 10
Global .16 .22 .48 .29 .56 .38 .44 .49 .56 .45
Lo SKEIT1Ru] .23 .41 .43 .34 .63 .47 46 .39 .34
2. Thorough .26 .33 .31 .28 .27 .29 .36 .14
3. Promptly .46 .51 .43 .45 .41 .59 .40
4. Appropriate .60 .73 .40 .55 .66 .35
5. Dependable .61 2 .53 .62 .60
6. Patiently .47 .58 .60 .34
7. Interest R A .54
8. Devotion A% 85
9. Enough Time .38
10. Concern
Note. Correlations >.28 are significant at p<.05.
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Table 3

Correlation _Coefficients for Items Within and Outside Subscales

Item Correlations

Within Subscale Qutside Subscale
Subscale/Item Range Mean | Range Mean
Instrumental?d
Skillful .23 to .43 38 .34 to .63 .46
Thorough 23 10 .38 .28 .14 to .36 4
Promptly .28 th .5l .41 .40 to .59 .46
Appropriate .33 to .60 .46 388 ko aT3 .54
Dependable .31 to .60 .44 .36 to .62 .54
AffectiveP
Patiently .34 to .60 .50 .28 to .73 .54
Interest A7 Vo 12 < Bl .27 to .47 +39
Devotion .29 to T2 .64 29 to 58 .45
Time 38 to .72 .61 .36 to .66 R
Concern .34 to .55 .45 .14 to .60 w37

3Instrumental Subscale: Range = .23 to .60; T = .39.

baffective Subscale: Range = .34 to .72; r = .56.
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Table 4
Frequencies of Scores For Total Scale and Instrumental and
Affective Subscales
Scores Total Instrumental Affective
2.81 - 3.00 17 17 18
2.61 - 2.80 4 2 6
2.41 - 2.60 8 3 3
2.21 - 2.40 2 7 ",
2.01 - 2.20 2 4 2
1.81 - 2.00 3 2 4
1.61 - 1.80 - 1 1
1.41 - 1.60 - - 1
1.21 - 1.40 1 - -
1.01 - 1.20 - 1 -
M 2.65 2.62 2.68
Md 2.78 2.75 2.88
SD .41 .44 .42

Note. 0.00 = No; 1.00
3.00 = Always.

Sometimes; 2.00

Most of the Time;
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Table 5
Correlation Matrix of Total Scale, Subscales and Global Item
Scales/Subscales Instrum. Affect. Global
Total Scale . gh** L94%* L54x*
Instrumental L79%* .45%
Affective 5T *E

*p<.005
*%p<. 001
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Table 6

Correlations of Caregiver Variables With the Instrumental and

Affective Subscales of Satisfaction With Careqiving

Instrumental Affective
Variable Alpha Coeff.?d P r
Age .26 .19
Gender 2 .07
Subjective Health -.03 .06
MobiTlity -.02 -.15
No. Health Prob. .73 .10 .22
Education -.18 .05
Income Category -.23 -.23
Income Adequacy -.04 .06
Naturé of Role .81 .13 .19
Strain/Direct Care .90 .00 .19
Strain/Worry .78 -.14 -.06
Strain/Stress .70 .02 .02
Duration -.06 -.04
Positive>Negative L .34*
Potential Abuse -.40* -.39%
Trial & Error - e ar - i
Comm. Serv./Prof. .20 29
Total Preparedness . I8 .4 .34*

*p<.05

qFor multi-item scales only.
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Table 7

Correlations of Care Receiver Variables With the Instrumental and

Affective Subscales of Satisfaction With Caregiving

Instrumental Affective
Variable Alpha Coeff.3 r r
CR Age .28% .24
Gender -.03 = ol3
Health/Others .07 ‘ .20
Health/1 Year Ago .15 .34*
Mobility .08 15
Education .01 .08
Income Category -.13 - 03
Income Adequacy -.04 .16
Total Care Needs .91 -.07 -.06

*p<.05

qFor multi-item scales only.
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Table 8

Correlations of Dyadic Relationship Variables With the

Instrumental and Affective Subscales of Satisfaction With

Careqiving
Instrumental Affective

Variable Alpha Coeff.2 r r

Status/Rel. .03 .01

Duration/Rel. T o .18

CR Mutuality .87 .24 .45%

CG Mutuality .92 .23 W
*p<.05

qFor multi-item scales only.
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APPENDIX B

Figures



Figure 1

**************************************************************************

Satisfaction with Caregiving
**************************************************************************

We know that older persons, for a variety of reasons, may be satisfied
with some aspects of the care they receive from family members or
friends, and not satisfied with other aspects of this care. We are
interested in how you feel regarding the care you receive from your
(RELATIONSHIP OF CAREGIVER), and ask that you respond to the following
questions as honestly as possible. We really want to know how you
feel, personally. Please remember that your answers will be known
only to our research team.

A. Do you feel that the care you receive from your (RELATIONSHIP OF
CAREGIVER) is skillful and competent?

BOas wramabadis i aagitin nins o 2aed s bo TE e tes 520 8 g5/ 0
VBl 25 satasas Would you say that this is true:
Sometimes.. ..., 1
Most of the time................... 2
ATWaYS. ittt i i et 3

WP e it > OB B ilhs ' e s 5, S BE B S Pl Kosan s 4T o 0

Y88 couennnans Would you say that this is true:
Sometimes..veeren i iiiiiiiierenn.. 1
Most of the time................... 2
ATWAYS. ettt it 3

B0 5,578 s o Bp 000 0 uisaw e gD 0w > 0SB BBYT Bed e B b s e e @ 0
L= Would you say that this is true:
SOMET TS . 6o fas 94055040 wp 8 shas dam 1
Most of the time................... 2
BIWAYSE. i ppymdosesectnesonmrmasyesss 3

Bz 05 050 5 6 B 507 8T B0 © o B B B < 5 im o B Ay Bl 0

L1 - T Would you say that this is true:
Sometimes......cooiiiiiiiiiinnn.. 1
Most of the time................... 2
RANEYR. o 0.2 0 Garsin G aia s 4.8 32 B4 D I s el Aui 3

ND . o 28w it e mmame v rugsas o ssmamsssw®sas®e95sw e ¢38es 0
Yes......o.... Would you say that this is true:
SAMELIMES. . ssnevsesarcinsoimromenses 1
Most of the time................... 2

BIRY S t 6/ d wsedisvin nsasnisonslbons 3
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Satisfaction with Caregiving (cont.)
**************************************************************************

F. Do you feel that care is given to you with devotion and affection?

D 500 90 0 St s B 7.0 5 n e & 8 BB 5 B BT S BT T e s 0
Yes..oooenonn, Would you say that this is true:
SometimesS. . v in i ienennin. 1
Most of the time........ccvvvvv.e. 2
BN S s s s vseirtiss sasomanamss sl 8 g 4 3
G. Do you feel that the care you receive is appropriate for what you
need?
8z aovsnive capitss C BB ke ey s S GBS EE D R 0
WERE, oy teat e s Would you say that this is true:
SOMELIMES . e s vineecnncrcainemenonson 1
Most of the time....cciueensoencins 2
RIS S o »owpptl sbis b 5dacF0 s fasbnssd 3

MG o 56 Et Bl 96 5050 B B e 5 L9 0 8 8 e hae oy e o0t v 8w 0 B 5 e 0

VB o s § slone i n Would you say that this is true:
Sometimes...coeveinreieinnnnnnnnnn. 1
Most Of the time.ivs.covicasseaminis 2
BT S+ 115« « @ 90 5w 5508 § b 34 § 58 @ o ms ]

D ek o o be diba e a e a s s 0E Aesanadesis b3 Knesos DUTCE (UUTR 0

b £+ J TP Would you say that this is true:
Sometimes......oovviiiiiiiii... 1
Most of the time................... 2
PRV 16 g B s @b 6 1 D6 0w o 6 LM A B 3

HO% o dsabonr copnddiiadsy sl Follss 5 i a0 biaos smel ok Ol 2 0

TBE e ous & v s Would you say that this is true:
Sometimes.........coviiiiiiin... 1
Most of the time................... 2
ATWAYS . ettt it ittt et i e, 3

K. On a scale of one to ten, how satisfied are you with the care you
receive from your (RELATIONSHIP OF CAREGIVER)?--with ten being very
satisfied and one being very dissatisfied?

Very Very
Dissatisfied Satisfied



Figure 2
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SATISFACTION WITH CARE RECEIVED FROM
FAMILY MEMBERS & FRIENDS

e e e v o e e e T o sk o e v e e v e o e e e s e e o e o s o i e e v ok v o v vk v vk ok o e e e o e e o e v ok o e ok o ok e ke e e ke e e de de e e e ek

We know that people, for a variety of reasons, may be satisfied with

some aspects of the care they receive from family members or friends, and
less satisfied with other aspects of this care. I would 1ike to ask you
some questions about how you feel regarding the care you receive from your

( ).

1. Do you feel that the care you receive from your ( ) is skillful
and competent?

0 e a6 poos BEw s 50 @ bivid B s a g e S RTINS s d e e 0

b, PR Would you say that this is true:
SOMBE VIR . 6 asccmassnnppiineg 1
Most of the time............ 2
Nearly Always............... 3
RIMEYS . ccansswisnsoscamie s 4

NOis oo n 5008 505 56 5000 a8 © 0w B o@D 8 SN e Db 5T 0

VRS eun s oms owon Would you say that this is true:
Sometimes........c..oia.., 1
Most of the time............ 2
Nearly Always.........ov.... 5
ATWAYS . e iiinenen s i innnns 4

NBlom o s s 816000 0 M0 @95 0l b o A5 ©re 8 T Bt e . 0 0

Ve osmersnsoss Would you say that this is true:
Sometimes....coevevennnnnn.. 1
Most of the time............ 2
Nearly AlwayS.......cvveunn. 3
ATWaYS. et et it eiininnnenn, 4

4. Do you feel that your ( ) expresses interest in the care
you need?

{0 16 8a% a5 v sp mapd annd s las am b it se ool 0

VB35 o Bsa s daing Would you say that this-is true:
Sometimes........c.eviun... 1
Most of the time............ 2
Nearly Always............... 3

ATHAYS, « i cssamernoss vesawsas 4
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SATISFACTION WITH CARE RECEIVED FROM
FAMILY -MEMBERS & FRIENDS (CONT.)

Fe e v e v e e o e o o o o e e e T v oo o e ok e e ok e e e e o e e T vl e ok vk e ok ok ke ok ok ok ok e T e e e e e e o Yo vk e o ok e o e ok e ok e e ke e e e e S e e de ek

5. Do you feel that your needs are taken care of promptly?
RO s 2 oo o B S G SE < BRI 699 cwiEs dDEl o TEON & 0
NS anpenixehs s Would you say that this is true:
SOMBLINGE e < o= 44 oh A% Swd 25 6 5 6 1
Most of the time............ 2
Nearly Always........ccceven. 3
BAMAY B . o vste. tumdts s5ns et 4

B8 7 .0 2.0 00 0 T 0 1 B R Snh i B0 B Wb s il 0

> < S | Would you say that this is true:
Sometimes.........oievnnnn. 1
Most of the time............ 2
Nearly Always............... 3
AIMAYE it . cnmve nams e dh 83 mwe e 4

7. Do you feel that the care you receive from your ( ) is
appropriate for what you need?

e o o i 56 o B B8 6 D OSSN LT B e ek 58 B 0

(<. SR Would you say that this is true:
Somelimes. cavv. vvas nus e nuspa I
Most of the time............ 2
Nearly Always...... E S TPy EE 3
ATWaYS. . vviiiiiiinennnnnnn. 4

N8 brv 608 d e 0 s, 52 8 0 & 58 s g 85 s awedb cBUE SiEa 6 0

Yes....... ..., Would you say that this is true:
Sometimes........ooiivnnnn, 1
Most of the time............ 2
Nearly Always........cuo.... 3
ATWaYS. .o it ittt i i 4

M Stes 57505 @ 6 & 0 dn 33585350 adas 46 @ nrs s s ab 8 sd b 0

VEB 8ot s 840 s ane Would you say that this is true:
Sometimes............... fote . L
Most of the time............ 2
Nearly Always........ e 3

ATWAYS . e ettt iieeiennnns 4
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SATISFACTION WITH CARE RECEIVED FROM
FAMILY MEMBERS & FRIENDS (CONT.)

********************************************************************************

10. Do you feel that consideration and concern are shown for your comfort?

1Nl comenie v » o1a BEBIE b T SRR o e G i s S M 0
T8S s mannes bo Would you say that this is true:
SOMEETMEG: ¢« 555 b out s pososre s 1
Most of the time............ 2
Nearly Always........cvuun.. 3
Always. ..., 4
11. Do you feel that the care you receive from your ( ) includes

consideration of social activities that are important to you, such as,
seeing friends, going out, playing cards, writing letters, etc.?

6 el s hln B B E s 6.olh « Sl wond 5 s SHOIE S § cléh ¥ b 53 0

41 TR RO P Would you say that this is true:
Sometimes................... 1
Most of the time............ 2
Nearly Always............... 3
ATWaYS. .o iie i i it 4

12. On a scale of one to ten, how satisfied are you with the care you
receive from your ( )72 With ten being very satisfied,
and one being very dissatisfied.

W o s 2ee bz R e Lo nan B, deds - - | S 8.....9..... 10
Very Very
Dissatisfied Satisfied

13. Now I would Tike you to compare the care you receive from your

( ) with the care you think ( ) usually give
( ) in your situation. Would you say the care you receive .
from your ( ) is:

Much better than ........ ..., 4

BOLTEE RN e cms & eree 5 omim s s & B EERFO N £ 3

AbBRE The SamS 38 canwod v devsas ot ssebus . 2

Not a8 goad 88 .ov.vwewwbcanasibonncsssdes i

EOEmE Eafw) vins aur=caiem s g ilinsg bhe 3o o8 as 8

(BT M PRTUSRAY v < cn e a e cohbnb o 9as e s 9

the care other ( } give their ( e
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APPENDIX C
Selected Measures From Caregiver

Interview Schedule



ERVIEW
LR R AR R R R R R R R R R R X R R R SR S
LIVING SITUATION

4-4*‘-‘—***-ﬁ-*****%(—**i**%*******-!-**l"-‘f-**********%*****%*****#%é******¥¥*&¥-+¥-***

I just want to check that I understand correctly your relatio
(CARE RECEIVER: USE SURNAME ). He/she is your , is ¢
righ e

(CIRCLE APRROPRIATE RESPONSE)

Wife ......... etk A g 1
Husband ...... TBEF D e e as g S B g 2
FIDRTIBE g o raresin o a5 B 5 o S 6 0w e 3
FatmBr semato ¢6 »otrns BEEH 5 e o 5 oo 6 Ta 4
Matier=iR=TEu: neo i v seid os on dol 5% 5 o diar 5
Father-in-law ......... il bk g 'es g s Sy &
Sister or brother ........ T B S D S 2 7
BrandparE8it . ..o e s an e e s e 8
Other - relative ... .t rnnn.. 9
Friend or companion with whom you live 1@
Other - non relative ...iverinennnnnn 11

Approximately how many vears have you and (CARE RECEIVER) known each
other?

years

This project focuses on people like you who are what we refer to as
"caregivers" tc a family member or friend. About how many vyears have
you been a caregiver for CARE RECEIVER)?

years




AREGIVER IMTERVIEY

FHEAEF AL R FE R F LA DL LA S LA A S F L SR AL A A A F LS AR A AR AEFF L L LA L5 S A F L2 b b4 4 L 2§ h bt

CAREGIVER HEALTH

Eh AL FFEEF S R F LR LR T EF R F R T AR LI FF LS LA A I E AR A A LR F R FEF S C L b S 4L AL R T+ € s

I am going to read to you six statements about heslth. After 1 have read
them all, tell me which one fits you best. (READ ALL STATEMENTS TO THE
CAREGIVER BEFORE OBTAINING HIG/HER RESPONSE - CIRCLE ONLY ONE ANSWER .
a. I must stay in bed all or most of
THE EIME .« cooub s vnfiiae ce 860 o R SR 1

s I must stay in the house all or

- most of the time ..... A AR e v e
G I need the help of another person

in getting around inside or

cutside the house ..........ccvvunn.
d. I need the help of some special aid,

such as a cane or wheelchair,

in getting around inside or

outside the house ........ e 4
e. I do not need the help of another

perscn or aid but have trouble

&3]

getting around freely .............. §
f. I am not limited in any of these ways . &
Compared to other perseons your age, would vou szay that your healin is:
{ READ CHOICES)
Excellent ...t inennns 4
€ = o Y ]
FEAF o o6 5 awe 656 s o s ml 0§ eTiEEse o e 2
PIGIOIS o b6 |9 @5 6 & oo nies B Sinasie] 8 S50 6@ 5 @ 1

How does your health no cmpare to your healih one year age? Is your
i

health now: (READ CHO

Much better ... it
A little better ... innenn
About the same ......cviri e nennnn
A Lithle WOrSE . uv.oweesvoeoereanssans
Much worse ......oveevneen. Jesmsas TEA

— MW N
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CAREGIVER HEALTH (cont.)
IR E R E R R E S AR A R E T E R E R R R R R RS R AR R R R R R X R R RS R R R R R R R RZ RS R AR R R RER R R R ER R R R EEFEEREE]
I am going to read you a list of problems {hat some caregivers havé.
we want you to tell us if you have any of these problems.

YES. (If YES, ask:)
How much does this problem get in the way of
NO your taking care of (CARE REC)? Would you
Do you have problems say (READ CHOICES):
with your: Not at ait |A little Some A ot
A Hearing 0 1 2 3 M
or ears
B8 Eyes 0 1 2 3 [
C Back 0 1 2 3 8§
Hands 0 1 2 3 4
E Feet or o 1 2 3 3
iegs
F Lungs or
breathing ) 1 2 3 §
G Bladder or 0 1 2 3 4
bowel
control
H Teeth or 0 1 2 3 4
dentures
| Memory 0 1 2 3 4
J Speech or
talking 1] 1 2 3 g
K Heart 0 1 2 3 4
Do you have a problem with: Lt |Arthrits 0 1 2 3 4
M Overweight 0 1 2 3 u
N High blood 0 1 2 3 4
pressure
o Diabetes 0 1 2 3 ]
P | Headaches 0 ' 2 3 4
Q Pain 0 1 2 3 [
R Other 1] 1 2 3 ]

Specify other



CAREGIVER INTERVIEW
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NATURE OF THE CAREGIVING ROLE/CAREGIVER ROLE STRAIN

AR R R R R LT T T L L L L L Ly T A e n

The next set of guestions is very long. However, the information from
this section is very important to us because we want to have a really
good idea of what you do to taks care of (CARE RECEIVER}.

Family members and friends provide many different kinds of help for
older pecple. I am going to read you a list of iypes of help which
are often given to older people. Some of these types of help will rot
apply to your situation and some might. I would like to know wheiher
you, or somecne else, give this help to (CARE RECEIVER). For example,
you may receive help from another relative, friends, neighbors, or
someone whose job it is to do this kind of work.

(A5K THE FOLLOWING QUESTIONS FOR EACH TYPE OF HELP. IF THE RESPONDENT
ANSWERS NO TO THE FIRST AND THIRD QUESTIONS, SKIP TO THE NEXT TYRE OF
HELF.)

13 Do you (READ TYPE OF HELP FROM LIST) for (CARE RECEIVER)?
(RECORD ANSWER IN COLUMN 1 BELOW:?

2 (IF YES) How hard is it for you teo do that? Would you say it 1is
not very hard, a little hard, pretty hard or very hard?
{RECORD ANSWER IN COLUMN 2 BELOW)

37 Does someone else help out in this way? (IF YES) Who helps out?

(RECORD ANSWER IN COLUMN 3 BELOW: MARK ALL APPROFRIATE:

4) Do you have to arrange for this help or do they just do it
on their ocwn?
(RECCRD ANSWER IN COLUMN 4 BELOW)

5 (IF YES) How hard is it for you to arrange to have somecne
glse do this? :
(RECORD ANSWER IN COLUMN 5 BELOW)



v € 2 1 1 4] r N ud HO ¥ (> 2 1 1 0| - -hapuney ayy oq
v € 2 1 | 0 r N E| 3u} 4 € 2 1 | 1l IR 1§ 0.1
wouay ¢ H3Y
JHYI)ra3dazodd '3
v € g 1 1 0 [ N P ¥u} ¥ e 2 [ 1 o "' -buyjrem yzgm
(7D3JU JuVYIrasIssy Qg
¥ £ z 1 1 0 I N HE HO ¥ £ z 1 3 Of " 'ades s§ ays/ay
g a4ans ajew pue
( D38 3JUVD) d3zeMm ‘D
¥ [ z 3 I 0 r N B ¥0 ¥ £ 2 1 1 of e auoydayag
ay3 @sn 03 sjuem
ays/say uaym
(7534 IEVI) dieH g
v £ e 1 1 0 A N ud s} v E bat T ¥ 0| ", sbuyssaap uao
sabfepueq abuey)d ‘g
v € 2 1 1 0 r© N ud o v £ z 1 3 0
auvH GuvH auvH Asv3a| S3A ON|SI 1@ dor SHOH aN3I1¥4 BATLVIRY| QUYH auvH (JHVH ASY3 S3A ON
AH3A ALL3Nd 001 AS0HM ~HOI3N YIHLONY| AHIA AL13Hd DoL
10N ANDIAWOS 108 103 nof oq
SADNVHYY 0L JUvH MOH &BHIHL0 Ld13H 38713 INCANY S304 40d 0L duvH MOH L0d d13H 40 3dAlL
Wo¥d4 413H NOA oad
FONVUHY
€ uwwnion r uwnion e ..—E:*OU e uwwnia)d| y wunio)d

(53DI0HD aAv3d)

LETYY) Op as(a auoawos aAwy 03 abueaae 03 noh 103 37 S1

pley moH (S3IA A1)

dumo 4yayg3 uo 3§ op asni hayy op Jo diay syyz Joy afuerse oy aaey noh o( K]

(S3I2I0HD avay) ¢&3no sdiay oy ghem syyg uy 3no dyay asya auohue sao( ¥ 54

(SNOILd0 avay)
(YIATI33Y F093) 404

43®4y op 03 noh 40y 37 ST puey mOH (SIA A1) @

(1511 WOYd JT3H 40 3dAT avid) nobh og 'y



14 € =4 ¥ ¢ (o] r N Hd Ho 4 e g 1 ¢ (o)) (st ( "J34 3uvD)
Y3im awij
puads pue 318
4 € I+ )3 I [+) " N Hd HO 14 € e T ¢ ol I spuedaa
pue Buypddoys
sanp ayssay
58 ( "03Y 3yYvD)
huedwo 33y By
t £ g2 1 T 0 r N Hd ¥o 4 e c T 1 {0 PR Spue..la
pue bGuyddoys og ‘f
t € 2 | ¢ 1§ 0 r N -E | HO v [ c 1 1 0 ssausnoyifdsns
10 eyoueaed
s, ( "H3Y JHYD)
ajpuey 03 aAey I
t € e )4 | ¢ 0 r N yd Ho v e 2 T ¢ of """ aded yjyreay
jn0qe SUOYE}I&8p
tolfew ajep ‘H
14 [ a 1 T 0 ¢ N ud 0 14 € e 1 1 [0 ] §j04ys 40
WCOﬁ#ﬁU«UNE
( 334 JUVI)IaATH D
t [ c 1 1 O r N Hd HO /4 E e T I 0
auvH ay¥vH aQuvH ASv3 S3A ON| 8T 11 aor SUHOE ANIINA INTILVIEY |aQHVH a¥vH auvH ASv3 S83A ON
AH3A ALL3Y¥d O00L 350HM —-HOI3N HIAHLONV | AM3A ALi3ud 0oL
10N 3Na3W0S 10N 104 noh og
L3ONVHYY DL QUVYH MOH {SHIHLID 4d713H 3513 3INOANV 8304’ 404d 04 auvH MOH Loa d13H 40 3JdAd
WOY3 J473H NOA 04
JONVHYUVY
¢ uwnyon ¥ uwnyon £ uwnioy 2 uwnion|y uwniod

(S3DI0OHD @v3Y) &syyy op asta auaaswas aAey o3 abuedaw 03 nof a0y 37 $F puey moy (53N 41D e

dumo ayayy uo 3y op 3snf hayy op ao dray syyy 4oy abueuaae og aamy noh oq ‘b

(B32I0HD avay) &ano sdray oym hem syyy up 3no dray asga auohue saogq g

(8NOILJO av3d)

(Y3ATITIY 38vD)

i3eyy op 03 noh 1oy 3| BF paey mOH (S3IA 4I) 2
w03 (IBTT WOUS J13H 30 34AL avady noh og 'y



14 [ 34 c I T 0 " N Hd HO -4 € rad 1 I 0| " 'steaw adedaad
diay 40 auedadid 'Yy
14 E & ¢ ¢ 0 I N M4 HO 4 £ zc 1 1 ol """ furocodweys
pue aues
4IEY UY3Im 3s¥ssyY D
¥ e 2 1 ¢ 0 r N Y] HO v £ z 1 1 ol " - s1asaayswry
517108 (¢ "D3Y 3JYvd)
uaym dn ueayn <
tr £ c 1 ¢ 0 r b 2] O ¥ £ e 1 | 4 ) [P S swayqouxd
d0fARY3q
€, ( 034 34YD)
ajpuey 03 24Aey ‘0
4 £ c 1 ¥ 0 r N ud Ho 14 £ e 1 |8 o| -+ Buyysem
40 Bujyyjzeq
Y3Fm 3syssy N
1’4 € e I ¢ 0 r N CE| HO ¥ € 2 1 ¢ ol - - sayzora
pusaw J10/pue uodj W
4 € e 1 ¥ 0 r~ N -E] yo 4 [ e ¢ )1 0
auvH JuvH QdvYH ASY3 83A ON|SY LI gor SHOH AN3IHd IATLYIIY |[AQUYH JUvH dadvH ASv3 S3A ON
AH3IA ALL3Hd 001 ISOHM —HOI3IN HAHLONV | AH3A ALL3UHd 0oL
1DN ANOINOS 10N 40y noh oq
LIONVHEY 0L d¥vH MOH LE8HAHLO 4dT3H 38713 INOANV 8304 404 0L auvH MOH 4Dd d13H 40 34dAL
WOH4 J4713H g NDA Ga
JONVHYY
¢ uwnie) ¥ uwnio) £ uwnjon 2 uwnion| T uwngod

(S3DI0HD avaY) 48Ty} Op asya auoawos aaey o3} abumaae of nobh uoyg 3T S5F

paeYy MOH (83AA dI) B

Jumo J4yayy uo 3y op 3snf hayy op a0 dyiay sjy3 a0y abuerase 03 aAeYy noh og ‘¢

(SADIOHD av3Yy) eano sdiay oym Jhem syy3y uy gno dyay ssya auohue saoq ‘e

(SNOILdO av3d)
(HHATIHIY 38V

Zaeq3 op o3 noh a0y 31 SY puaey mMOH (S3A 1) e

404 (IST1 HOYd J13H 40 FdAL dv3d) noh oa g



tr £ oS i [ (o] r N 12 E 0 v € Fot I 1 Of "8y 8yssay adaym
pue s} ayssay oym
( D34 JHVYD)
purwaa 03 aAEH X
4 E e 1 ¥ 0 r N pE] 3]s} 4 £ e i ¥ @)~ T aEE ‘Sadnjuap
S, ( 7034 23UV
40 2483 8jey ™M
14 e [ 1 ¢ 0 ' N ud ¥O ¥ [ Fad i ¢ (o} I N E e TR )
dyay o3 gybyu je
dn 3ab o3 aaey A
14 [ 2 ¢ i ¢ 0 ' N BE | HO 4 £ Fed 1 ¢ O] """ " 440 sdapuem
ays/a2y 4583 ug
( "03" JYYD)
SUGNB 03 aAeH N
4 E 4 1 ¢ o) r N 4 Ho 14 e c I 1 Gl = B R T rsyse
{ 034 IHvVD)
3eY3 suocjgsand
aAf3Tjadas
J3msue pue
Ua33sy[ 03 aABH ‘L
4 € c 1 ¥ 0 r N HE] HO ¥ e e 1 ¢ O """ ¢ 034 JHVD
H3¥m jea
pue umap 3185 ‘g
14 € e ¥ ¥ o] r N - E] HO 4 [ c 1 1 o]
auvH QUvH GYVH ASv3 S3A ON|8T 11 "gor SHOH AONIIYL IAILVIIY| A¥VH GYvH ddYH ASV3 S3A ON
AY3A ALl3Hd 0O0OL. JSOHM ~HOI3N H3IHLONY| AH3A ALL3¥d 0oL
1DN 3NDINOS 10N 403 noh oqg
<JIONVHYY 01 auvH MOH 4SYHIHLO LdT13H 3573 INOANY S30d 400 0L auvH MOH 20d d713H 40 3dAL
WOY4 d713H NOA Od
JONVHYUY
¢ uwnyon $ uwnjioy £ wwnren 2 uwnie)| 1 uwnjon
{BIDIOHD AVAY) &SFY3 0p 8672 Auoawas aAry 03 afiuraae 03 noh 40y 37 s§ paey moy (S3IA 41D ‘e
4Umo 27ayy ua 3§ op 3snl hayy op o0 dyay sjyyy doy abumdse 03 aaey noh [=7a S
(S3DINHD avay) eino sdiay oym 2hem s1yy ug gno diay asya auohue saog ‘g
(SNDILHO av3Y) <d3'y43 op o3 nof a6y 3F ST paey moH (S3A 4I) e

(U3ATIOIY JuvD)y 493 (IETT WOUd 4136 J0 34A1 avad) naeh oqg



1 4 € Z 1 ¢ o r N 1 E] HO v € 2 ¢ 1 of e sh3j3jew
1efouUeUly
pue bujjueq
Yjym 3s¥ssy  ‘aa
v e 2 1 1 (o] r N 4 HO v £ e 1 1 [+ } SR yo S¥
2Yys/ay I4ns ayew
03 ( "234 3JYVI)
Uo uy 3aayy 5o
4 [ e | ¢ ¥ 0 r N 1 E | ¥O 4 E 2 1 T oy fuyssaapun
pue bGuyssaap
Y3¥m 35188Y ‘[
14 £ e T 1 0 r N - E] HO v £ 2 ¢ 1 0 "' sjuawjujodde
1eaypaw
) 03} jdo0dsuera)  'yy
t [ 24 2 1 1 [0} o N E] HO 4 € 2 ¢ 1 O} """ spuatag JIsyA
03 ( 'D3d VYD)
403 abueaay 7
4 € e 1 1 o] r N - E ] HO 4 [ 2 I 1 [0 3 IR 03 pepuajzje
s1ajjew yebay
g38b o3 dyan A
v e c 1 ¥ 0 r N Hd HO 4 e 2 | ¢ T o]
ayvH Ju¥vYH ay¥vH ASv3 S3an ON|{STI 11 aor 8408 ANIIYA 3ATILVISY| QuvH JUvYH auvH ASV3 S3A ON
AY¥3an Al1134d 00L 3S0HM ~HOI3N H3HLONV| AH3A ALL3Nd 0ol
10N 3NO3M0S 10N 103 noh oqg
(3ONVHYUY D1 duvH MOH LE8H3AHLD <d713H 38713 INOANVY 8300 L00 0L QuvH MOH 40da dT3H 40 3dAlL
WOYS Jd713H NOA 0a
JONVHUY
¢ uwnion ¥ uwnyjo) E uwnyio) 2 uwnjaonl 1 uwniod

(S30I0HD QV3Y) &STY) Op 8s[? auoawos aary 03 abucaue 03 noh 40y 3§ ST

piRY MOH (S3A 41D

dumo Jayayy uo 3§ op gsnl hayy op 4o dyay s1yy 403 abueasar o3 aaey noh og

(S30I0HD avay) cano sdyay ouyM shem syy3 uy jno dyay asya auohue saog

(SNDILldO avay)

43e43 op o3 noh 404 31 ST puey moH (S3IA A1)

(YIATIDIY 38vI) 40y (TBT 1 WOUZ d7a0 dJ0 3dAL avad) noh oq

Nm o B

-



v € e 1 ! 0 r N -E Ho 14 e Z 1 ¢ L Tt USITYG
fuyhed pue
s323yd buygzpam
Y3Im 3spssy e
v e a ¢ 1 0 r N - Ho 14 1] c 1 1 (¢ suogjofg
fiydde pue
uyys s, (TDIY
JUVI) 33843 Il
t € c T T 0 r N - E uO 4 € Fad 1 T 0| "'dayswry 03 pesy "HH
14 [ e T ! 0 r N - E HO 14 € c 1 I o """t rawol oy
anuyjaund sajouabe
wo.ljy SadIFALBS
3RYy3 adns ayel ‘9h
14 £ e ¢ " N -E yo ¥ (o) 4 E e ¢ 1 ol T (TH3Y 3EYD)
diay o3 awond
o3 fhouabe adjadas
[e{J08 JO Yyjjeay e
wo.ag dunawos 33H "4
t e < ¢ ¢ 0 r N L E HO 14 £ c | 4 1 Ol """ (703Y 3uvd)
i03 ajeysdoadde
ale 5adjAdas
dyayy ¥ aas 03
sajouabe ajxyAaas
Iey308 pue
Yjieay 323eju0) "33
4 e e 1 T (] r N ud o 4 € c T ¢ 0
auvH JyvH duVH ASV3 83A ON|SI 11 aor SHOH ONITHd IATLVIIY| QHVH AQH¥vH qQuvH ASVY3 S3IA ON
AH3IA ALL3Hd 001 350HM —HOI3N HUIHLONY | AH3A ALLIYd DoL
10N ANO3U0S L1ON 403 noh og
L3ONVHNY 0L Q¥VYH MOH 4BYHIHLO &dTAH 3873 INDANY 8304 400 0L QyvH MOH . eoa d13H 40 3dAl
Woyd 4113 NDA 04
JONVHUY
£ uwniod ¢ uwnroy £ uwnio) 2 uwnjo)| 1 uwniod

(S3)I0HD aVIY) &STY) Op asy1@ auocawos asey 03 abuzaue 03 noh ao4 31 ST paey moH (S3A 1)

iumo Jafayg uo 37 op 3snl hayy op

10 diay sjyyy 403 abueaue 03 aaey noh og

(B32I0HD avay) ¢ano sdyay aym ghem sjyy uy gno diray asya auohue ssoq

(8NDILLO avay)

Z3e4y op 03 noh 40y 37 SY paey moH (S3A A1)

(USATIDAY 3uv3) 194 (1611 WOHd d13H 40 IdAL avay) noh oq

¢ n

oo



“ v £ z 1 T 4] " N E] 5] 7 £ 2 ¥ I @i e e B uedpaq a0
; 381703 ay3 asn o3
(7539 IEVI) diaH dd
v € -] 1 T o r N M HO v 5] e T 1 of " saysyp op
A58 11
| 1334e dn ueary 'op
v E z 1 T 0 r N 1 E| uo v e 2 ¥ r of- suauyy paq
hzayp abueyny ‘NN
f
Ly £ 2 1 T o r N E] ¥0 v € z 1 I (o) R R tayswry
! Y3TM "A L yd3EM  ‘uu
4 € z 1 1 0 r N Y4 o v € 2 1 1 (0] S I L 53U3AS
| JudwuIe3tagua
i pue sbuypjaaw
‘sawoy ,spuaydy
; 03 j40dsuea)
v (3 z 1 1 o r N ud U0 v £ 2 1 1 (o e Lt Buggygamp
ajeaedas ( ‘534
JHVI) ujejujyew
; o3 sqol ppo op
: pue sbBuyyy ,xyd, -wy
B (> c ¥ 1 0 r N ud %] 4 £ b I T o
QuvH  GNYH GYVH ASY3| B3A - ON|SI LI 80r SHOE ANIIN4 IATLYI3Y |QuvH auvH auvH Asv3| S3A ON
©AM3A ALL3¥d 001 3S0HM -HOI3AN HIHIONY [AN3A All3ud DOl
| 10N aNDEMDS 1DN 103 noh oq
t
{
| ¢2ONVYUHY DL GNVH MOH LBHIHLO 4dT3H 3873 ANODANY 5304 400 0L auvH MOH éna d13H 40 3dAL
WoHd d3H NOA 0a
IONVYHYY
€ uunjon 2 EE:.—OU_ e uwnyon c uwajo)| | uwnion

(S3D1I0HD av3Y) LS¥Y3 Op 9s1a auocawos sAwy o3 abuwvaae 03 noh 404 3§ ST paey moy (534 A1)

Lumo 13ayy uo 3y op 3snl hayy op 4o dyay §54y3 Jo3 abueaaw o3 asey noh og
(S3DI0HI avay) ¢eano sdyay oy ghem syyy uy 3no d1ay asys suohue ssoq
(SNOILldO av3u)

(U3ATIOIY 34VD) 403 (IBTT WOUT d13H 40 AJAL avid) noh oq

43843 op 03 noh Jo03 3% ST paey moH (S3IA 41)

o

Nom <

-t



L1817 SIHL WOHd ONISSIW SI AVHL ONIHLANY 3¥3HL S1 ‘1L
14 € e 1 ! [0} r N - E] HO 4 [ 4 2 |4 1 O | """""""'suogsglap
1SS 1TT-1TE ¥
JGo0few ayep °'ss
& 4 e T ! 0 " N E ] HO 4 € e ¥ 1 o~ ajeuonyydajje
hyreayrshyd
a8q Jda
puey s, (TH3IY
3u¥D) PICH "HY
4 e c 1 ¥ [n} " N A HO 14 e a 1 1 (o} T Taluednsuy d0
‘sag ‘o045
‘aaedfpaw
‘E3XRY} SE yINns
‘swiod Rhuessasau
buyzasydwod
Uy 3sissy ‘Db
1 4 E 2 T I o r N Hd HO 14 [ e ¥ ¥ 0
auvyH duvH aQuvH ASv3 §3A ON|SI 1I g€Of SHDE ANIIH4 3AT LYY | QUHVH JuvH JaHvH ASvV3 S3A ON
AY3A AlLl3¥d4 004 ISOHM ~-HOI3N HIHLONV | AHIA ALL3IHd aoL
10N ANO3N0S 10N 104 noh oqg
SIONVHYEY 0L QHVH MOH £5H3H10 LdT13H 38113 INDANY 5304 400 DL QUVH MOH 40d d13H 40 3dAL
WOMN4 Jd713H NOA Dd
FONVUHUY
¢ uwnion $ uwnyoyn £ uwnio) 2 uwnion| 1 uwnion

(S3DI0HD av¥3H) &STY3 Op as[a auoawos dAey o3 asbduvade o3 noh w03 37 ST paey moy (SIA HI)

Jumo Ja3ayy uo 3y op jsal hayz op 2o dyay syyy doy sbursde o3 aAey noh og

(SIDI0OHD av3Y) &ano sdyay oym Lhem syys uy 3no diay asga auchue saog '

(8NOILdO av3w)

(R ENY ERERNERTRA)!

2343 op 03 noh aoy 3y S} paey moy (S3IA dI)

103 (IST1 WOHd 4713H 40 3d4A1 av3yy noh og 'y



CAREGIVER INTERVIEW

TEIFHFIEE R L L RE R L L LFFAULEER A EFF U AR T ST LA FF A BT RS FF SR EF AR A RS XA F P bt R F L s 222 I 32244
REACTIONS TO CAREGIVING
FAFLXFEF IS F AL I LI I U RIS IS I I AR IR FF LI E R LRSI BE L LR LS LB I AL A FRFEB IS L L2 22244
We would lite to know how much vou worry about
For example, how much do you worry about (R

little, some or alot?

Not at all A little Spme A lot

AY (CARE REC)'S health condition.. |1 2 3 4

B) Obtaining enough help for the
things you can't do for (CARE

REGE) 08 v s ls wdioe st s 0 d b oS s S @ea 8 1 2 3 4
C) (CARE REC)’S mood or state of
L A i S e 1 2 3 4

D) Firancial problems related to

(CARE REC)'S care .v.veeeva. gl A 2 3 4
EY Your own ability to continue

taking care of (CARE REC)

because of your own health .... 1 2 3 4
F) How you can go on if (CARE REC)

gets worse ... 000 Do % 3D e 1 2 3 4
G) Having to leave (CARE REC)

alone when you go out ......... 1 2 3 4
HY Your own future ....... ... s 1 2 3 4
I) Who will take care of (CARE REC)

if something happens to you ... 1 2 3 4

J) Having to make the decision
about whether to put (CARE REC)
in a nursing home ...ioviernans 1 2 3 4



4-’éf{‘-ﬁ*********%*%#—44"’******%%*4***'****4*%&4*****-%‘:%4’-*%4%*-?****":*%‘#*%%44%*
[l ¥al ) aXen
REACTIONS TO CAREGIVING
-‘%4’-**4*i‘******%***‘ﬂ-*********-5‘**-‘%4*‘)"%*i'%*%‘5"***4************4k‘%*""-ﬁ*%*******%
I'm going to read vy a
= i = ) e+ l
caregivers. Can you ite
PR [ e ladid
{CARE HECEIVER:

PR,
bt
wi

of things that hapgen in the lives of
ofte hes hings happen betwesn vou and

=
o~
e

@]

£

What about (READ OPTION), how Never Sometimes Much of Always or
cften does this happen? or Rarely the time Nearly always
A. Stress in your relation- 1 2 3 4

ship with (CARE RECEIVER)
B. Attempts by (CARE RECEIVER)

to manipulate you..... o1 eiie ! 2 3 4
C. Nervousness and depression

you have concerning vour

relationship with (CARE

RECETNER s afo s bt gan bt em s g 1 2 ) 4
0. Demands made by (CARE

RECEIVER) that are oaver

and above what s/he needs... 1 2 3 4

E. (CARE RECEIVER) being

SUSPICICUS wegsoiemee e 1 2 3 4
In the balance, would you say that the pesitive aspects aof caring for (CARE
RECETIVER ) outweigh the negative, that the negative aspecis cutweigh tha
pasitive, or that the positive and negative aspects are about sgual”

Positive outweigh the negative ....... |
Negative outweigh positive .....c.cvv. 2
Negative and positive are about

SATal «limcaoaaiygs fblng ageas ¢ e e GHE 3l o amend S




TERVIEY

‘*#—*-‘-***-‘t********"**?‘*“**4**+**§**§6*€-i*1.‘?*7‘:*"4**"'444“%5i#-}*%é*#&%‘{--‘-%*

MUTUALITY

4-—‘—-(-4—*#-‘4-*-(--.***%‘.*%%%33‘4¢*&¥4+***-§*¥*¥**%¥§i‘*4—4i%**4#*%-}%-‘4444%41‘4*1*"44*6 AR

list

of statements d

T S

thD

I will read vou a gscrifbing relations Please
tell me how much esach of these statements describes your zlationship
with (CARE RECEIVER),
NOT AT A LITTLE PRETTY VERY MUCH
ALL LIKE LIKE THE MUCH LIKE LIKE THE
THE TWO TWO OF THE TWO TWQ OF
OF you YOu OF yaou YOU
A.We are extremely
close .. ....... 1 2 3 4
B.We basically
like each
other ......... 1 2 3 4
C.We love each
other very
REEM .« w6 -6 dasada'a 1 2 <] 4
D.We often express
affection to
each other .... 1 Z 3 4
E.We are very
attached to
sach other .... 1 2 3 4
F.We really get along
with each other .. 1 2 3 4

How much do you share your feelings and ideas with (CARE RECEIVER)?
(READ CHOICES)

Not at all
A little
Some .

L U O

--------------



CAREGIVER INTERVIEW

*-W**-X-***********-*&*%’t(-i‘**'l-**%*****!'**i*ﬁ*t**%-ﬁ-******************ﬁ****ﬁ*v¥*

MUTUALITY (cont.)

A AR E S EEEEESEEEEEEEEEEEEEEESEEEEE R EEREER FEE IR T I T R T IR G S R Y

How often do you confide in (CARE RECEIVER)? Would you say: (READ

CHOICES)

Never or rarely ..........
Sometimes ... euvnnnnanns .
Much of the time ........ .
Always or nearly always ..

How often does (CARE RECEIVER)

o v o 0
# I b 6B 2
T e . &
v At a® .l . 4

zxpress feelings of appreciation for you

and the things you do? Would vyou say: (READ CHOICES)

Never or rarely ......... .
Sometimes .......cvivunn.
Much of the time .........

Always or nearly always ..

How often does (CARE RECEIVER)
Would you say: (READ CHOICES)

Never or rarely ...... A
Sometimes .....cviiniiinnas
Much of the time w.ovvoin.
Always or nearly always ..

How often doe
{READ CHOICES

s (CARE RECEIVER
}

o e G WA S b e 1
..... T sl B
0 & o Al T .. 4

express feelings of warmth toward you?

give you suppoert? Would you say:

Never or raregly ........ W o S B S T
Sometimes ...... P ER LT ST~ 2
Much of the time ............ B IS 3
Always or nearly always d g e g 4



CAREGIVER INTERVIEW

A ARl EEEEEELEEREESEEEREEEEESEEEREEEEEEEEEEREEE FE EIT I B Iy e gy g ey
t 4 f -
MUTUALITY (cont.?
FEAER LA R U A FFRT R B AFE LR T A RS LRI AF L L AR F LS LR F AR AR FRFFFFARFE LS E S LB L LR EL RS RS EFEY

How often does (CARE RECEIVER) e«press feelings of affaction toward you?
Would you say: (READ CHOICES)

5

Never or rarely ...ouieeieinnnnrnnnnas
it b= A = TR e P et A
Much oFf the time L. e ivie s aeib s o
Always or nearly always ......c.o.n.n

Bl Py —

How often does (CDARE RECEIVER? Would vou say: (READ CHOICES)

pu
ib
st
an
~
o)
[
~J

Never or rarely voieeeeniiesesonsaenss
SOMELIMES oy e aas e swn e nae e
Mucts off The iRl iis faeie dne s s ans ke
Always or nearly alwdys +veiveenerenns

RSN R AN IR

How different does (CARE RECEIVER) seem to vou now &s compared to the
time before you began taking care of him/her? Dces he/she sessm like a

different perscn or pretiy much tha same as befors?

—

A different person ...v.icrireenennnsn
The same as hefore .....c.veivinnnnnn 2

RS R XS SR AR R EEAEEE RS EE R EAEE R REE R EERERE R R R E R S RS EESE R E R R S R EE R RS

PREPARATION FOR CAREGIVING

LE RS E S EEEEES IR SRR X EEEEEEEE R EEEEE SR ESEE S EE R E R R R R E E R R EE R R R EE R R

How much have you learned by trial anmd error about how to care for (CARE
RECEIVER)? Would you say: (READ CHOICES)

None at all ..ivieieriir it encannans
A little ..ttt it it i it et i
DGV, wrie 3 o i g D o Ee e L g o e e 1 8
A LB e il T e e W E @ n e e B B E el e e

W —
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REGIVER IMTERVIEW

AR R R R R R R R R R R L L T LT L L S A

PREPARATION FOR

CARE

GIVING

=%%%4%***%*44%;{-“*-‘?‘1vi-*v‘(-******i‘v*;*43‘4'4-%*.**4*§-*%*****¥-*****#¥'¢¥§+%§-*4—**¢+¥.%%*
There are a number of community services, such as aduli day care, respit
care and home care, for older oersons How much have you lsarnsd about
community services for (CARE RECEIVER) from a docior, nurse, case
manager, social worker or home health aide? UWould you say: (READ
CHOICES:
Nome at all ........iivivuennn. ewpmrem ey |
A little commamms 995 b 95 me 0 e s bs o me 7 @
Some 554 GIG o [0 [omeirEn B 6] IE MR s 8
gliSE G wwe EE e Sememm >k SIEE G LMY 4
Overall, how well-prepared are you ioc care for (CARE RECEIVER)? Would
you say you are: (READ CHOICES)H
Not at all prepared ....... #5 . T
Not too well-prepared .....vieevn.n. . 2
Pretiy well-prepared .... S HBATE Bk D
Very well-prepared ... 0iviniinnnre. 4
88. How well-prepared do you think you are to taks care of (CARE RECEIVER's
physical needs? Would you sav vou are: (READ CHCQICES)
Not at all prepared ....covvevennnn e
Not too well-prepared ......... R . 2
Pretty well-prepared ............. st Bl D
Very well-prepared ....¢cviinennenn . 4
89. How well-prepared do vou think you ars to tabe care of (CARE RECEIVER )=

emotional needs? Would you say you are:
Not at all prepared ..
Not too well-prepared
Pretty well-prepared
Very well-prepared

How well preparsed do vou think you are for
Would you say vyou are: (READ CHOICES)

Not at all prepared ........
Not too well-prepared .
Pretty well-prepared
Very well-prepared ...
Caregiving is not stressful

A waoww

(READ CHOICES)

B SN oV B
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PERSONAL CHARACTERISTICS

AAELE LA F L L L L L LR AAF R A FEF S AR LT L F LA SRS SR AL AR AR B I F PN I HF LI L XS A B AR RS RL L L %S0

What is vyour birth dats?

Caregiver's gender: (RECORD WITHOUT ASKING IF OBYIOUS OR CHECK RECORDS)

M gatrmfasi IE2E 0 ol balls sea noad ETLT L
FETALE B o mome @ 5 ddes 50 6 8 5 b 570 a0 b W b o 2

What is the highest grade in school that you completed?

Never attended school ........ ..., @
Attended grade school .cv.ieevsrenean.. 1
Completed Bih grade iscmicurentiinss s 2
Attended high school ..... v, 3
Completed high school ................ 4
Pest-high school vocational training.. §
Attended college ......c.h i ihge B
Completed college ........ e RPN, 7
Which the following four statements describes your akility to get

of
along on your income? (READ CHOICES)

I can't make ends meet ........c.0vuun. 1

I have just enough, no more .......... 2

I have enocugh, with a little extra
sometimes ..... e e it i e e 3



Yntuful o] TR [=d ¥
CAREGIVER INTERVIEW
FAEF L LA A AR S A A L L A LA A T L S L F S B SR FF A A A A FF LU S LS F A 4 S F S E R R AR B C L L f b et h ottt

PERSONAL CHARACTERISTICE (cont.)

(R R AR EEE SRR R S EE R RS E R EEEE R LR EE R R IR N R g R e A R R S R Y

£

Here is & list of annual income categories. Which annual incoms
category comes closest to the total amount of your household incoma?
This includes the income of each person in the housshold including
social sacurity, pensions, rent from property, dividends, intarest,
garned income, help from relatives and any other income.

Under 83,000 per vear ..v.oveseseneennes
F3,000 =~ 35,998 ...t iaan
RE U0 = $9.98T cuwim i v et i Tuh dne s
$10 ,000 B FHBY b e sl s w4
515,000 FZA G s ns Serdegis G se s
825,000 o 2 R P S P T s
$35,0200 B L
$45,000 and over ..ot aae e
DERTE . JROU oo cast @ra @ wh i o W e e
Refused to answer .......ccvvuun. R

1 %

WW WM U WM

w



Measuring Satisfaction

67

APPENDIX D
Selected Measures From Care Receiver

Interview Schedule



EP LR A S AR LR ERE LS U IA L LIS AT A F TR SRS A A AL A RS R R F L F LY LC E S AL RS bR L XD &N

HEALTH

IR e SR R A A A R S A R R R R R RN EEE TR TR T S S SO

I am going toc read 1o you sin statements aboui healih. After I've
read them all, tell me which one fits vou best. (READ ALL STATEMENTS
TO THE RESPONDENT BEFCRE QBRTAIMING HIS/HER RESPCNSE. CIRCLE ONLY ONE

ANSWER, )
a. I have to stay in bed all or mest of

the time ceeaiisns g b oanlome amarasss oa 1
B I have to stay in the house all or

most of the time .....¢ . oviiivvnnnn 2
(2% I need the help of another perscon

in getting around inside or

outside the house ........cvvnuvurn. )
d. I need the help of some special aid

in getting around inside or

outside the house ... . iivineveen. 4
e. I do not need the help of person or aid,

but have irouble getting around

T 5
f.a I am not limited in any of these ways 6

I
]

Compared to octher persons your age, would you say your health
{READ CHOICES:

Excellent .......... ... A T I 4
BEOE iiu seemoeErE e TS FEd s e e e e 3
Fair TS (= 8 em 8 ga) ma) e Ko (oA ) APEEL 57 ) R D 2
Poor iienieiiiinen.. S O G PTG 1T 5 e s 1

How coes your health now compare to your health ore year age? Is your
health now: (READ CHOICES)

Ui

Muchl Bt ter oo i ce oo dbgmi s nsndes g
A little better ... i iirenennn. 4
About the same .. ..t nnnn 3
A little worse ... .. .. 2

MUCh WOFrSE .ot iiirenmeeenvnon ST 1



FHF AL AF LR FF S L rF ettt L L AR F S ddX 2 bl
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R I L LR LT LT T S O S i SR

I am going to reag you a list of types of help which older peccle often
neerd., Some 5f these ftypes of help will not apply to vour situation., 1I°d
like to go through this lisi with yvou and have veu tell me wheiher or ro
you wsually need this kind of help.
YES, NO,DO NOT NOT
Do you usually need someone to ? NEED HELP NEED HELP APPLICABLE
A. Change your bandages and dressinags 1 ] 7
B. Help you use the telephone or 1 @
make calls for you
C. Check on you to make sure you are safe 1 @
D. Help you with walking 1 ] 7
E. Help protect vou from falls 1 @
F. Do your laundry 1 ]
G. Give you medications or shots 1 @ 7
H. Arrange outside help to come in and
do things for you 1 2
I. Help you in making big decisions
about your health care 1 1]
J. Do shopping and errands 1 2
K. Go with you while you de shopping
and errands 1 @ 7
L. Sit and spend time with vou 1 @
M. Do your ironing and mending 1 ]
N. Help you with bathing and washing 1 ]
0. Help you with hair care and shampooing 1 @
P. Clean up when you soil vourself 1 @ 7
Q. Prepare or belp prepare meals for you 1 @
R Sit down and eat with you 1 @
5. Listen to you and answer your questions 1 @
T. Be with you at night in case you need
help 1 2
U. Take care of your dentures 1 i 7

V. Help vyou get legal matters attended to 1 ]
W Help you visit with friends ] i ]
X. Take you to medical appointments 1 ]



FE P AL A FFA TR AT FF AL C A AL L L E IR I E NS F LR A I FHEFTE R I L3 AR I IS L3I EF LG FEFREFR S Y &k
o r b s pel = AL .
ASSISTANCE NEEDED {(cont.:

EHA U SR LSS SR A I L P E RS LA IS S AL FFFE AR P ST C L S A E R EH R F AR FF A F S X R RPN F bkt oA

YES, NO,DC NOT NOT
De you usually need someone to ? NEED HELP NEED HELP APPLICABLE

Y. Help you dress and undress 1 2
AA. Help vou with banking and firancial

matters 1 @
BB. Read to you 1 2
CC. Check your skin and apply lotions S @
DD. Help you with writing checks and

paying bills 1 @
EE. Fix things and do odd jobs to maintain

your dwelling 1 ]
FF. Take you to friends’ homes, meetings,

and entertainment events 1 i 7
G6. Watch TV with you 1 /]
HH. Change dirty bed linen for you 1 /]
II. Clean up after meals and do your i ]

dishes
JJ. Help you in getting to the toilet, 1 ]

bedpan, or in maintaining other
toilet functions
KK. Help you in completing necessary { B
forms, such as taxes, Medicare,
Social Security, or insurances

LL. Hold your hand or be physically 1 %]
affectionate with you

MM. Make major financial decisions for you 1 @

NN. Check in on vou to make sure you're 0K 1 i



O R R R R T R R L L R Nk T G R R R R A SRV P VA

MUT

UALITY

¥ e F P LU LA A FLF AR IS FF A A R FAUF AT EF SR LA EF IR L L LRGSR F LSS L F L AL P F R S FFFFHE I SIS LY b E S i

We are extremely close.

We basically like
each other.

We love each other -
very much.

Plaa

»

&

Vary
liks

two

Much
the
of vou

We often express

affection to esach other.

We are very attached
to each other.

We really get
along with each other.

rJ

How often does
the things vou do?

Mever or rarely
Sometimes
Much

of the time ....
Always or nearly alwavs

P R R

(READ CHOICES)

B O B B R

(CAREGIVER) express feelings of appreciation for you and
Would you say:



********************************************i-*********************************

MUTUALITY (cont.)

LA S AR R R SRR SRR RS EREE E R S E R R R Ry R R Y Y Y E R T E R L L L LT B N R g

How much do you share your feelings and ideas with (CAREBGIVER) READ
CHOICES)

Never or rarely

SEmetl Mel marae i nhbl Y it dds s Thasd nn s 2
Mugloaslf Ehe BHEe i f aneddldanes Sl o, 5
Always or nearly always ..oy, 4

How often do vou confide in (CAREGIVER)? Would you say (READ CHOICES).

Mever: or rarely . ocr s e vees aeselasn i s 1
SEREE MNES wrEr At Tl 0a B A [ MG & z
Much of the time , 5 Gl @ 1 i Pach B 3
Always or nearly always ..o nn.. 4

How often does (CAREGIVER )express feelings of warmth toward you? Would
you say: (READ CHOICES)

Never or rarely

......................

CIOMEIIMES: « g oo v w o e § 6wk e & F S G 5 z
Much @f the Tame we qszp weokonsah ae 2D b 6]
Aluways or nearly alwavs ... nn. 4

How often does (CAREGIVER) give you support? Would you say: (READ
CHOICES)

Nevar or rarely

SOMEIHTIMER oo e D el 50 G o S e e 2
Much of the time ... ... i inennen. il
Always or nearly always ....c.eeeneonn.. 4

How often does (CAREGIVER) express feelings of affection toward you?
Would you say: (READ CHOICES)

Never or rarely .....

SOMETIMEIS - v wse v w5 5o we T 8w G o 5 9 e 2
Mach of thie 1ime cr.ccotisnnnmpe ol dha. 3
Always or nearly aluays ......covivenn. 4

How often does (CAREBIVER) help vou? Would you say: (READ CHOICES)

Never or rarely ........ 1
Sometimes .....v.ceiireensan 2
Mueh of the time .eosswvisssm vmmammsens s 3
Always or nearly always .... 4



LR R R R R R R R R R R R e L T e T LR T Y L a s
TS YR A mLEAD Ao T
PERSONAL CHARACTERISTICS
FHRAEFALERLEH AL I RS L F VA A BT LGRS SRS ER PP L L F XL L ERFERFRAFF R EFES X B L LIRS FFF L g FFHS

What is vour birth date?

/ /

Month —Ba;— Year

Care receiver’s gender {(RECORD WITHOUT ASKING, IF ORVIOUS, OR CHECK
RECORDS)
Male: oo ilmbsdudd ol s d BB B add b 2 PIERRR | P BN
FremadiE o aael e s i oo e esne o M-

[N ]

What is the highest grade in school that you completed?

Never attended schcol ..... e SEE D DB
Attended grade school ........... ...
Completed 8th grade ......cvev.n. FTLEY
Attended high school ........... LT
Completed high school ............ PR
Post-high schocl vocational training..
Attended college . ... .0t iinnnnnn
Completed college ....... o By IWE N S EE T

NN - S

Which of the following four statements describes your ability to get
along on your income? (READ CHOICES)

I can’t make ends meet ............... 1
I have just encugh, no more .......... 2
I have encugh, with a little extra

sometimes ..... S (W 1 DG AR, 1 g



LR R Rl R R R R R R R kL A
CERS MR A AL ) TET T RS (e M
PERSONAL CHARACTERISTICS (czont.)

LR R Y N L T L N A e e e

Here is a list of arnnual income categories. (HAND CARD TO RESPONDENT.

Which annual income category comss closest to the total amount of vour

household income? This includes the income of each perscn in the

household including social security, pensions, rent fram progerty,,

dividends, interest, zarned income, help from ralatives and ary olher
e

Under 43,000 per vear ........eceeenre.
$3,000 - 85,999 ...t
6,000 - $3,999 ...ttt e,
$10,000 B4, 98 gz e i B E 0 R IE [ 0T
$15,000 T2l S99k ara kDDA w TSl saT
$25,000 SR NBIT B e mns e Uhd 2@l B bs o
$35,000 A 1 L
$45 000 and OVer .t it
Don’™ KnoW tiieeian it i er s
Refused t0 answer ......evererirnsonnn

[ I B |

W W wWw-JOmu & LW —

w w
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THE OREGON - HEALTH SCIENCES UHIVERSITY

INFOR'ED CONSENT

Investigation:  The Effects of Organized Caregiver Relief Services
Investigators: (Pretest Phase)
Patricia G. Archbold, R, DNSc Phone: 503-225-8297
Barbara Stewart, Ph.D. Phone: 503-225-77%
Professors
School of Nursing
The Oregon Health Sciences University

Patricia Archbold and Barbara Stewart, Faculty Members at the School
of wursing, The Orecon Health Sciences University, and co-investigators at
the Kaiser Permanente Medical Care Program Health Services Research Center,
ore conducting a study of caregiving to older care receivers,

If we agree to participate in the study, the following will happen.

1) The care receiver will answer questions ir one interview session

mproximately one half hour lorg.

2) The caregiver will answer questions in one interview session.

This interview session will require approximately one ad a half to
two hours. fleither the caregiver nor cure receiver will have access
to the interview responses of the other.

The interviews will be recorded in writing, The recordings will be
hardled in a maner to ensure confidentiality, Any publications from this
study will include the necessary precautions to protect our identity,

Participating in the study may not benefit us directly, but my
benefit other people in the future. Some of the questions may touch on
painful experiences which may be wpsetting to us. We may refuse to answer
individual questions, or may discontinue the interview at any time without
affecting our care at the Kaiser Permanente redical Care Program or the
Oregon Health Sciences University.

CRS/PABS/JIN/5/16/85



If we have caments or questions dbout participating in this policy,
we should contact the investigators.

ve uderstand that it is not the policy of the Department of Health
and Human Services or any other agency funding the research project in
which we are purticipating to compensate or provide medical tregtment for
huian swjects in the event the research results in physical injury. The
University of Oregon Health Sciences Center, as an agency of the state,
Is covered by the State Licbility Fund, If we suffer any injury from the
resedrch project, compensation would be available only if we establish
that the injury occurred through the fault of the center, its officers,
or eployees. If we have further questions, please call Dr. Hichcel
Baird, i1.D. at 255-8014

I have recd what is written above ard cgree to be in the study.
I have had read to me what is written dove and agree to be in
the study.

Impaired Older Person Date Fanily Caregiver Date

CRS/PABS/JiN/5/16/35



THE OREGOM HEALTH SCIEMCES UNIVERSITY

INFORMED CONSENT

Investigation:  The Effects of Organized Caregiver Relief Services
Investigators: (Pretest Phase)
Patricia G. Archbold, Ri{, DNSc Phone: 503-225-8297
Barbara Stewart, Ph.D. Phone: 503-225-77%
Professors
School of Nursing
The Oregon Health Sciences University

Patricia Archbold and Barbara Stewart, Faculty Ferbers at the School
of wursing, The Oregon Health Sciences University, and co-investigators at
the Kaiser Permanente lMedical Care Program Health Services Research Center,
are conducting a study of caregiving to older care receivers,

If we agree to participate in the study, the following will happen.

1) The care receiver will answer questions in one interview session

aproximately one half hour lorg.

2) The caregiver will dnswer questions in one interview session.

This interview session will require approximately one and a half to
two hours, Heither the caregiver nor care receiver will have access
to the interview responses of the other.

The interviews will be recorded in writing, The recordings will be
handled in a manner to ensure confidentiality. Any publications from this
study will include the necessary preccutions to protect our identity,

Participating in the study may not benefit us directly, but may
benefit other people in the future. Some of the questions may touch on
painful experiences which may be wsetting to us. We may refuse to answer
individual questions, or may discontinue the interview at any time without
affecting our care at the Kaiser Permanente tedical Care Program or the
Oregori Health Sciences University,

CRS/PABS/IN/5/16/85



If we have coments or questions cbout participating in this study,
we should first contact the investigators. If we have further questions
about this research, our rights and responsibilities ¢s subjects, or dbout
research-related injuries, we may contact M. R. Greenlick, Ph.D., Vice
President for Research, Kaiser Foundation Hospitals at 233-5631.

I have read what is written above and agree to be in the study.
Thave had read to me what is written above and agree to be in
the study.

limaired Older Person Date Fanily Caregiver Date

CRS/PABS/JN/5/16/85





