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ABSTRACT

The physical, emotional, and economic burdens of family caregiving can present a
serious threat to the stability and continuity of a caregiving situation. Public pol-
icymakers, aware of the high costs of replacing such voluntary efforts with publicly
Jfunded institutional care, are becoming more and more concerned abouwt the needs
of caregivers and possible intervention strategies (o mee! those needs.

This article begins with a description of Pennsylvania's new policy initiative for
caregivers, the Family Caregiver Support Program (FCSP). Following is a discus-
sion of the evaluation of the program's demonstration phase by the Human
Organization Science Institute of Villanova University. The evaluation concluded
that the FCSP has a significant positive impact on the lives and abilities of care-
givers, including the reduction of caregiver stress and burden. The concluding sum-
mary of program resulls seeks 1o sharpen the reader’s interest in the potential
benefits of an intervention stralegy such as this and suggests a need for additional
research for the benefit of those concerned abow health care cost containmeni.
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Introduction

An informal support system consisting primarily of family caregivers
provides the care for approximately eighty percent of older persons in
America with long-term care needs (U.S. House of Representatives Select
Committee on Aging, 1987). For every one elderly resident in a nursing
home, there are two individuals in the community with similar disabilities
being cared for by relatives (Shanas, 1979). Furthermore, families have
been noted as a critical factor in delaying or preventing the institu-
tionalization of elderly family members (Brody, et al, 1978).

Providing care for an impaired family member is associated with a fair
degree of stress, often referred 10 as “caregiver burden.” The closer the
bond between the careéiver and the carereceiver, the more stressful the
caregiving role (Anthony-Bergstone, et al., 1988; Brody, 1981 and 1985;
Brody, et al., 1978; Cantor, 1983; Zarit, et al., 1980). The amount and type
of care and the frequency of contact also compound the impact on the care-
giver (Horowitz, 1985; Pearson, et al., 1988; Silliman and Sternberg, 1988;
Stephens and Christianson, 1986). A caregiver who resides with a carere-
ceiver is especially at risk for increased stress because of the close proxim-
ity and because, in many instances, the carereceiver has a high level of
disability (Stephens and Christianson, 1986).

According to some cstimates, there are already about 4.2 million
Americans providing care to an impaired spouse or parent and over half of
these are the primary caregiver (Stone and Kemper, 1989). These numbers
can be expected to increase significantly in the years ahead as the United
States population ages, bringing with it a growing incidence of chronic ill-
ness and functional impairment requiring the support of caregivers. In addi-
tion, social and economic changes have been identified which may impinge
upon caregivers’ continued ability to provide such a high level of care to
elderly relatives (Treas, 1977; Ward, 1985).

Public policymakers, aware of the high costs of replacing such voluntary
efforts with publicly funded institutional care, are becoming more con-
cerned about the needs of caregivers and intervention strategies which may
be available to meet those needs (Greene and Coleman, 1990).

This paper begins with a description of Pennsylvania’s new policy ini-
tiative for caregivers, the Family Caregiver Support Program. This is fol-
lowed by a discussion of some of the findings from the evaluation of the
program’s two-and-a-half-year demonstration phase by the Human
Organization Science Institute of Villanova University. The concluding
summary of program results seeks to sharpen the reader’s interest in the
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potential benefits of an intervention strategy such as this and suggesits a
need for additional research for the benefit of those especially concerned
about health care cost containment.

The Family Caregiver Support Program

In the mid-1980s, the Pennsylvania Department of Aging clearly recog-
nized the need to provide support for caregivers. A generalized concern
that something be done to bolster family support systems had begun 1o be
widely articulated by advocacy organizations, service providers, and
departmental staff. This concern grew out of needs perceived at the grass
roots level and was supported by a variety of national research studies
which showed that, contrary to popular belief, most of the care provided to
dependent elderly persons is provided by family members—not by nursing
homes or formal agencies.

A nationwide study of family caregiver incentive policies completed for
the department (Biegel, et al., 1986) influenced the initial conceptualization
of a policy initiative to provide stronger incentives to family members to
assume or maintain the role of caregiver to a functionally dependent older
relative. An early decision was made to develop a demonstration program
which would explore the local coordination of service incentives with
financial incentives. It was also decided that, since the stale constitution
prevented the department from providing cash grants, a reimbursement
approach to financial assistance would be tried. This later proved to be
important from the perspective of caregiver taxable income. Additional
program design utilized valuable input from a focus group of representa-
tives of caregivers on caregiver issues, In 1987, the department initiated the
Family Caregiver Support Program (FCSP) as a demonstration project in
four sites competitively selected from Pennsylvania’s 52 area agencies on
aging. The four sites, representing different kinds of communities and geo-
graphical areas, were;

Bucks County Area Agency on Aging, Doylestown, PA
North Central Human Services, Inc., Ridgway, PA
(Cameron, Elk, and McKean Counties)
Philadelphia Corporation for the Aging, Philadelphia, PA
Southwestern PA Area Agency on Aging, Monessen, PA
(Washington, Fayette, and Greene Counties)
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The Family Caregiver Support Program is designed to reduce caregiver
burden and reinforce the care being provided to older persons at home.
Focusing on the needs of caregivers, the program provides a combination
of services and financial assistance to families caring for a functionally
dependent older relative who is living with them. The program is currently
being implemented throughout the state under recently enacted legislation
which slightly expands the client group to include the caregivers of adults
of any age with Alzheimer’s Disease or other chronic dementia. Locally,
the program is administered by Pennsylvania’s 52 area agencies on aging.

The basic components of the program are:

* a comprehensive assessment of the needs of the caregiver, the carere-
ceiver, and the caregiving envirOnment;

« benefits counseling;

« caregiver training and education; and

« financial assistance with ongoing caregiving expenses, home modifica-
tions, and assistive devices.

Financial assistance is in the form of reimbursement for expenses
incurred. Depending upon need, income, and expenditures, caregivers may
be reimbursed for up to $200 per month for services and supplies (e.g.,
respite care, incontinence supplies, etc.); and up to $2000 for home modifi-
cations and assistive devices. Families with incomes of up to 200 percent
of poverty level are eligible for 100 percent of the maximum financial ben-
efit available. As income increases by 20 percent beyond this level, the
benefits decrease by 10 percent, until they phase out at 380 percent of
poverty level.

The principal goals of the FCSP are:

« To reduce caregiver burden,

* To enable caregivers Lo provide effective and appropriate care through
benefits counseling and caregiver education.

* To empower caregivers, through expense reimbursement, to choose
respite care options and other supports as they determine most appro-
priate.

* To extend the benefits of the FCSP to middle income families through
the use of income-related cost sharing.

In two respects, the FCSP design represents a significant departure from
traditional social service delivery. First, there is a focus on the family as
the client and manager of the older person’s care. Second, the program
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includes direct reimbursement of caregivers for out-of-pocket expenditures
of their own choosing. Social agencies often view clients as people whom
they need to “care for” and “cases” which they need to “manage.” This
conceptualization subtly pervades many aspects of the human service deliv-
ery system and may explain why some families do not seek help even when
they need it. The department saw this attitude as an obstacle to the success-
ful implementation of an effective caregiver support program. Thus, the
FCSP was intentionally designed to reinforce the caregivers’ ability to
manage the care needed by their relatives.

The department believed that if the program effectively targeted the
caregiver, it would be possible to reach a different service population than
that currently being reached by other programs for the elderly. The demon-
stration sites were skeptical about this. They believed that they would not
discover many families whose older functionally dependent relative was
not already known to the area agency on aging. The “unlearning” was
achieved through the persistence of the department, the cooperation of the
four demonstration sites and the program experience which eventually
showed that a large percentage of the FCSP client families were not previ-
ously known to the AAA. Data from the Final Evaluation Repor: indicate
that 48.5 percent of the carereceivers in families served during the demon-
stration were new to the agencies (Kelley, et al., 1990).

The area agency on aging sites also did not initially believe that their
County Commissioners or Boards of Directors would allow them to make
direct payments to clients. All, however, have been able to implement
direct reimbursement procedures using some system of invoicing which
provides adequate documentation for agency payments. The integration and
local coordination of service and financial program benefits is an essential
factor in the FCSP model and contributes to an expansion of local service
options for caregivers. It also allows the agencies to work in partnership
with caregivers to provide a more holistic approach to family support—
making them more capable of looking beyond the needs of the older depen-
dent relative to see other kinds of family intervention needs.

Evaluation of the Demonstration

Villanova University’s Human Organization Science Institule was selected
from among five bidders as the project evaluator for the FCSP in November
1987. The methodology utilized to evaluate the program was a longitudinal
design which included both quantitative and qualitative methods, including
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descriptive statistics, process documentation, pre- and post-correlational
analysis, and analysis of variance. Significance of correlations was deter-
mined at .05 level of significance.

All caregivers participated in a 2-4 hour interview in the caregiver’s
home. The interview was structured by a standardized multidimensional
assessment instrument which contained a mix of scale items, and fixed
choice and open-ended questions. The interviews were conducted by case
managers in the four demonstration sites. All caregivers remaining in the
program long enough were interviewed again at 6-month intervals using the
same assessment instrument.

The key study questions discussed in the Final Evaluation Report (Kelley,
et al., 1990) address the following concerns:

* Social, demographic, and functional characteristics of program
participants.

« Discernible differences in caregiver well-being, stress, and ability to
function in the caregiving role.

» Facilitators and barriers to program implementation and operation.

* Procedures used by the agencies to manage program funding and cost-
sharing responsibilities.

» Family satisfaction with the program’s services.

The evaluation study period extended from December 1987 to February
1990. The study was designed to gather data on each enrolled caregiving
family for a period of at least six months. Data was collected for initiai
assessments between December 1987 and August 1989. Data for six-month
reassessments were collected until February 1990. Service data were col-
lected for the entire study period. While attrition decreased the number of
participating families, a majority of enrolled families (480) were reassessed
after six months, and a substantial number (200) were reassessed again
after twelve months. A smaller number of families (58) were reassessed for
a third time after eighteen months. The data presented in this paper reflect
information gathered on each client family at the initial assessment and
again at the 6-month reassessment.

Caregiver/Carereceiver Characteristics
Between December 1987 and August 1989, a total of 833 caregiving

families (833 caregivers and 842 carereceivers) were assessed and admitied
to the FCSP. The caregivers and their carereceivers were representative of
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TABLE 1
Selected Characteristics of Caregivers and Carereceivers
Category Caregiver  Carereceiver
Admissions
Total 833 842

Carereceivers previously unknown

to Area Agency on Aging 48.5 %
Terminations (entire study period) 466 —
Demographics

Females 74.8% 58.4%

Average Age 62.2 yrs 77.2 yrs

Average Highest Grade Completed 11.0 yrs 9.3 yrs

Employed Full-Time 10.5% 0.0%

Veteran 9.6% 15.5%
Racial Identity

Asian 0.2% 0.4%

Black 20.8% 20.2%

Hispanic 1.7% 1.8%

White 77.3% 77.7%
Relationships

Mothers 0.4% 31.2%

Wives 32.7% 17.2%

Daughters 30.6% 0.0%

Fathers 0.0% 5.9%

Husbands 17.7% 32.4%

Sons 5.9% 0.4%

Siblings 3.6% 3.7%

In-Laws 3.6% 3.7%

Other 4.9% 4.9%
Physical Health

Average Physical Health Problems 2.1 3.5

Average Medications 2.2 4.7

Average Visits to Health Care

Professional (in prior six months) 3.7 6.8
Average Hospitalizations
(in prior six months) 0.2 0.9

Continent of Bladder — 57.7%

Continent of Bowel — 69.0%

Average ADL Needs (of 8 possible) 0.1 5.3

Average IADL Needs (of 12 possible) 1.6 10.6

(continued on next page)
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TABLE 1 (cont.)
Selected Characteristics of Caregivers and Carereceivers

Category Caregiver  Carereceiver

Mental Health

Average Mental Status Quotient (MSQ)

Score (of 9 possible) — 4.2
Carereceivers with mild to severe

cognitive impairment —_ 31.9%
Carereceivers unable to respond to

MSQ cognitive ability test e 23.5%
Average Zarit Score (of 88 possible) 32.9 —
Caregiver participation

in Support Group 9.6% —

the national profile of caregivers, in that the majority were female, predom-
inantly wives and daughters (see Table 1). However, some men did act as
caregivers (25 percent) and at one rural demonstration site thirty-seven per-
cent of the caregivers were male, The percentage of caregivers working
full-time was only 10 percent but an additional 12 percent stated that they
left employment to become a caregiver.

The participants in the demonstration program represented a previously
underserved population group, characterized by ill health, moderate stress,
and long hours of care provision with little opportunity for relaxation or
respite. They were financially needy, having limited incomes and high
expenses. Caregivers consistently reported that they were never out of their
caregiving roles. Caregivers were found, on average, to be active in the role
of caregiver for eighteen hours a day, and many stated that they were
required to be with the carereceiver twenty-four hours a day. The fear that
these caregivers are stressed and nearing a time when they will no longer
be able to offer care for their dependent relative is legitimate.

Initial attrition rates demonstrate the frailty of the carereceiver popula-
tion. Of the 466 terminations, 45 percent were due to carereceiver death
and 23 percent were as a result of nursing home placement. The average
time in the program for families whose service was terminated was just
over six months.

Caregiver Burden

One of the primary objectives of the FCSP is to provide support to the
caregiving situation, thereby reducing the caregivers® burden. The evaluators
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considered changes in caregiver burden to be one of the major measurements
of program impact.

Care managers administered a validated twenty-two question survey
known as the Zarit Caregiver Burden Scale (Zarit, et al., 1980). This scale
uses a five point (0-4) rating system to measure caregiver burden and
stress, with a possible total score of 88. Overall, caregiver Zarit scores
were well within the mild-to-moderate range (mean = 32.9), with many
caregivers (45.7 percent) falling within this rating. Caregivers scoring
within the little-to-no-burden range (24.1 percent) and the moderate-to-
severe range (24.5 percent) were roughly equivalent. Few caregivers scored
within the severe burden range (5.7 percent).

Caregiving Tasks

Twenty-two caregiving tasks were reviewed. Some were not applicable
to all caregiving situations. Caregivers, for the most part, tended (o perform
tasks themselves (mean = 9.7 tasks) rather than supervising the activities of
the carereceiver (mean = 3.1 tasks). The large number of tasks being per-
formed also indicated the level of carereceiver need for care.(See Table 2.)

These same twenty-two tasks were reviewed to identify three other fac-
tors of caregiving: those items the caregivers felt cause stress, those items
the caregivers wanted help with, and those items the caregivers preferred to
do themselves, Maintaining the carereceivers’ personal hygiene was
reported most frequently as the task causing stress (25.8 percent) and as the
task caregivers wanted help with (31.1 percent). Similar consistency was
found in the area of providing constant supervision and companionship,
with nearly one-quarter of caregivers finding this stressful (22.4 percent)
and wanting help with the task (22.2 percent). Assisting with ambulation or
lifting the carereceiver caused stress for approximately the same number
(19.3 percent) as those wanting help (16.5 percent) with the task. Tending
incontinence or assisting with toileting found similarity between stress
(13.1 percent) and wanting help (10.8 percent). The relative ranking of
tasks causing stress and tasks where help was wanted was identical for
these four tasks. In terms of the tasks caregivers preferred to do them-
selves, performing other caregiving tasks (29.4 percent), providing basic
medical care (20.7 percent), and maintaining nutrition (19.5 percent)
ranked first, second, and third, respectively. It should be noted that some
caregivers preferred to perform the tasks of maintaining personal hygiene
(12.8 percent) and providing the necessary supervision and companionship
(8.6 percent).
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TABLE 2
Description of Caregiver Needs by Site
n =833

Caregiver Activity

Mean Items Caregiver Does 9.7

Mean Items Caregiver Supervises 31
Item in regiver Stress Responses *

Personal Hygiene 454

Toileting/Incontinence 231

Ambulation/Lifting 339

Medical Care 49

Nutrition 117

Supervision/Companionship 393

Other 172
Items Primary Caregiver Wants Help With

Personal Hygiene 593

Toileting/Incontinence 206

Ambulation/Lifting 314

Medical Care 40

Nutrition 104

Supervision/Companionship 423

Other 209

*Caregivers were able to respond to more than one item.

Caregiving Supports

While caregivers performed a variety of tasks and provided the vast
majority of care required by their dependents, most were not entirely alone
in their caregiving endeavors at the time of assessment. Informal support,
provided without compensation by other family members, friends, and
neighbors, was evident in the majority of homes, with only a few care-
givers (9.2 percent) reporting no such support. Overall, most caregiving
families received informal support from several sources (mean = 2.4 infor-
mal supports), and over one-third (38.5 percent) reported support from at
least three informal sources.

In addition to informal supports, families availed themselves of the for-
mal support network. Formal supports are classified as persons providing
care in exchange for compensation, and are typically available through an
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agency or organization. While some use of formal supports was reported, it
was at a much lower rate than the use of informal supports, with most fami-
lies identifying only one formal support (mean = 1.2). Almost one-third of
all families (31.9 percent) reported having no formal supports prior to
admission into the FCSP.

When asked to identify the most important form of support, most care-
givers cited the informal sources (44.6 percent). Formal supports were also
identified with substantial frequency (34.0 percent), indicating that support,
whatever the source, was considered to be important by the caregivers.
Over one-tenth of the caregivers (11.7 percent) reported having no impor-
tant supports, while slightly less (9.7 percent) identified the combination of
informal and formal supports as being important.

Service Delivery and Utilization

Services of the FCSP fit into one of five basic categories. Core services
include the assessment process (initial and subsequent), ongoing care man-
agement, benefits counseling, and caregiver education. These services are
provided directly by the FCSP at no cost to the caregiver. Caregiver educa-
tion is a partial exception, since it may, in some cases, be a purchased ser-
vice also. The other services of the FCSP are provided as a result of
caregiver selection and use of the financial reimbursement funds for respite
care and other supportive services. These services include: /n-Home
Services (household management, in-home personal care, and general
respite care); Qut-of-Home Services (adult day care and overnight respite
care); Consumable Supplies (such as incontinence supplies); and Assistive
Devices and Home Modifications.

Each site was asked to submit a monthly report of services delivered.
This report included information on units of service, amounts of reimburse-
ment, and caregiver/program cost-sharing ratios. These data helped to pro-
vide some indication of the patterns and costs of service utilization, Table 3
shows the percentage of all enrolled families who used the various services.
It should be noted, however, that the apparent low utilization of adult day
care and overnight respite care are more related to the limited availability
of these services than to caregiver choice. By contrast, in Philadelphia and
Bucks County, where adult day care is more accessible, 10.5 percent and
15.4 percent, respectively, of enrolled families used this service.
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TABLE 3
Families Receiving Services by Type
Category Percent of Total
(n = 833)
Core Services Rendered
Assessments 97.1
Consultant Assessments 929
Benefits Counseling 74.2
Training/Education 25.6
Family Counseling 9.8
In-Home Services
Household Management 26.4
In-Home Personal Care 58.1
Out-of-Home Services
Adult Day Care 7.9
Overnight Respite Care 4.6
Assistive Devices and Home Modifications
Assistive Devices 20.2
Home Modifications 15.4
Consumable Supplies 34.2

Of the more than eight hundred thousand dollars ($804,874) spent by the
program to reimburse caregivers for the purchase of such services during
the total study period (December 1987 to February 1990), the majority
(52.5 percent) went toward the purchase of In-Home Personal Care.
Considerably less was spent on Household Management (15.4 percent),
Home Modifications (11.0 percent), Consumable Supplies (8.2 percent),
Adult Day Care (5.9 percent), Assistive Devices (3.6 percent), Overnight
Respite (3.2 percent), and Other Services (0.3 percent). Caregiving families
spent over one hundred and fifty thousand dollars ($155,655) in addition to
the amount reimbursed by the program, representing less than one-fifth of
the total dollars spent (16.2 percent of $960,529).

Annualized Program Costs
Although the FCSP demonstration contracts officially ended on June 30,

1990, the data collected for the evaluation study only cover the provision of
services until February 1990. Consequently, some final cost data was not
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TABLE 4
Family Cost-Sharing Data
Category Cost  Percent  Percent of
of Total Costs Paid
Costs by Families
Total Reported Costs of
Purchased Services $960,529  100.0
Total Paid by Families $155,655 16.2
Total Paid by Program $804,814 83.8
In-Home Household Management 154 5.7
In-Home Personal Care 52.5 19.2
Out-of-Home Adult Day Care 5.9 21.2
Out-of-Home Overnight
Respite Care 32 24.8
Assistive Devices 3.6 7.3
Home Modifications 11.0 9.6
Consumable Supplies 8.2 18.0

available to the evaluators for discussion in the evaluation report. Further-
more, various start-up delays prevented optimum caseload levels from
being reached until the final contract year. Thus, total program expendi-
tures for the last twelve months of the demonstration ($1.5 million) were
even a little higher than the expenditures during the entire two-year period
covered by the evaluation data. The data from this one full year of stabi-
lized and consistent service levels provides us with the best annualized cost
data on the demonstration program. The following observations on the final
twelve months are noteworthy:

»Total contract expenditures ........c.cvvvvvrvreeeeecivenenenns $1,519,233
(7/1/89 - 6/30/90)
*Total caregiver reimbursements .......c..cccceeeevvvrcnnnen. $882,160

- 83 percent for ongoing expenses (respite, etc.) ... $732,680
- 17 percent for home modifications

and assistive deVICES......coiivverreerriiiirriisieiriinaee $149,480
*Unduplicated number of families served

(771789 - 6/30/90)......cciiirireciieeririr e esrerr e 1,006
* Average total cost per family......cccceovvevrveriieenninnnninns $1,510
* Average active caseload (€5L.)...cceuviniimirinereriiiinnrrreeseenrnens 675

(based on approx. attrition rate of 33 percent/yr.)
» Average total cost per caseload slot (est.).....ccccvvveennnnnn. $2,250



130 SOCIOLOGICAL PRACTICE/1993-94

Local Program Variations

The qualitative review of the FCSP’s local operation established the
adaptability of the basic program model to local needs and available service
resources. Even though there was extensive inter-agency sharing through
frequent networking meetings during the demonstration, the four participat-
ing sites developed local programs with some significant differences.

Each site focused its efforts differently on the various aspects and com-
ponents of the FCSP. One placed a heavy emphasis on benefits counseling.
Another stressed home modifications. A third expanded agency core ser-
vices to provide, at no cost to caregivers, coping skills counseling for all
interested client families. Care management staff was structured and uti-
lized differently in all four sites.

All four sites devoted substantial attention to the development of their
financial reimbursement system and caregiver cost-sharing protocols. One
site instituted a voucher system for the purchase of respite care and other
services. In all cases, the sites were able to produce systems that provided
the necessary accountability for payments to caregivers without imposing a
burden or extensive paperwork requirements on them.

Of the program model variations developed in the four local sites, none
emerged as more appropriate or successful than another. This seems to
underscore the importance of allowing local agencies flexibility in the local
adaptation and implementation of programs they will be expected to oper-
ate. It also carries positive implications for the replicability of the FCSP in
other communities.

Correlation Analysis of FCSP Participation

Starting with the hypothesis that a low sense of burden, coupled with
low-risk behaviors and involvement in activitics of interest outside of the
home, support continued caregiver functioning, the evaluators used three
measures to determine change in caregiver stress and functioning. The first
measure was the validated Zarit Scale of Caregiver Burden. This twenty-
two item rating scale measured caretakers’ perceptions of personal stress
and burden using both behavioral and subjective ratings. The evaluators
created two additional measures, the Caregiver Well-Being Scale and the
Caregiver Social Functioning Scale. The Well-Being Scale measured a
series of risk behaviors, such as sleeping patterns, eating patterns, medica-
tion misuse, alcohol misuse, and sense of satisfaction. The Social
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Functioning Scale assessed the caregivers’ involvement in community, so-
cial, and personal activities. Each of the three scales provided a numeric
score. For the Zarit Scale, a low score indicated a low sense of burden
while a high score indicated a high sense of burden. For the Caregiver
Well-Being Scale, higher scores indicated healthier behavior. Higher scores
on the Social Functioning Scale indicated greater caregiver involvement in
activities outside of the home.

The evaluators found significant statistical correlations between the
three scales. The Zarit Scale was significantly and negatively related to
both the Well-Being and Social Functioning Scales. This indicated that
higher stress levels, as measured by the Zarit scale, were statistically
related to unhealthier behaviors and limited social activity, as measured by
the Well-Being and Social Functioning Scales, respectively.

The evaluators further applied the three different scale scores to a series
of correlation tests, seeking to confirm the relationship of: ten variables of
caregiver status, such as age, education, physical and emotional heaith, and
ADL and IADL needs; six variables of carereceiver status, such as age,
mental competence, ADL and IADL needs, and independence; and ten vari-
ables of family status, such as years in a relationship between caregiver and
carereceiver, caregiver activities of caregiving, level of paid and unpaid
external support, income, and caregiving expenses.

The correlation analyses were performed using the initial assessment
scores of the three scales. The Zarit Scale proved Lo have significant rela-
tionships with sixteen of the selected variables. The Social Functioning
Scale also proved to be significantly associated with sixteen variables,
eleven overlapping with the Zarit Scale. The Well-Being Scale showed
twelve significant relationships with the selected variables, six overlapping
with both the Zarit and the Social Functioning Scales. The fact that the
three scales were statistically related to each other, yet produced different
correlation values with the twenty-six caregiving variables, indicated that
each scale was identifying different, and significant, aspects of caregiver
burden and/or satisfaction.

On a pre-post analysis, changes in perceived caregiver burden, caregiver
social functioning, and caregiver well-being were examined by readminis-
tering the three interviews (Zarit, Social Functioning, and Well-Being) at six
months, twelve months, and eighteen months following the initial assess-
ment. The changes in scores from the initial assessment to subsequent
assessments were calculated. These analyses showed that there were signifi-
cant decreases in the Zarit Scale of Caregiver Burden matched by significant
increases in the Caregiver Social Functioning and Well-Being Scales.
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TABLE §
Matched Pair Analysis

Correlation of Caregiver Variables with Initial Assessment Score

Score

6 months 12 months 18 months

(n=480) (200) (58)
Zarit Scores -4,14% -4.03* -4.66*
Caregiver Social

Functioning Scale 3.50* .66 2.19
Caregiver Well-Being 3.40* 3.50* 2.78*
* p=.05

To determine which of the twenty-six variables had significant relation-
ships with changes in caregiver burden, correlation tests were run using the
change in stress level (Zarit) and those variables determined to signifi-
cantly correlate at the point of initial assessment. Table 6 shows the rela-
tionship between the selected variables and the changes in stress at the
point of the first reassessments (6th month review). For the combined
group, the following results emerge:

* As carereceiver Instrumental Activities of Daily Living (IADL) needs
increased, caregiver stress likewise increased and caregiver social
functioning decreased;

* As the number of items the caregiver did increased, caregiver social
functioning decreased;

* As the number of hours the caregiver was required to provide care
increased, social functioning decreased.

» As the family’s purchases of caregiving services increased, stress
decreased; and,

* As caregiver personal time, visiting activity and hobby activity
increased, stress decreased and social functioning increased.
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TABLE 6

Correlations between Change in Zarit Scale and Change in Selecied
Variables at Six Months (Significance Determined at .05)(n = 492)

Zarit

Corr. Sig
Caregiver IADL Needs .021
Carereceiver IADL Needs 117 Yes
Number of Items Caregiver Does 059
Number of Items Caregiver Supervises -.060
Caregiver Hours Caregiving Per Day 125
Number of Formal (Paid) Caregiver Supports .001
Number of Informal (Unpaid) Caregiver Supports: 026
Monthly Cost of Caregiving Services (To Family) -.162 Yes
Monthly Cost of Caregiving Supplies (To Family) -.014
Caregiver Personal Time Activity -.178 Yes
Caregiver Visiting Activity -.139 Yes
Caregiver Hobby Activity -.096 Yes
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These findings suggest that a caregiver’s sense of demands on his or her
time was directly related to his or her sense of stress and social isolation.
Also, the appropriate intervention of purchased services (with cost-sharing
by the FCSP program) to provide respite contributed to an increase of
personal time and a reduction of stress, despite the additional costs to care-

givers.

Table 7 displays the results of correlation tests of the connection
between service variables and selected variables of caregiver need and
activity. Tests include all services combined and each of the service cate-
gories (In-Home, Out-of-Home, Assistive Devices and Home

Modifications, and Consumable Supplies).
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TABLE 7
Correlations between Service Variables and Change in Selected Variables
Initial Assessment versus First Reassessment (6 months)
All Services Combined
(Significance Determined at .05)

(n = 488)
Selected Frequency of #of Program
Variable Service events Hours Expenses
Corr.  Sig. Corr. Sig. Corr.  Sig.
CG Zarit Score 085 — -.153  Yes 131 Yes
CG Social Func-
tioning Scale .103 — .070 — .023 —
CG IADL Needs 142 Yes 244 Yes 157  Yes
CR IADL Needs -167 — -.057 — -.096 Yes
# of Items
CG supervises 120 Yes 212 Yes 227 Yes
CG Personal Time
Activities 076 — 125 Yes 097  Yes
CG Visiting
Activity 114 Yes 178  Yes 158  Yes
CG Hobby Activity 134 Yes 134 Yes 126 Yes

CG = Caregiver
CR = Carereceiver

These correlation analyses indicate:

*» As the level of service hours and program expenses increased, the level
of stress decreased.

» As the personal functional needs of the caregiver increased, more ser-
vices were provided.

+ As the level of service events, service hours, and program expenditures
increased, the number of caregiving activities the caregiver was able to
supervise (as opposed to do) increased.

*» As the level of service hours and program expenses increased, the
amount of reported caregiver personal time increased.

* As service events, service hours, program expenses, and the number of
different services increased, reported caregiver visiting increased.

« As service events, service hours, program expenditures, and family
expenses increased, caregiver hobby activity increased.
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Program Results

The results of the FCSP Demonstration can be summarized as follows:

(1) The program reached a highly needy population. Carereceivers had
an average of 3.5 distinct physical health problems; took an average of 4.7
different medications; and in over one-third of the cases were not continent
of bowel or bladder. At least one-third of the carereceivers were cogni-
tively impaired. The average age of caregivers in the program was 62. Over
half of the 833 families participating in the demonstration reported an
annual income of $17,250 or less. Average household size was 2.6,

(2) The program was an effective resource for caregivers. Statistical cor-
relations indicate a reduction in caregiver stress, an increase in caregiver
well-being, and an increase in available time for personal activities. Also,
over 90 percent of all respondents to a satisfaction questionnaire judged the
program as having made positive differences in their lives, lessened their
stress, and made it easier for them to care for their relatives.

(Final Evaluation Report data covering a two-year period, January 1,
1988 to December 31, 1989.)

(3) Given the amounts available for caregiver reimbursement, overall
costs were lower than many anticipated. Data from the last full (12-month)
contract year, ending 6/30/90, indicated the following: average total pro-
gram cost per family = $1510; average family reimbursements = $877;
average total cost per caseload slot = $2250; average reimbursements per
caseload slot = $1307.

Note: “Caseload slot” is used to identify one unit of the average daily
caseload over a 12-month period. The average cost of a “caseload slot” is
determined by dividing the total program expenditures reported by the
average daily caseload. One “caseload slot™ may, with attrition, be used to
serve more than one family in a 12-month period. Due to fixed funding lev-
els, agencies may control expenditures by projecting the number of case-
load slots which available funding will sustain. Thus, the importance of
distinguishing between the average annual cost of services to one family
and the average annual cost of funding one caseload slot.

What the demonstration did not establish is a body of evidence related to
its cost effectiveness. It may be presumed that providing support to family
caregivers reduces stress-related health problems and avoids or delays the
placement of older persons in nursing homes or other institutions. Proof of
this, however, would require a sophisticated research design involving a
longitudinal study of experimental and control groups. The department may
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undertake such an evaluation in the future, but in the meantime, the merits
of the program must be couched in humanistic terms. Further data would be
needed to demonstrate program effectiveness to those who are principally
concerned about cost containment,

The FCSP has enabled the department to get much-needed help to a new
group of clients who traditionally have not taken advantage of formal ser-
vices for impaired older persons. Many of the caregivers served have
apparently operated from the assumption that, since they take care of their
older relatives, they don’t need to depend on formal services to provide that
care. Often, they have not absorbed the full depth of their own needs. In the
words of the Director of one of the AAA Demonstration sites, “We are dis-
covering some very heroic people through this program.”

Because the program is directed to the needs of caregivers, many of
these people seem more open to seeking help for themselves than they were
to looking for an agency to provide care to their relatives. Because of this
achievement, we are also able to provide official acknowledgment of the
important role dedicated family caregivers are playing in the provision of
long-term care services to impaired older persons.

The FCSP proved to be a viable and beneficial program. It clearly met
its primary objective to reduce the stress encountered by caregivers as they
provide for the daily needs of their aging, dependent relatives. It demon-
strated the viability of new methods of service delivery, the provision of
financial assistance, and the ability to successfully empower clients.

The most substantial measure of FCSP impact was on the caregivers’
reported levels of stress and burden. In studying the relationship between
services delivered and changes in stress, there was indeed a direct and sla-
tistically significant relationship between the services caregivers received,
their use of reimbursement funds, and changes in their levels of stress. As
services and use of reimbursement funds increased, stress decreased. The
evaluators can state with confidence that the program achieved its objective
of having a beneficial impact on the lives and functioning of the caregivers.
Within the limits of the evaluation, no one service type emerged as being
more important than others in terms of reducing stress. It appears to be the
availability of the program and the combined array of services, in total, that
produces a positive impact.

Note

Pennsylvania’s Family Caregiver Support Program has now been fully implemented
throughout the state through the 52 Area Agencies on Aging. The Program received an appro-



PENNSYLVANIA'S FAMILY CAREGIVER SUPPORT PROGRAM 137

priation of $8.5 million for State Fiscal Year 1991-92, which ended on June 30, 1992. Of that
amount, approximately $7 million was spent. The appropriation for State Fiscal Year 1992-
93 was $8.55 million. The average cost per family served during 1991-92 was $1550 and the
average cost per caseload slot was $2500. The program is currently funding approximalely
3400 caseload slots which provide services to approximately 5500 families each year.
Legislation enacted late in 1990 exiended the benefits of the Program to the caregivers of
younger adults (under age 60) with chronic dementia, such as Alzheimer’s Disease. The
impact of that expansion is still being studied.
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Satisfaction with Medical Encounters
Among Caregivers of Geriatric
Outpatients™
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ABSTRACT

Caregivers’ experiences and satisfaction with physicians and medical services
provided to geriatric patients are reported. An outstanding predictor of satis-
faction with physician communication and overall patient care was the extent
to which caregivers were experiencing role strain. Other significant predictors
included caregiver knowledge of clinic and social support services provided to
patients. The data suggest that, irrespective of the quality of clinic services and
physician communication style, some caregivers will be dissatisfied because
their encounter is mediated by the siress of activities separate from the medical
encounter. We assert the importance of specialized geriatric services and
argue that if these services are not in place, caregiver salisfaction with the
overall medical encounter will likely be much lower.
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This work fits within the broader context of studies focusing on the
elderly patient-physician relationship (Greene, et al., 1987; Haug, 1986,
1987; Zola, 1986), and extends attention to the caregiver-physician rela-
tionship. Caregivers are dynamic participants in the patient care process
(Jecker, 1990; Kapp, 1991). To examine only the patient-physician rela-
tionship ignores much of what is known about medical care services and
utilization today, specifically, the fact that over two-thirds of geriatric out-
patients are accompanied to the health care facility by a caregiver
(Beisicker, 1991; Clair and Allman, 1993). These caregivers provide their
own perspective about the patients’ medical history and current health
problems (Coe and Prendergast, 1985; Jecker, 1990). As the patient’s
health diminishes, the relationship between caregiver and physician intensi-
fies. Given the pivotal role caregivers often play in the medical care of
geriatric patients, it is important 10 explore the caregiver-physician rela-
tionship (Glaser, et al., 1990; Haley, et al., 1992).

The purpose of this paper is to provide data which increase our under-
standing of family caregivers’ experiences, and their satisfaction with the
medical services provided and the physicians involved in diagnosing and
managing the geriatric patient’s health problems. Whether or not caregivers
feel integrated in the health care process through their communications
with physicians is documented. This integration entails that physicians con-
sider caregivers an important source of patient information, adequately
attend to their questions, communicate in a clear manner, and spend enough
time with them. Whether doctors provide sufficient time, information, and
psychosocial support to caregivers should account for varying degrees of
satisfaction with medical services and provider communication. Addressing
these issues, most of which parallel the many problems identified by care-
givers during counseling, is the focus of this paper (See Smith, et al.,
1991).

The Caregiver-Physician Relationship

Many researchers stress the clinical and theoretical importance of effec-
tive communication in medical encounters (Inui, et al., 1982; Mishler, 1984;
Waitzkin, 1984, 1985, 1989, 1991; Woolley et al., 1978). Both empirical data
and clinical experience suggest that there are important ways that physicians
can maintain and enhance the health and well-being of patients, as well as
family caregivers, by fostering “mutuality” through a triadic relationship
(Beisecker, 1988; Clair, 1990a; Silliman, 1989).
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Geriatric patients usually have a complex array of interacting biomedical,
psychosocial, and functional disabilities (Silliman, 1989, 1993). Caregivers
play a substantial role in assisting patients in daily activities (Radecki et al.,
1988a, 1988b). In addition to the physical disabilities associated with age-
related co-morbidities, many older patients have cognitive impairment that
compromises their ability to exercise judgment and report symptoms and
experiences. Caregivers have knowledge of the patient’s physical, social,
cognitive, and financial well-being, and bring this information to the med-
ical encounter. This factor necessitates that physicians extend their learning
possibilities and information-giving practices to caregivers (Haley, et al.,
1992).

Research on geriatric encounters typically focuses on the many problems
that exist between doctors and their geriatric patients, especially difficulties
of patient communication (Adelman and Albert, 1987; Baker, 1984; Beland
and Maheux, 1990; Haug and Ory, 1987; Greene, et al., 1986). Other stud-
ies call attention to problems with the elderly person’s capacity for self
care (Haug, 1986; Zola, 1986). Waitzkin (1991) notes that some of the
most interesting and important features of research on geriatric medical
encounters involve concerns about matters that appear marginal or periph-
eral to the technical goals of clinical medicine. He found that elderly
patients’ personal troubles included social isolation, financial insecurity,
loss of community and material possessions, death of family members, and
retirement from work. Physicians often responded to such social psycho-
logical problems by cutting off any discussion about social context and
reemphasizing technical matters. At best, the current literature only implic-
itly addresses the pivotal role caregivers play in this relationship.

Geriatric Outpatient Care

In view of the search for effective techniques to improve care for the
complex and interactive health problems of the elderly, geriatric outpatient
services represent promising approaches. Research on geriatric clinics doc-
uments their effectiveness in diagnosing physical and psychosocial func-
tioning (Applegate, et al., 1991; Epstein et al., 1990; McVey et al., 1989;
Rubenstein et al., 1984; Williams et al., 1987). However, it is clearly not
enough for a geriatric assessment simply to diagnose physical and psy-
chosocial functional capacities. Improved care requires input from care-
givers and the results of patient assessments must be transmitted to both the
patient and the caregiver (Rubenstein, 1987).
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Findings from 30 years of gerontological research suggest that families
have provided and will continue to provide substantial care for their aged
(Borgatta and Montgomery, 1987; Brody, 1985; Clair, 1990b; Maddox and
Glass, 1989; Olesen, 1989). For many patients, family caregivers are the
critical link in enhancing the continuity of care, providing direct physical
care, socio-emotional and financial support, and interfacing with physicians
and the formal health care sysiem as case managers (Clair, 1990a;
Horowitz, 1985; Silliman, 1989).

Families typically rely on outpatient services to manage patient health
problems. Many families lack basic knowledge about how to care for their
relatives (Haley, et al., 1992). Caregivers often receive inadequate informa-
tion about the causes, symptoms, and course of illness, as well as the avail-
ability of social support resources to deal with the problems of frail older
adults.

What is apparent from the literature is thal both patients and caregivers
need information about their illness, its natural history, prognosis, treat-
ment regimen, future care needs, and socioemotional support. Physician
information-giving and socioemotional support are critical factors not only
in deciding how to manage the patient’s care, but also in caregivers’ con-
tinued well-being. Concern for the caregiver beyond patient diagnosis is a
challenge of “health caring” as opposed to simply “health care” (Silliman,
1989:238).

Method
Setting

The study site was a Veteran’s Administration Regional Medical Center
(VA) in the Southeastern United States. Data were gathered between July
1990 and June 1991. Subjects were selected from caregivers who accompa-
nied patients aged 65 and older to the VA’s two primary care geriatric out-
patient clinics (one morning and one afternoon a week). The VA Center is
affiliated with medical and nursing schools. Both clinic seltings were under
the direction of a general internist with certification of special competency
in geriatric medicine. These clinics were staffed by attendings in primary
care, rotating internal medicine residents, acting interns, nurses, a social
worker, clinical pharmacist, optometrist, dietician, and clinical psycholo-
gist, with other disciplines, such as an audiologist, being consulted as
needed.
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Sample

A screening strategy was used to insure that subjects were the main or
primary caregiver for the patient outside the clinic setting. Caregiver par-
ticipants were included in the study if: (1) they had accompanied the geri-
atric patient to the clinic on at least one previous occasion; (2) the patient
had at least a 12-month history of current functional impairmenlt requiring
the caregiver’s assistance; and (3) the caregiver had substantial responsibil-
ity for the care of the geriatric patient. The caregivers were interviewed at
the clinic separate from the patient. One hundred and eight compiete care-
giver interviews were conducted. The participation rate was 95.6 percent.
Table 1 provides a demographic profile of caregiver subjects and the
patients they accompanied.

Procedures

An interview instrument which took approximately 30 minutes to
administer was developed and field tested (Haley, et al., 1992). Caregivers
were interviewed individually while the geriatric patients were in the clinic
room. The interviews were conducted by the senior author and a trained
graduate student whose performance was monitored through intermittent
observation of actual interviews.

Measurement

The interview instrument elicited demographic and descriptive informa-
tion and an assessment of patient functional capacity—activities of daily
living—(Lawton, et al., 1982; see Table 1). Many patients were unable to
provide information on their own functional capacities. Thus, for consis-
tency, only caregivers’ assessments were used. Caregivers have been
proven to be accurate assessors of patient function (Elam, et al., 1991).
Caregiver appraisal of role strain assessed the degree to which caregiving
disrupted normal life roles and relationships. Caregivers' social supports
distinguished both form and content of support provided to the caregiver by
relatives in the last six months (Lin, et al., 1986; Sokolovsky and Cohen,
1981). Checklists of clinic procedures, recommendations and referrals to
counseling, community agencies and support groups were used to ascertain
a caregiver’s knowledge of the medical and social support services pro-
vided to the patient.
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Table 1
Profile of Caregivers and Patients (N = 108)
Characteristic Caregivers Patients
Demographics
Age Mean 58.0  years 71.8 years
SD (Range) 12.6 (26-83) 7.3 (52-97)
Sex Female 92.6% (100) 0.9% (1)
Male 7.4 8) 99.1 (107)
Married Yes 90.7% (98) —
No 9.3 (10) —
Race White 77.8% (84) 77.8% (84)
Nonwhite 222 (24) 22.2 (24)
Residence City 46.3% (50) —
Suburb 17.6 (19) —
Rural 36.1 (39) —_
Income Above $15,0002  Yes 42.9% (45) —
No 57.1 (60) —
Education Mean 10.8  years —
SD (Range) 3.2 (2-20) —
Relationship to patient Spouse 68.5% (74) —
Child 21.3 (23) —
Other 10.2 (11) —
Lives With Patient Yes 76.9% (83) —
No 23.1 (25) —
Caregiving Duration Mean 105.4 months —
SD (Range) 120.2 (1-576) —
Health Status and Service Use
# of Medical Problems Mean —_ 33
SD (Range) — 1.6 (1-9)
Duration of Illness Mean — 142.4 months
SD (Range) — 148.6(1-564)
Duration of clinic use Mean -— 28.7 months
SD (Range) — 38.5 (0-216)
Clinic visits? Mean — 13.6
SD (Range) — 18.5(1-98)
Functional capacity:
daily living activities
done without help® Mean —_— 4.9
SD (Range) — 3.8 (0-13)

8 No response on 3 cases ® No response on 15 cases
€ Includes items from both the Activities of Daily Living (ADL) and Independent
Activities of Daily Living (IADL) scales.
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A composite scale and three subscales of caregiver satisfaction with the
clinic and its physicians are provided. Questions were scored along a 1-5
Likert continuum (strongly disagree to strongly agree), and items were
selected on the basis of face validity, factor analysis, and internal consis-
tency. The subscales were: satisfaction with information on iliness, physi-
cian affect (sensitivity of the physician to the feelings, needs, and
contributions of the caregiver), and physician reciprocity (physician com-
munication style, dominance, and control over interaction). In addition to
these scales, three single item indicators assessed general satisfaction with
medical services, social support services, and overall care. For all scales,
negative items were reverse coded so that high scores represented higher
levels of satisfaction. Scale statistics are presented in Table 2.

Table 2
Description of Caregiver Satisfaction Scales and Indicators
Per
Scale Scale  Scale Item Item-to-scale
Variable Range Mean SD Mean Correlations Alpha
Satisfaclipn vyilh
Information on Illness 3.35 259 4.8 3.7 55-.75 .88
Physician Reciprocity 17-45 34.2 4.5 3.8 43 -.73 .83

Physician Affect 8-35 239 4.9 3.4 49 -.72 .86
Overall Communication 43-111  84.2 12.6 3.7 .36 - .76 93
Single hgm
Overall Medical Services 1-5 4.3 0.7 — — —
Overall Support Services 1-5 4.0 0.7 — — —
Overall Care 1-5 3.9 0.9 — — —
Caregiver Knowledge Scales:
Report of Number of Medical 0-9 4.5 2.3 0.3 .37-.62 .80

Services Provided Patient
Report of Number of Social 0-6 2.0 1.5 0.3 .59-.73 .87

Support Services Provided

Patient

Caregiver Stress:
Caregiver Role Strain 8-35 19.1 5.9 2.7 S71-1n 86
Support From Relatives 0-6 29 2.4 0.5 .65 - .84 91
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Results

The per-item means for the three satisfaction with communication scales
and their composite fell between 3 and 4 (i.e., neutral to satisfied; Table 2).
The information on illness subscale indicated that physicians involved most
caregivers in the communication process during medical encounters and
were especially good at conveying the nature of the patient’s condition and
explaining medical tests, treatments, and medications. Caregivers also
appeared quite satisfied with the level of reciprocity physicians demon-
strated during medical encounters. They were especially agreeable that the
doctors appeared knowledgeable, spent enough time with them and the
patient, listened to them, looked into their concerns, and did not avoid
answering questions, Caregivers also felt free to speak their minds and felt
that the doctor made it easy for them to speak. But they were slightly less
agreeable that they felt free to talk about personal problems.

The positive affect scale had a per-item mean slightly lower than the
other two subscales, with more respondents answering in the neutral range.
While the caregivers felt understood by the doctor and agreed that the doc-
tor made them feel that what they had to say was important, they were less
agreeable that the physicians encouraged them to express their thoughts on
the patients’ treatments. Furthermore, for many respondents, the doctors
failed to assess how a patient’s illness impacted on the caregiver. For
example, compared to their focus on the patients’ medical states, doctors
were less likely to ask caregivers how they were coping with the demands
made on them by patients, and some physicians appeared insensitive to
caregiver stress. Also, doctors often failed to acknowledge a caregiver’s
contributions to the patient’s care.

In summary, this close look at dimensions of caregiver satisfaction
revealed caregivers to be generally satisfied with physician communication
as it pertained to the patient’s medical encounter and condition. What many
caregivers perceived to be lacking, however, was an acknowledgment by
the physician that the caregiver undergoes much strain in providing support
to their patients outside the clinical setting.

Accounting for Caregiver Satisfaction with Medical Encounters

To explain the variation in our caregiver satisfaction measures, we used
stepwise regression on predictor variables. Zero-order correlations are pre-
sented in Table 3. The results of the regressions are presented in Table 4.
Two sets of statistically significant variables emerged: (1) those related to
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the clinical encounter, measured as a caregiver's knowledge of the clinical
services provided the patient, and (2) the personal characteristics of care-
giver and patient and the situational variables which impact on the care-
giver’s role performance and psychological well-being.

On the satisfaction with information on illness scale, caregiver appraisal of
role strain was the strongest predictor of satisfaction. Related to caregiver role
strain was patient functional capacity, which also influenced satisfaction. In
addition, those caregivers with greater knowledge of the medical and social
support services provided to the patient were more satisfied.

On the physician reciprocity scale, caregiver appraisal of role strain was
again the strongest predictor. Furthermore, the number of patient conditions
influenced satisfaction because the more extensive a patient’s condition, the
greater the opportunity for a caregiver to get involved in the medical aspects
of encounters. As long noted in the literature, patients with education levels
closer to that of physicians experienced less social distance and seemed better
equipped to obtain satisfactory answers to the technical aspects of care that
establish physician dominance (Buller and Buller, 1987).

With the positive affect scale, the circumstances of the caregiver seemed to
be the important predictors. Caregivers under strain from dealing with their
relative’s illness were less likely to feel positive toward the physician, while
those with greater support from relatives were more likely to feel positive.

The results for the composite scale of overall satisfaction with physician
communication paralleled those of its subscales. Caregiver appraisal of role
strain was the strongest predictor, with knowledge of medical and social
support services and support from relatives explaining additional variation.

For the satisfaction with overall medical services indicator, as one might
expect, caregiver’'s knowledge of these services was strongly related to
their satisfaction level. Personal and situational characteristics accounted
for additional variation. For the satisfaction with social support services
indicator, again caregiver’s knowledge of these services was strongly
related to their satisfaction. This suggested that an informed caregiver was
a satisfied caregiver. Finally, the regression of overall satisfaction with
physician care on other variables again revealed caregiving role strain to be
an important variable.

At the bottom of Table 4, the amounts of explained variation (R2) in each
satisfaction scale are sorted by source, distinguishing clinic-related knowledge
variables from personal/situational variables and joint effects, the last reflecting
some intercorrelation among the first two sets of variables. The results were
striking. For six of the seven measures of satisfaction, personal and situational
variables, especially those related to caregiving stress, influenced caregivers’
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perceptions of formal care providers more than did the caregivers’ knowledge
of this formal care. Satisfaction with overall social support services was the
only satisfaction measure greatly influenced by actions of clinic personnel, and
these services were ones that were less medically related and had a greater
influence on what happens to caregivers and patients once they leave the clinic
setting.

Discussion
Structural Versus Personal Influences on Caregiver Satisfaction

The one outstanding result of the analysis is that personal and situational
variables far outweigh clinic-related variables in influencing caregivers’ per-
ceptions and attitudes toward physicians and the medical encounter. These
findings are important because, while the clinic can control what goes on in
the medical encounter itself, the circumstances of the caregiver are less
directly influenced by clinic personnel, and may in fact be immutable.
Caregiver appraisal of role strain especially stands out. Role strain pertains to
what occurs away from the clinics; yet, caregivers’ feelings toward the clin-
ics and its physicians are not independent of these external factors. Put
another way, what happens to caregivers outside the clinics may greatly
influence satisfaction with services inside the clinics. Satisfaction with com-
munication may be more the result of general caregiver well-being than the
structure of services.

While the literature fails to provide us with data on caregiver satisfaction
with clinical encounters with which to tie our results, it is informative to
compare our findings to those of research on patient satisfaction.
Specifically, patients who are under more stress and who are more ill tend to
be less critical of the care they receive (Buller and Buller, 1987).
Conversely, those patients who are healthier and under less stress tend to be
more dissatisfied with their health care. If previous patient satisfaction find-
ings were comparable to caregivers, one might expect caregivers of less
healthy patients to be more satisfied with the care their patients receive.
This finding is not supported by the data; a less healthy patient leads 10 a
dissatisfied caregiver, apparently by adding to caregiver role strain. This
appears in the negative correlation between satisfaction measures and
patient functional capacity, and between functional capacity and caregiver
appraisal of role strain (Table 3). Caregiver satisfaction appears distinctive
from patient satisfaction.
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That patient and caregiver satisfaction are distinct might be related to
the complexity of the caregiver role. In terms of role tasks, obligations, and
privileges, the caregiver role combines patient and provider dimensions.
Physicians are likely to interact with caregivers as though the latter were
simply extensions of the patient and, thus, bestow sick role obligations on
them (Parsons, 1951). For instance, there are unstated assumptions that the
caregiver accept the competence of the professional and encourage the
patient to seek technically competent help and adhere to medical regimen,
even when the patient fails to accept these sick role obligations. At the
same time, in some regards the caregiver role is an extension of the physi-
cian’s. The caregiver is held responsible for providing care tasks to the
patient, yet lacks the comprehensive support system that accompanies
physicians when they perform a providing role.

The marginal status of caregivers is revealed further by the fact that they
lack privileges that characterize the sick role. In fact, there may be an inverse
relationship between patient privilege and caregiver privilege. For example,
as the patient becomes more ill and gains the privilege of exemption from
normal roles, it is at this very time that demands on the caregiver increase. In
addition, caregivers certainly lack the privileges that characterize the physi-
cian’s role. Unlike the physician, the caregiver is not protected from emo-
tional strain by the norm of affective neutrality; thus, the caregiver shares the
patient’s anxieties. Nor is the caregiver afforded professional dominance;
thus, husbands may resist the dominance of their caregiver wives or disre-
gard the caregiving directives of their children. This dilemma of double-
edged obligations without consonant privileges is especially detrimental
when a caregiver must provide for a patient with low functional capacity.
The informality and uncertainty of the caregiver role certainly compounds
social psychological strain. The caregiver role is performed outside a struc-
tured environment, such as a clinic, and it lacks institutionalized privileges.

As elderly caregiving increases with the aging of the population, one
might expect the caregiver role to attain some privileges and take on a
structure more conducive to the welfare of both care recipient and care-
giver. As it stands now, a clear extrapolation of the obligations and privi-
leges of the caregiver role cannot be derived from the literature. The
findings of this study are an initial step in filling that research gap.

This research has policy and practical implications. Medical facilities
apparently cannot restrict their activities to the provision of medical ser-
vices, even where “caring” interaction is stressed. These facilities must
make greater efforts to alleviate the external conditions that inhibit benefi-
cial patient prognosis and quality of life. Furthermore, given that family
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caregivers are a critical link in the care of the elderly, medical practice must
be merged with the caregiver’s experience in such a way that the caregiver
is recognized as a part of the health care team. Progressive geriatric services
must include among their priorities charting the circumstances of the exter-
nal care environment and assisting caregivers by reducing care strain.

One of the major contributions of these data is the wide range of new
research questions they suggest: (1) What do caregivers need to know about
the care, treatment, and prognosis of the patient, and who should provide this
information? (2) How should services be structured to better accommodate
the medical care and informational needs of both elderly patients and their
caregivers? (3) What does it mean to the patient when the caregiver is not
satisfied? (4) How is the physician-patient relationship affected when a care-
giver is involved in any way, and especially when the caregiver is dissatis-
fied? (5) How important is the physician-caregiver relationship from the
point of view of the physician? (6) How do physicians obtain satisfaction
while caring for dependent patients? (7) What are the limitations on what a
formal care facility can do to enhance caregiver satisfaction when so much
depends on things outside the clinic setting?

Since current physician payment systems do not reimburse physician
activities like talking, understanding, and socioemotional support, there is a
formidable challenge before us. The miscommunication and lack of commu-
nication between physicians and patients are well-known and often addressed
phenomena. The lack of communication and miscommunication between
physicians and caregivers, and patients and caregivers is less often acknowl-
edged or studied.

Whether caregivers are providing primarily instrumental services, such as
assistance with activities of daily living, or serving as advocates and provid-
ing emotional and/or financial support, when individuals are ill or in crisis,
they need the help of others. How physicians, patients, and spouses can be
encouraged to confront these difficult issues remains an empirical question.
How the formal medical care system can contribute to better informal (i.e.,
caregiver) care is an immediate practice and policy challenge.

References

Adelman, R., and R. Albert
1987 Medical student attitudes toward the elderly: A critical review

of the literature. Gerontology and Geriatrics Education 7:
141-55.



SATISFACTION WITH MEDICAL ENCOUNTERS

Adelman, R., M. Greene, and R. Charon

1987 The physician-elderly-patient companion triad in the medical

encounter. The Gerontologist 27:729-34.
Applegate, W., M. Graney, S. Miller, and J. Elam

1991 Impact of a geriatric assessment unit on subsequent health care

charges. American Journal of Public Health 81:1302-306.
Baker, R.

1984 Auttitudes of health care providers toward elderly patients with
normal aging and disease-related symptoms. The Gerontologist
24:543.45.

Beisecker, Analee

1988 Aging and the desire for information and input in medical deci-
sions: Patient consumerism in medical encounters. The
Gerontologist 28:330-35.

Beisecker, Analee

1991 Medical encounters involving physicians, family caregivers and
patients with alzheimer’s disease. Paper presented at the 44th
annual meeting of Gerontological Society of America, San
Francisco, California.

Beland, F., and B. Maheux

1990 Medical care for the elderly: Attitudes of medical caregivers.

Journal of Aging and Health 2:194-214.
Borgatta, Edgar, and Rhonda Montgomery

1987 Critical Issues in Aging Policy: Linking Research and Values.

Beverly Hills: Sage.
Brody, Elaine

1985 The informal support system and health of the future aged. Pp.
173-89 in C. Gaitz, G. Niederche, & N. Wilson (eds.)., Aging
2000: Our Health Care Destiny, Vol. 2, Psychosocial and
Policy Issues. New York: Springer-Verlag.

Buller, M., and D. Buller

1987 Physicians’ communication style and patient satisfaction.

Journal of Health and Social Behavior 28:375-88.
Clair, Jeffrey

1990a Regressive intervention: The discourse of medicine during terminal

encounters. Advances in Medical Sociology Research Annual 1:57-97.
Clair, Jeffrey

1990b Old age health problems and long term care policy. Pp. 24-48
in S. Stahl (ed.), The Legacy of Longevity: Health, Illness, and
Long Term Care in Later Life. Newbury, CA.: Sage.

153



154 SOCIOLOGICAL PRACTICE/1993-94

Clair, Jeffrey, and Richard Allman
1993 Sociomedical Perspectives on Patient Care Relationships.
Lexington, Kentucky: University Press of Kentucky.
Coe, Rodney, and C. Prendergast
1985 The formation of coalitions: Interaction strategies in triads.
Sociology of Health and lliness 7:236-47.
Elam, J., M. Graney, T. Beaver, D. El Derwi, W. Applegate, and S. Miller
1991 Comparison of subjective ratings of function with observed
functional ability of frail older persons. American Journal of
Public Health 81:1127-130.
Epstein, A., J. Hall, M. Fretwell, M. Feldstein, M. DeCiantis, J. Tognetti, C.
Cutler, M. Constatine, R. Besdine, J. Rowe, and B. McNeil
1990 Consultive geriatric assessment for ambulatory patients: A ran-
domized trial in a health maintenance organization. Journal of
the American Medical Association 263:538-44.
Glaser, Michael, S. Rubin, and M. Dickover
1990 The caregiver role: review of family caregiver-physician rela-
tions and dementing disorders. Pp. 321-37 in S. Stahl (ed.),
The Legacy of Longevity: Health, lliness, and Long Term Care
in Later Life. Newbury, CA.: Sage.
Greene, Michelle, R. Adelman, R. Charon, and S. Hoffman
1986 Ageism in the medical encounter: an exploratory study of the
doctor-elderly patient relationship. Language and Communication
6:113-24,
Greene, Michelle, S. Hoffman, R. Charon, and R. Adelman
1987 Psychosocial concerns in the medical encounter: a comparison
of interactions of doctors with their old and young patients.
The Gerontologist 27. 164-68.
Haley, William, Jeffrey Clair, and Karen Saulsberry
1992 Family caregiver satisfaction with medical care of their
demented relatives. The Gerontologist 32:219-26.
Haug, Marie
1986 Doctor-patient relationships and their impact on self care of the
elderly. In B. Holstein, K. Dean, T. Hickey, and L. Coppard
(eds.), Self Care and Health Behavior in Old Age. Copenhagen:
Croom Helm.
Haug, Marie, and Marcia Ory
1987 Issues in elderly patient-provider interactions. Research on
Aging 9:3.



SATISFACTION WITH MEDICAL ENCOUNTERS

Horowitz, Amy

1985 Family caregiving to the frail elderly. Annual Review of

Gerontology and Geriatrics 5:194-245,
Inui, Thomas, W. Carter, W. Kukull, and V. Haigh

1982 Outcome-based doctor patient interaction analysis. Medical

Care 20:535-49.
Jecker, N,

1990 The role of intimate others in medical decision making. The

Gerontologist 30:65-71.
Kapp, M.

1991 Health care decision making by the elderly: I get by with a lit-

tle help from my family. The Gerontologist 31:619-23.
Kaplan, Scott, S. Greenfield, and J. Ware

1989 Assessing the effects of physician-patient interactions on the

outcomes of chronic disease. Medical Care 27:5110-S127.
Lawton, M. Powell, M. Moss, M. Fulcomer, and M. Kleban

1982 A research and service oriented multilevel assessment instru-

ment. Journal of Gerontology 37:91-99.
Lin, Nan, A. Dean, and W. Ensel (eds.)

1986 Social support, life events, and depression. New York:

Academic Press.
Maddox, George, and T. Glass

1989 Health care of the chronically ill. Pp. 236-61 in H. Freeman
and S. Levin (eds.), Handbook of Medical Sociology.
Englewood Cliffs: Prentice.

Maletta, G.

1983 Neuropsychiatric problems in the elderly. In S. Gambert (ed.),

Contemporary Geriatric Medicine. New York: Plenum.
McVey, LJ.

1989 Effect of a geriatric consultation team on functional status of
elderly hospitalized patients. Annals of Internal Medicine
110:79-84.

Mishler, Elliot

1984 The Discourse of Medicine: Dialectics of Medical Interviews.

New Jersey: Ablex.
Olesen, Virginia

1989 Caregiving, ethical and informal: emerging challenges in the
sociology of health and illness. Journal of Health and Social
Behavior 30:1-10.

155



156 SOCIOLOGICAL PRACTICE/1993-94

Parsons, Talcott
1951 The Social System. Glencoe, lllinois: Free Press.
Radecki, S., R. Kane, D. Solomon, R. Mendenhall, and J. Beck
1988a Do physicians spend less time with older patients? Journal of
the American Geriatrics Society 36:713-18.
Radecki, S., R. Kane, D. Solomon, R. Mendenhall, and J. Beck
1988b Are physicians sensitive to the special problems of older patients?
Journal of the American Geriatrics Society 36:719-25.
Rubenstein, Lawrence
1987 Exposing the iceberg of unrecognized disability: The benefits
of functional assessment of the elderly. Archives of Internal
Medicine 147:419-20,
Rubenstein, Lawrence
1984 Effectiveness of a geriatric evaluation unit: A randomized clin-
ical trial, New England Journal of Medicine 311:1164-170.
Silliman, Rebecca
1989 Caring for the frail older patient: the doctor-patient-family
caregiver relationship. Journal of General Internal Medicine
4:237-41.
Silliman, Rebecca
1993 Family-centered geriatric patient care. Pp. 253-70 in Jeffrey
Clair and Richard Allman (eds.), Sociomedical Perspectives on
Patient Care. Lexington, Kentucky: University Press of
Kentucky.
Smith, G., M. Smith, and R. Toseland
1991 Problems identified by family caregivers in counseling. The
Gerontologist 31:15-22.
Sokolovsky, J., and C. Cohen
1981 Toward a resolution of methodological dilemmas in network
mapping. Schizophrenia Bulletin 7:109-16.
Street, R., and J. Wiemann
1987 Patients’ satisfaction with physicians’ interpersonal involve-
ment, expressiveness, and dominance. Communication Yearbook
10:591-612.
Waitzkin, Howard
1984 Doctor-patient communication: Clinical implications of social
scientific research., Journal of the American Medical
Association 252:2441-46.
1985 Information giving in medical care. Journal of Health and
Social Behavior 26:81-101,



SATISFACTION WITH MEDICAL ENCOUNTERS

1989 A critical theory of medical discourse: Ideology, social control,
and the processing of social context in medical encounters.
Journal of Health and Social Behavior 30:220-39.

1991 The Politics of Medical Encounters: How Patients and Doctors
Deal with Social Problems. New Haven, CT: Yale University
Press.

West, Candice

1984 Routine Complications: Troubles with Talk Between Doctors

and Patients. Bloomington, IN:Indiana University Press.
Williams, M.

1987 How does the team approach to outpatient geriatric evaluation
compare with traditional care: A report of a randomized con-
trolled trial. Journal of the American Geriatrics Society
35:1071-78.

Wolf, M., S. Putman, S. James, and W. Stiles

1978 The medical interview satisfaction scale: development of a
scale to measure patient perceptions of physician behavior.
Journal of Behavioral Medicine 1:391-401.

Woolley, F., R. Kane, C. Hughes, and D. Wright

1978 The effects of doctor-patient communication on satisfaction

and outcome of care, Social Science and Medicine 12:123-28.
Zola, Irving

1986 Reasons for noncompliance and failure of the elderly to seek
care. Pp. 72-84 in R. Moskowitz, and M. Haug (eds.), Arthritis and
the Elderly. New York: Springer.

157



Predictors of the Use of Respite Services
by Caregivers of Alzheimer’s Patients:
Racial and Generational Differences*

Gary T. Deimling, The Benjamin Rose Institute
Wendy J. Looman, The Benjamin Rose Institute

ABSTRACT

This research applies one prominent model of service utilization (the Andersen-
Newman Model) 10 better understand the way in which family caregivers utilize
respite services when caring for older relatives. Specifically, this research
examines racial (black and white) and generational (spouse and aduli-child)
differences between caregivers of Alzheimer’s patients and the volume and type
of respite services used. The sample (N= 359) is drawn from six Northeast Ohio
programs in a consortium that uses a personal computer-based information sys-
tem 1o collect intake, assessment, service use, and program satisfaction data
from respite clients. Racial differences are found in client attrition and
turnover. Resulls also show adull-child caregivers are the greatest users of day
care. These generational differences persist despite the similarities in patient
and caregiver need. Fee subsidy and relationship strain between the caregiver
and elder predict the amount of service used. Findings suggest that practition-
ers need 1o lake into account racial and generational factors in addition to tra-
ditional patient and caregiver needs when formulating care plans.

*This paper was previously presented at the 1990 Annual Meeting of the
Gerontological Society of America, Boston, MA.
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Respite’s Impact on Caregivers

There has been considerable debate in the gerontological literature about
the impact of respite on family caregivers. Callahan (1989), in reviewing
the existing evidence for respite’s effects (see Lawton, Brody and
Saperstein, 1989), asserts that while families are satisfied with this service,
there is little compelling evidence that it has measurable impact on care-
givers. Deimling (1991), in contrast, argues that methodological impedi-
ments in most previous research have prevented the actual benefits of
respite from being uncovered. Zarit, et al. (1989) also point out the impor-
tant role that methodology has played in the failure of research to document
the impact of caregiver intervention programs such as respite.

One difficulty in determining the impact of respite on caregivers has
been the limited amount of information available on how caregivers utilize
respite, in terms of the types (in-home, day care} and volume of service.
For example, there has been little research into the ways in which potential
respite users move through service systems, from inquiry about service Lo
assessment for service, and actual use of respite. The research that does
exist is usually from single, and often small, programs, with limited socio-
demographic variability. The lack of size and diversity in the samples has
limited the generalizability of findings on how respite is used. Lawton, et
al. (1989) have shown that participants in one respite demonstration project
used little formal respite and often did not use any more respite from for-
mal sources than other caregivers in their comparison groups received from
informal sources. Their research also showed that many families eligible
for respite either did not go on to use it, used it sporadically, or for only a
very brief period. Before concluding that respite does not have its intended
impact, however, we need to know a great deal more about how caregivers
use this service.

Racial and Generational Differences

Two other areas where little is known about respite use are racial (black
and white) and generational (spouse and adult-child caregiver) differences.
With regard to race, the literature on service use documents the reluctance
of black families to use services in general, and institutionally based ser-
vices (such as nursing homes or day care) in particular (Cox and Monk,
1990; Taylor and Chatters, 1986; Neighbors, 1984). The usual explanation
for this is that black families are more likely to use informal, familial



160 SOCIOLOGICAL PRACTICE/1993-94

sources of assistance. Another explanation is that there are barriers to ser-
vice use related to the availability and accessibility of services. There has
been no research on the use of respite by black families, nor has there been
research on minority preferences for in-home or day care as a form of
respite.

The caregiving literature provides ample evidence of the differences
inherent in being either a spouse or an adult-child caregiver, as well as the
implications of living arrangement for caregiver strain and service use
(Deimling, et al., 1989; Noelker and Bass, 1989). What is not known is
how these structural features affect caregivers’ preferences for specific
types or volume of services. Given the differences in spouse and adult-
child caregivers in terms of competing demands, employment, and the
nature of the relationship itself, it would not be surprising to find consider-
able differences between these two groups of caregivers in their prefer-
ences regarding respite service.

In short, there has been little research on the ways in which caregivers
use respite services, their flow through the service systems that provide for-
mal respite, and their attrition from these programs. This research will
attempt to add to our knowledge of the ways families use respite, and will
go further to examine the predictors of type and volume of service use in a
relatively large multi-agency sample of respite users.

Analytic Model

In order to organize the analysis, a well-known model of service use, the
Andersen model, was employed. The Andersen model (Andersen and
Newman, 1973) identifies three categories of factors (predisposing,
enabling, and patient need) as potentially influencing the use of formal
health care services. While respite is not viewed as a health care service per
se, the predictors posited by the model are likely to be involved in the use
of other types of formal services, such as respite, which have a health care
orientation.

Within the context of this research, the model suggests a range of care
recipient (patient) and family characteristics that may be related to the use
of respite. The first category of variables identified in the Andersen model,
predisposing factors, includes patient demographics and other structural
variables that can “predispose” an individual to use formal sources of assis-
tance such as respite. It is hypothesized that race, generation, and both care-
giver and elder gender are structural features that can affect service use.
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The second category of variables, enabling factors, are viewed as impor-
tant predictors of service use because they provide greater opportunity for
use. The size of the fee subsidy the family receives is one such variable
that enables service use by enhancing affordability. Household size and the
number of informal helpers are viewed as having negative effects on ser-
vice use, in that larger families or those with a larger informal network may
not use services because their well-developed informal network meets
existing care needs. The number of formal services already being utilized is
an enabling characteristic, because families who have prior or current expe-
rience with the use of services are more likely to know how to access ser-
vices and have apparently already resolved for themselves the issue of
appropriateness of services.

The third category of variables, which predict service use in the
Andersen model, is care recipient need. Care recipients with greater objec-
tive needs for care are hypothesized to be greater users of service. The
elder’s age, as well as his or her mental and physical functioning, are three
measures that can be used to operationalize the patient’s level of need.

Bass and Noelker (1987) made an important adaptation to the Andersen
model when they included the need characteristics of family members
involved in caregiving. Their adaptation provides a more complete estimate
of families’ total need for services. In this study, caregiver need is hypothe-
sized to be positively associated with the increased use of respite services.

Taken together, the predisposing, enabling, and need (both care recipient
and caregiver) characteristics have the potential to influence the type and
volume of respite used. In this research, the primary outcome measures of
interest will be whether the respite service is actually used by the
patient/family after inquiring about and being assessed for service, the vol-
ume of service used, and the type of respite (in-home or day care) ulti-
mately utilized.

The Sample

In mid-1988, the Margaret Blenkner Research Center of The Benjamin
Rose Institute began to develop an interagency database with Northeast
Ohio programs providing respite service to caregivers of persons with
Alzheimer’s disease (AD). The information system, entitled SISTERS
(Shared Information Systems to Evaluate Respite Services), is comprised
of four separate but integrated components: Inquiry, Assessment, Service
Delivery, and Client Satisfaction/Quality Assurance.
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During the first full year of operation, information was collected from
359 inquiries for service. Of these, 234 families were assessed, and 181
received at least one unit of respite service (4 hours of in-home or 1 day of
day care). The data excludes a small number of families (n=4) where the
racial characteristics of the family were not known or where they were
other than white or black.

Chart 1 shows the movement of cases from inquiry through assessment
and service use. One of the unique features of the SISTERS information
system is its ability to track clients from initial contact through the point of
discharge from the service system and to document attrition at any point
along the way. The 359 inquiries resulted in 109 cases being assessed (30
percent), 86 of which were assessed immediately and 23 of which were
assessed later. These clients joined the existing caseload of 129 clients,
who had been assessed prior to the start of the database, so that complete
assessment information is available from 234 clients/families.

Not all clients assessed for service ultimately went on to receive service.
In fact, there was substantial attrition, with 53 families never receiving ser-
vice after completing assessment. While a portion of this attrition was due
to death of the elder (n=4) or nursing home placement (n=7), other families
chose not to schedule service even though fully qualified to receive it. Over
the project’s first full year, 43% of the clients left the program. Of these,
10 left because the care recipient died, 22 entered nursing homes, and 45
discontinued participation for a variety of other reasons. These reasons
included needing more service than the program provided and needing ser-
vices other than those the program provided. Other reasons included the
caregiver’s dissatisfaction with the service or unwillingness to cooperate
with the program. A small number of discontinued cases were the result of
the care recipient or caregiver moving oul of the service area or the inabil-
ity to pay for subsidized service.

Measurement

The multidimensional SISTERS assessment instrument was the primary
source of information used in the analysis for this paper. It includes exten-
sive demographic and family structure information for each family and a
complete listing of other sources of informal and formal assistance used by
each care recipient and caregiver.

Each of the respite programs employed a sliding fee scale to determine
the extent of fee subsidy provided to the family. The agencies employed the
fee scale adopted by the Ohio Department of Aging, as each of the pro-
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Chart 1. SISTERS Client Flow

I iri Not Initially Assigned for
hquiries Assessment/On Hold
Assigned for
Assessment . Did Not
but Not @ Qualify

Assessed

@ Assessed
Pre-SISTERS
@ . Not Initially Assigned
for Assessment

@ Assessed—Not Served
Served

}———»@ Discharged

Receiving Service

grams utilized State of Ohio funding to underwrite the cost of the program
and to provide fee subsidies. These demographic, family structure, assis-
tance use, and fee subsidy measures serve to operationalize the predispos-
ing and enabling variables in this study.

Elder need in terms of cognitive incapacity was measured using the
Short Portable Mental Status Questionnaire (SPMSQ) designed by Pfeiffer
(1975). Physical functioning was measured using the Personal Self-
Maintenance (PSM) items developed by Lawton and Brody (1969). In addi-
tion to caregiver age, other measures of caregiver need were derived from
prior family care research at The Benjamin Rose Institute (see Deimling, et
al., 1989; Bass and Noelker, 1987; Deimling and Bass, 1986; Poulshock
and Deimling, 1984). These measures included a single-item, self-report
indicator of physical health decline and a single-item indicator of emo-
tional health decline. A four-item measure of relationship strain (alpha
=,64) and a three-item index of activity restrictions {alpha =.70) were also
included. Finally, information on the total number of hours of service, the
average monthly hours of service, and the type of service used were
obtained from the Service Delivery component of the information system.
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Analysis Strategy

The analysis in this paper focuses on the factors associated with the use
of service, particularly the volume and type of respite used. In examining
these predictors, the first step was to identify those predisposing, enabling,
and need characteristics of families/patients/caregivers that differentiated
service users from non-users. Descriptive information was used to compare
these two groups along with correlational data for all clients assessed for
service.

The second step in the analysis was to identify the correlates of the vol-
ume and type of service used (day care or in-home). The correlational
analysis was the first procedure used, leading to a selection of variables for
inclusion in a multivariate analysis of the predictors of service use.
Because of the interval nature of the service volume variable, regression
analysis was employed. To examine categorical measures, i.e., service
use/non-use and service type (day care or in-home), discriminant function
analysis was used.

Findings
Service Use/Non-use

Table 1 displays the characteristics of patients and caregivers in families
who used respite services after being assessed and those who did not use
respite services after completing the assessment process. This descriptive
data shows that the proportion of blacks who were assessed but chose not to
use respite services was substantially greater (47.2 percent) than blacks who
chose to use the service after assessment (35.4 percent). Thus, black fami-
lies were less likely to use service after assessment than white families.

The proportion of spouse caregivers differed substantially between the
served (50.8 percent) and unserved groups (39.6 percent). After assessment,
spouse caregivers were more likely to go on to use respite than adult-child
caregivers. Neither elder nor caregiver gender differentiated the groups who
chose and those who did not choose to use service. However, in terms of
two of the predisposing variables, race and generation, there were substan-
tial differences in the proportion who chose to use respite after assessment.

Another substantial difference between those served and those not
served was the proportion of families already using formal assistance. In
the group who used service after assessment, nearly half had two or more
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Table 1

165

Family, Patient, Caregiver and Service Use Characteristics by Service Status

Served Not Served

(n=181) {n=53)

Predi .

% Black 354 47.2

% Spouse caregiver 50.8 39.6

% Caregiver female 76.2 77.4

% Patient female 56.9 60.4
Enabling

Fee subsidized 80%+ 49.6 439

Mean household size 24 2.8

% 2+ informal helpers 63.0 67.9

% 2+ formal helpers 45.3 58.5
Patient need

Mean age 78.0 78.7

Mean SPMSQ Errors

(0-10 errors) 7.3 7.2
Mean PSM (0-6, low to
high independence) 2.7 2.8

Caregiver need

Mean age A 62.1 59.5

% Physical health decline 46.0 38.3

% Emotional health decline 67.9 72.3

Mean relationship strain

(0-8, low to high strain) 2.2 24

Mean activity restriction

(0-3, low to high restriction) 2.2 2.5
Service

Mean hours 232.6 NA

Mean hours per month 314 NA

% using in-home P 55.2 NA

% using day care b 47.0 NA

2 Determined using Chi-square statistics for % variables and t test for mean.
b Does not total 100% due to multiple types of respite use by some families.

p

12
15
.87
.65

33
01
51
.09
.62
.58
.12
43
.36
.66
28

.03
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formal sources of assistance, indicating that they were receiving service
from at least one other formal source in addition to the respite program.
Among those families who did not use respite, well over half already
received service from at least one other formal source.

In terms of other enabling characteristics, such as fee subsidy, household
size, and the number of informal helpers, the served group did not differ
substantially from the unserved group. The fact that the fee subsidy did not
differentiate the use of service was counterintuitive. The availability of the
fee subsidy was expected to encourage families 1o use respite service.

Also somewhat surprisingly, patient need did not differentiate signifi-
cantly between the group that chose to use service after assessment and
those that chose not to use respite. The data show that the elders in this
sample were substantially cognitively impaired (e.g., SPMSQ errors of 7.3
and 7.2 items out of 10). On average, the elders in this sample were able to
perform fewer than three out of six self-maintenance tasks.

There was one notable difference between the two groups with respect to
caregiver need. The group who chose 1o use respite was more likely to
report physical health decline in the preceding months compared to those
who chose not to use service. This is in contrast to other measures of care-
giver strain, in which the general pattern is that the group not using respite
is more likely to report emotional health decline, relationship strain, or
activity restriction.

Correlates of Service Volume and Type of Respite Used

Among service users, the correlates of volume of service used and type
of respite (day care or in-home) were identified. The same predisposing,
enabling, elder and caregiver need characteristics were examined. The mea-
sure of service volume used in this portion of the analysis was the average
number of hours of respite used by the caregiver per month. In the previous
table race was associated with whether or not a caregiver used respite. The
correlational data show that, among those using respite, race was not asso-
ciated with the volume of service. Thus, while black families were less
likely to use service than white families after assessment, once in the ser-
vice program, their volume of service use was not significantly different
from that of white families.

In the prior table, spouse caregivers were shown to be more likely to use
respite after assessment than adult-child caregivers. The correlational data
in Table 2 show, however, that once spouse caregivers began (o use ser-
vices, they used significantly less service than adult-child caregivers.
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Table 2
Correlation Matrix of Family, Patient, Caregiver, and Service Use Characteristics

All Clients Assessed (n=234)  Served Clients Only (n=181)

Received Average
Service Service Daycare In-home

Predisposing Mean Std. r I I I
Race (black) 38 49 -.10 -.09 14*% 08
Spouse caregiver A48 .50 .09 - 18%* L 25%k 23«
Caregiver female 7 42 -.01 -.06 .01 -.01
Patient female 58 .50 -.03 13* .08 -.09

Enabling
Fee subsidized 80%+ 45.15 37.35 -.06 23%x  36%x _37*%
Household size 2.47 .96 -, 18%* 14%* Jd6** - 13%
# informal helpers 1.92 .80 -.00 A1 .10 -.11
# formal helpers 1.62 72 -.09 -20%*% S 25%*  24%*

Patient need
Age 78.12 9.05 -03 .00 S12¢ 12+
SPMSQ errors 7.31 2.80 .01 S 1T7HE Q%R 3%
PSM 2.74 2.05 -.01 20%*  36%* - 35%*

Caregiver need
Age 6152 14.64 .07 - 14% 0 L23%x (1gx
Physical health

decline 3.47 .67 .03 -.07 -16*  13*
Emotional health

decline 3.78 .83 -.02 02 -.05 .05
Relationship strain 2.24 1.91 -.05 20%* .09 -.09
Activity restriction 2.23 1.05 -.12% -.08 S22%k Q2%

Service
Average service 3135  30.34 — — AQ¥* . 3gxH
Day care 36 A48 B1** A40** —  -96**
In-home 43 50 LT -38% .96

*p < .05; **p < .01.

Conversely, then, adult-child caregivers were less likely to use service after
assessment than spouse caregivers, but once they began using services they
used a greater volume of service than spouse caregivers. While neither the
gender of the caregiver nor that of the elder differentiated the service
use/non-use groups, families in which the elder was female used signifi-
cantly more service than when the elder was male.

Three of the four enabling characteristics were significantly associated
with the volume of service used. Fee subsidy, which did not differentiate
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the use/non-use groups, was significantly correlated with the volume of
use. The greater the fee subsidy, the greater the volume of service.
Household size was also positively associated with service volume.
Surprisingly, larger households used more respite. This may be related to
the fact that adult children used more respite and these households were
likely to be larger due to the presence of third generation children. It may
also be due to the fact that adult-child caregivers often were employed and
thus used respite not as respite per se, but rather to enable them to work.
When caregivers use respite to continue employment they may need a
greater number of hours of service to cover their work schedule.

While patient need variables were not associated with the use or non-use
of service, they were significantly associated with the volume of service
used. For example, cognitive impairment was significantly associated with
volume of use. However, the negative sign of the coefficient indicates that
families of more cognitively impaired individuals used less service than
families of less impaired individuals. The PSM indicator suggests the same
is true for physical functioning. Families where elders were able to do more
for themselves (higher PSM score) used more respite. In both situations,
.what was apparently occurring was that high levels of impairment prohib-
ited the use of respite in these families. The extreme impairment of the
Alzheimer’s patient may mean that the caregiver did not feel comfortable
leaving the patient for even a short period, and day care may be inappropri-
ate for those with higher levels of impairment.

With regard to caregiver need, older caregivers used significantly less
respite than younger caregivers. Those who reported the greatest relation-
ship strain used more respite than those reporting less relationship strain.
Surprisingly, neither physical nor emotional health decline were signifi-
cantly correlated with service volume, and neither was the caregiver’s
activity restriction.

Finally, the average volume of service was positively associated with the
use of day care and negatively associated with the use of in-home service.
This indicates that day care users, in fact, used significantly more service
on average than did in-home service users.

The remaining correlational analysis looks at the association between the
predisposing, enabling, and need variables on the family’s choice to use
either day care or in-home service, Few families used a combination of both
services, so the predictors of the use of one form of respite are the recipro-
cal of their non-use of the other form of respite. As a result, the coefficients,
in general, were very similar in magnitude for the two groups, with only the
reversed sign indicating use or non-use of that specific form of respite.
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Table 3
Discriminant Function Analysis of Service Use/Non-Use

Standardized Canonical

Discrimi Function Coeffici
Predisposi
Race (black) -.15
Spouse caregiver -24
Elder female -.01
Enabling
Fee subsidized 80%+ .30
Household size 51
# Formal helpers 35
Elder need
Age .10
SPMSQ Errors -12
PSM .23
Caregiver need
Age .02
Physical health decline -33
Relationship strain A1
Activity restriction .64
Predicted Service Use
Actual Service Use No Yes
No 6 36
14.3% 85.7%
Yes 4 140
28.0% 97.2%

Overall percent classified correctly = 78.5%

Race and generation were again significant predictors, with blacks more
likely to use day care and spouses more likely to use in-home service. Fee
subsidy correlated with the use of day care, with families receiving greater
subsidy more likely to use day care. Also, larger families were more likely
to use day care. With regard to patient need, families with the oldest, most
cognitively impaired, and least functionally independent elders were most
likely to use in-home respite. For caregivers, the oldest and those with the
greatest health decline and activity restriction were most likely to use in-
home respite.
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Table 4
Predictors of the Average Monthly Volume of Service Use (N = 181)
Volume of
Service Use
beta n

Race (black) -.09 28

Spouse caregiver -.04 76

Patient female 12 15
E

Fee subsidized 80%+ 18 .01

Household size .01 88

# Formal helpers -.13 .10
Patient need

Age .07 43

SPMSQ errors -.13 11

PSM 07 40
Caregiver need

Age -.10 39

Physical health decline -.01 91

Relationship strain .16 .04

Activity restriction -.03 68

R RZ
43 .19 .001

Multivariate analysis

Based on the descriptive and correlational analysis just presented, those
predisposing, enabling, and need factors that were significantly associated
with either service use/non-use, volume of service, or type of service were
included in the multivariate analysis. The purpose of this analysis was to
determine the net and relative impact of the predisposing, enabling, and
need factors, as well as to determine the total impact of all of these faciors
in explaining the respective service use outcomes. As noted earlier, dis-
criminant function analysis was used with the categorical outcomes (i.e.,
service use/non-use and in-home/day care) while regression was used with
the interval outcome, service volume.

Looking first at Table 3, the results of discriminant function analysis
point to the relative importance of caregiver activity restriction and house-
hold size in the decision to use service. Caregivers experiencing more
activity restriction and those in larger households were more likely to use
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Discriminant Function Analysis of the Use of In-home/Day Care Service

Race (black)
Spouse caregiver
Patient female

Enabling
Fee subsidized 80%+
Household size
# Formal helpers

Patient need
Age
SPMSQ Errors
PSM

Caregiver need
Age
Physical health decline
Relationship strain
Activity restriction

Actual Service Use
In-Home

Day Care

Overall percent classified correctly = 72.9%

-.18
.18
-02

-.63
13
24

A2
.29
-.47

21
.18
-.15
21

Standardized Canonical

Discriminant Function Coefficients

Predicted Service Use

No Yes
53 14
79.1% 20.9%
24 49
32.9% 67.1%

respite after completing assessment. The discriminant function utilizing the
same thirteen variables correctly classified nearly 80 percent of the cases in

terms of actual service use.

The regression analysis in Table 4 shows that the best indicators of ser-
vice volume were fee subsidy and relationship strain. Race and generation
had much weaker and non-significant effects. While the net effects of the
remaining indicators were similarly weak, together the equation explained
nearly 20 percent of the total variance in service volume.

In Table 5, with regard to type of service used, the results of the dis-
criminant function analysis show that fee subsidy had the greatest relative
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impact, with those receiving a larger fee subsidy more likely to use day
care. The second most powerful discriminating factor was the elder’s phys-
ical functioning, with elders having the fewest self maintenance dependen-
cies most likely to use day care. Similarly, cognitive impairment was an
important discriminant, with the most mentally impaired least likely to use
day care. Overall, the function correctly classified over 70 percent of the
cases, being most accurate in predicting in-home service use.

Discussion and Summary

The findings presented here have important implications for those
planning respite services for caregivers. First, respite services are used
quite differently by spouse and adult-child caregivers. As caregivers,
their needs are very different. For adult children, typically daughters, try-
ing to balance a career, the needs of their own children, and those of their
parent(s), respite is not actually “respite” from caregiving, but rather an
opportunity to meet other obligations. Since most of the adult-child care-
givers are employed, respite hours need to be expanded to more closely
match the 8-plus-hour work day. For employed caregivers to actually use
respite as relief, it may need to be scheduled on weekends. Currently,
most respite programs, including all of those in this study, do not have
weekend hours.

The results of this research clearly show the preference of adult-child
caregivers for day care, while spouse caregivers are more likely 10 utilize
in-home services. The caregivers’ ability to utilize day care requires them
to prepare the patient for the trip to the day care center, provide trans-
portation (when not provided by the program), and then make the same
preparations for the return trip. Adult children are more likely to have the
capacity to accomplish these related tasks, in contrast to spouse care-
givers. Further, some expressed a reluctance to leave the older person and
others indicated that the patient refused to leave the home to go to day
care. Thus, in-home services are better able to accommodate these needs.
Clearly, in the case of respite, “one size” does not fit all. Practitioners and
planners need to recognize these very different needs of spouse and adult-
child caregivers.

Racial differences were also noted in the findings. Black families were
less likely than white families to go on to use services after assessment.
From a practitioner’s perspective, it is important to work with minority fam-
ilies during this critical period to ensure that there are no real or perceived
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barriers to their use of the service. Our analysis shows that once black fami-
lies began using service, they used it in similar volume compared to white
families. However, black caregivers did show a modest preference for day
care as a form of respite. This may be because black caregivers in this study
were slightly more likely to be adult children and employed, both potential
factors related to the choice of day care over in-home respite. In any event,
practitioners and planners need to be aware of these potentially significant
black/white differences in preference when formulating care plans and
designing programs.

This research shows that there was considerable attrition between
assessment and the use of service for all caregivers. This attrition was
greatest, however, among minority families. The findings suggest that prac-
titioners need to work with this group of caregivers to assist them in recog-
nizing their own needs for respite and in making plans to use the respite
service that is available to them.

While neither minority status nor generation were significant predictors
of the volume of service used, fee subsidy and relationship strain between
the caregiver and elder were important predictors of the amount of respite
used by caregivers. With regard to fee subsidy, our finding that families
who received a service in which the cost was partly or totally subsidized
used a higher volume of services is hardly surprising. However, this does
suggest that the need for respite far exceeds the capacity of most families
to pay for the service. If affordable services are made available, they will
be used. We can only speculate that a substantial number of minority fami-
lies who inquired about respite and were assessed for service did not go on
to use the service because they felt the need to conserve scarce financial
resources.

The relationship between caregiver strain and volume of service use is
also not surprising. It does emphasize the importance of collecting care-
giver strain information at assessment so that the volume of service
required to meet caregiver needs can be efficiently planned. Caregiver
strain information may also be useful for practitioners in determining the
need for ancillary services such as support groups, counseling, or educa-
tional programs. These types of ancillary services can have a multiplier
effect on the impact of respite, as they can enhance the caregivers’ effec-
tive use of the limited respite they do receive.

Our findings also show that day care users consumed more hours of ser-
vice. This was due, in part, to the fact that day care typically offered only
large blocks of time (six or more hours) while in-home respite was often
only available in smaller units (typically four hours). It may also suggest,
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however, that caregivers used day care as a form of respite when they
needed larger blocks of time (e.g., so they could work). This suggests the
question: if in-home respite was available in larger blocks of time, would
adult-child caregivers be more likely to use it than day care?

In summary, this research serves as an example of the ways in which
theoretical models such as the Andersen and Newman model and multivari-
ate statistics can be used with data derived from an information system to
examine important clinical questions in gerontology and community-based
services for the elderly. The data presented here represent a first siep in our
attempt to understand the predictors of the types and volume of service use
and attrition patterns among families caring for Alzheimer’s patients.

* Funding for the research was provided by The Cleveland Foundation. The authors
wish to acknowledge the contributions of staff at the participating SISTERS agen-
cies: A New Day, Inc. (Lakewood, OH), Breckenridge Village (Willoughby, OH),
Catholic Social Services of Cuyahoga County (Cleveland, OH), Home Health
Services of Ashtabula County (Ashtabula, OH), Judson Park (Cleveland Heights,
OH), Menorah Park Center for the Aging (Beachwood, OH), and the TOPS pro-
gram of The Benjamin Rose Institute. For additional information, contact Gary T.
Deimling, Senior Research Associate, The Benjamin Rose Institute, 1422 Euclid
Avenue, Suite 500, Cleveland, Ohio 44115-1989.
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