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Factors Affecting the Provision of Social Support: Sydelle Raffe
A Longitudinal Study of Frail Elders in Two Communities

ABSTRACT

This dissertation identifies conditions and circumstances that 1ead
to, sustain, or diminish the provision of informal social support. The
study was conducted with two samples of community-residing frail elderly
who participated as treatment and control group members in a HCFA spon
sored evaluation of community-based 1 ong-term care demonstration pro
grams.

Provision of social support was operationalized as 1 evel of care
giving effort. Demographic characteristics, physical functioning, mental
and emotional functioning, social resources, and receipt of formal
services were evaluated for their relative contributions to provision of
care. Using 1 ongitudinal data, the study analyzed deviational change in
independent and dependent measures; used fact or analysis to identify
underlying global constructs which were unrelated to each other; and,
finally, used study samples and measures which varied somewhat from each
other as a replicative strategy.

Differences in factor structure, change in caregiving, and condi
tions relating to care giving effort were at tributed in 1arge part to
f rail ty level and participation in the demonstration program. Key
findings include: among severely impaired elders, social contacts may
become indistinguishable from caregiving contacts. After accounting for
initial 1evel of effort and program participation, the study found that
socio-emotional and cognitive functioning did not account for provision
of help. For most sample members, changes in physical impairment were
most salient. However, severely impaired comparison group members ap
pear to receive help without regard to their changing needs. Caregiving
network extensiveness and caregiving burden followed change in need for
help as salutary conditions. Burden may be a more important factor where
friends and neighbors are relied upon more than family members and may
only have a negative impact on care giving at very high 1 evels. Among
the moderately impaired, case management may have functioned to help
caregivers respond to changing needs, and among the severely impaired,
to elicit more help from spouses even beyond what was ostensibly needed.
Where impairment is moderate, programs appear to reduce informal care.
But, even where impairment is severe, how community programs function
can have a salutary or inhibitory effect on informal care.
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I. INTRODUCTION

The central goal of this dissertation is to identify the conditions

and circumstances (social, situational, and persona 1) that lead to,

sustain, or diminish the provision of informal social support. The

study focuses on one particular group of individuals for whom the con

tinued provision of help from informal sources is critical to their

well-being -- frail elders. While the Federal government recognizes
the need for public involvement in care for the frail elderly, economic

considerations in the public provision of care bear heavily on policy

formulation. Understanding the ability of family, friends, and neigh

bors to continue providing social support is particularly important for

the growing population of f rail elders who, but for the efforts of

informal caregivers would be unable to continue living in their communi

ties. But it is also not surprising that the interplay between formal

and informal care is of particular concern to policy makers.

STUDY OBJECTIVES

The study has the following main objectives:

o To identify from the literature on social support the conditions

associated with the ability to maintain and augment and the conditions

which inhibit the ongoing provision of social support in the 1 ives of

the elderly.

o To conduct an examination of the interplay of formal resources

and informal social support to determine if formal support enhances or

1 imits the provision of informal support.

The study has two major features which strengthen the examination

of the problem. First, the study utilizes longitudinal data which are

particularly suitable to the question at hand. Observing the covaria



tion of individual perceptions and behaviors over time is the best way

to establish relationships with clarity. Second, the study uses a

replicative strategy by examining the problem in two independent study

samples. In essence, the study tests in one sample relationships en

countered in another, increasing generalizability of findings where

similarities are observed and identifying 1 imits to generalizability

where findings are not confirmed. Functional, social, demographic and

contextual differences between the two study samples become important

sources of 1 imits to theoretical formulations.

PURPOSE AND SIGNIFICANCE OF THE STUDY

The goal of the research described herein is to develop and eval

uate an explanatory model of social support. Such a model will furnish

relevant information on which to base policy decisions regarding service

provision for the older population. The issue of public versus private

support of the older population is a prominent debate, with enormous

economic and individual implications making the question posed in this

dissertation a cynosure of public policy concern.

The provision of aid and emotional sustenance to the elderly has

traditionally been, and continues to be, the province of the web of

social relations in which most elderly are embedded. As is true at

other life stages, these social networks are the source of social sup

port. Whether individuals are conscious of the phenomenon or not, there

is concensus that emotional and instrumental social support are necessa

ry for well-being. What is remarkable in 1ate 1ife is that there is an

increased need for concrete assistance. Sometimes, this need leads to a

reintensification of relationships based on the provision of aid. In



termittent supportive efforts which once might have sufficed are no

1 onger sufficient for needs which now demand response on a daily and

often constant basis. On a population scale, those most in need of

constant care are those over age 85, the fastest growing segment of the

older population. This population growth, combined with social trends

such as the movement of adult daughters into the work force and the fact

that many adult children are aging themselves, introduces potential

limits on the traditional sources of help.

The phenomenon of providing help to the frail elderly has been the

subject of intensive study for a number of years. Early efforts docu

m ented the extent to which such help was provided, 1 aying to rest the

myth that families abandoned their elderly relatives in institutions. A

very small percentage of the elderly reside in nursing homes at any one

time and most elderly will never utilize a 10ng-term care institution.

Now that the often heroic efforts of families have been recognized,

emphasis has shifted to developing ways to enable families to provide

the kind of care required. Public sources of care are never 1 ikely to

substitute for the extensive informal care provided.

In spite of the soaring health care costs born by Medicare and

Medicaid, the provision of health care for older persons is not struc

tured to provide the bulk of needed services. Though the health status

of the older population as a whole has improved in recent decades, the

1ikelihood of suffering functional decrements and chronic problems has

increased, especially as the 1ikelihood of surviving to extremely old

age increases. In old age, one can ultimately expect to experience a

general slowing down, 1oss of mobility, sensory deficits and an in

creased 1 ikelihood of developing diseases such as athero- and arterio



sclerosis and arthritis that interfere with the ability to get around,

dress, bathe and feed one self, shop, cook and clean. Medical attention

may be required, but these needs decidedly require custodial care on a

daily basis over extended periods of time.

The sustained nursing and personal care needs that predominate in

the older, especially in the old-old population, are not reflected in

Medicare budget allocations which are oriented toward acute, episodic

care in institutional (nursing home or hospital) settings. Estes (1979)

estimated that 1 ess than 2% of the Medicare budget is available for

services relevant to the needs of the aged in the community. While it

is possible to purchase necessary services, many older individuals and

their families do not have the necessary income or savings to pay for

such services on an extended basis.

By and 1 arge, the needs of this population do not go unmet. Survey

upon survey has found that it is the family, primarily spouses, but

often adult daughters and daughters-in-law, who provide the majority of

direct services to older persons. Typically, help is provided with

shopping, transportation, cleaning, cooking, personal care, and com

panionship. However, even those who require nursing care in the commun

ity tend to have these needs met by family members (Brody, 1978).

Friends and neighbors also form an important, if ancillary, part of the

network of support of these older persons (Cantor, 1979).

Despite the history of care provision described above, the juxtapo

sition of demographic trends and rising costs of health care have promp

ted concern from many quarters regarding public versus family responsi

bility for provision of care. In part, government concerns 1 ie with the

costs of care associated with nursing home and hospital use, care modal



ities relied upon when there are no informal sources of care or when

families can no longer provide the care required. Though relatively

few frail elders avail themselves of formal services typically available

in communities, community-based service programs with outreach compon

ents or which are structured to serve large segments of the older popu

1ation (such as those applying to nursing homes) will become more preva

lent as needs and demands for service of the older population increase

and are juxtaposed with demographic, and social and economic changes

which threaten to overwhelm the capacity of informal resources. Major

efforts by the Health Care Financing Administration are being directed

toward determining the most effective ways of providing and reimbursing

for this type of care, in the hopes that the use of more expensive care

modalities such as hospitals and nursing homes will be reduced. Under

lying the shifts in public policy lies a major question usually cast as

"the substitution debate": will providing formal services in the com

munity in order to foresta11 use of institutions replace the help pro

vided by informal sources of support? Should this replacement occur,

costs of providing enough formal care to maintain community residence

would become prohibitive.

Unfortunately, recent program evaluations reveal that community

based care does not necessarily produce cost savings, especially if

expensive home care services replace the aid which would have been

provided by the existing web of social relationships. It is clear that

the informal system of care must continue to be the bulwark of service

provision to frail elderly in the community.

Much of the extant 1 iterature is cross-sectional in nature and

thus the 1 ongitudinal functioning of social support networks is less



well documented. In addition to being primarily cross-sectional in

nature, the extant work in the field has also not adequately evaluated

the joint and individual effects of these factors on the provision of

support. An optimal way to precisely identify the key factors and their

role in providing social support is to assess the ways in which explana

tory factors and social support vary together over time. Furthermore,

the desirable model must analyze not only the relationship of theoreti

cal constructs to social support, but must examine the complex interre

1 ationship of the constructs to each other in order to understand how

they work together to influence social support.

Recognizing these gaps in the 1iterature, this dissertation uses a

1ongitudinal design to examine factors suggested by previous studies to

be related to caregiving and social support. The study evaluates their

relative contributions to the provision of informal social support,

analyses the phenomenon over time, and does so in samples representing

somewhat different components of the frail elder population. As a

secondary analysis of data collected from two samples of frail elders

who were participants in HCFA funded demonstration studies of coordin

ated community-oriented 1 ong-term care programs, the study affords a

unique opportunity to address the interplay between formal and informal

sources of care in the context of the framework provided by the con

struct of social support.

The research is designed to pinpoint the conditions under which

informal social support continues to be provided. Focusing precisely on

which factors are more or less important in their effect on support

enables interventions to be designed which are most likely to have the

desired effect on the support network.



ORGANIZATION OF THE REPORT

The research study which follows begins with an in-depth discussion

of the construct of social support, in particular social support among

the frail elderly (Chapter II). Background is provided on general

approaches to the study of social support and its various meanings. The

social support literature is examined for factors which might explain

why support is given, who is likely to give it, the types of support

provided, and under what conditions support is elicited and withdrawn.

The aspects of social support addressed in this study are clearly iden

tified (e.g., provision of instrumental aid), as are those which are not

(e.g., provision of emotional support). Next, the role which informal

social support systems play in the 1ives of elderly persons, especially

the frail elderly, is described and includes information on the size of

these networks, their composition, the kinds of help provided, and the

extent to which the se sources of support help frail elders. Also in

form ative with regard to the study questions are the demographic and

population characteristics of the elderly and their potential helpers.

Chapter III describes the methods used in the study. Based on the

1iterature reviewed in Chapter II, specific research questions and aims

are presented. The community-based demonstration projects from which the

study samples are drawn and the impact of the programs on the provision

of informal social support are reported. The data which are available

for analysis are described, and reliability and validity of the data

are discussed. The analytic approach sets forth methodological issues

and problems of the study and proposes an approach to minimize the

effect of these issues on the analysis. Use of two samples is cast as a

replication strategy. Initial descriptive findings and relationships



among the study construct s are presented and discussed in Chapter IV.

Chapter W builds on these findings and develops explanatory models of

social support, evaluating the relevance of the models for different

components of the samples. The research is summarized, conclusions

drawn, and policy implications discussed in Chapter VI.



II. BACKGROUND

OWERVIEW

This chapter provides the context from which the research questions

are derived. It begins with a discussion of the construct of social

support followed by the role which informal social support systems play

in the 1ives of elderly persons, especially the frail elderly. Factors

purported to affect the viability of support over time are discussed in

this section. Recent studies, including the evaluation of the programs

whose data are used in this study, are described in relation to the role

formal services play in the provision of informal support.

THE CONSTRUCT OF SOCIAL SUPPORT

In order to establish a framework for the study, three aspects of

the multi-faceted construct of informal social support are described:

definitions; functions; and effects on providers.

A broad definition of social support includes both affective and

instrumental support (Lin, 1979; Hogue, 1976; Gottleib, 1983; Silver &

Wortman, 1982; Wills, 1985).1 Affective support includes feeling cared

for and loved, esteemed and respected (Cobb, 1976), and that one matters

(Pearlin, 1985). Emotional support provides feedback about one's beha

vior, especially problem solving behavior (Gottleib, 1983) and is thus a

source of coping norms as well as of role models (Pearlin, 1985). While

affective social support has been singled out for intensive study, it

should be recognized that "much of it has a general presence, is beyond

the 1evel of awareness, and is embedded in the every day transactions

that take place between people in their pro saic pursuits" (Pearlin,

1985).



Informal instrumental support encompasses the direct provision of

aid (for example, financial support and help with activities of daily

1 iving such as shopping and errands). Though a distinction is made

between affective and instrumental support, even in situations which are

ostensibly instrumental in nature, affective components exist or de

velop. This study, however, directly addresses only the provision of

instrumental support.

Whether instrumental and/or affective, informal social support is

provided by members of primary social networks, the social ties among

individuals. Not all members of a social network will provide support;

social network members are only potential providers of support. Cantor

(1979) introduced the notion of "functional support", referring to those

persons who are available and capable of offering meaningful support.

Reference is also made in this literature to support systems which can

be thought of as those members of social networks who actively provide

support. Hogue (1976) defines a support system as "a set of persons

consisting of a focal or anch or person, all the family, friends, and

helping persons who stand ready to serve the anch or person, and the

linkages or relationships among these people" (p. 3). The degree to

which these constellations of people form effective and efficient sys

tems has not been established.

The construct s of social support and of social network are fre

quently studied for their ability to effect health and to buffer the

effects of stress. Social support has been 1 inked to the following

benefit s2:

o coping with undesirable events (Silver & Wortman, 1982);
o compliance with medical regimens (Cobb, 1979);
o recovery from illness (Croog, Lipson & Levine, 1972);
o more positive childbirth outcomes (Nuckolls, 1972);

10



o reduced mortality risks (Berkman & Syme, 1979);
o perception of general well-being (Cohen & Brody, 1981); and,
o buffering the effects of life transitions and crises (Cobb. 1976)

The mechanisms by which social support produce these salutary

effects are both direct and in direct, and include: reinforcing self

esteem; providing feedback which clarifies situations; acting as 1 ink

ages to expert help; directly modifying a stressful environment; trans

mitting coping norms and providing role models; and, providing concrete

services and tangible aid.

Like many other social phenomena, the source, nature and function

of informal social support is related to 1 ife stage (Pearlin, 1985).

Life stage also affects the factors which Gottlieb (1983) suggests are

related to the provision of adequate instrumental and emotional aid:

o structural properties of the network as a whole, e.g.,
the size, density and composition affect the quality,
diversity, and reliability of support;

o norms of helping which are related to ethnic and
social class networks and within networks, which types
of people should provide various types of aid; and

o qualitative aspects of the relationship such as the
degree of intimacy.

In old age, one's social ties diminish as spouses and friends die

or become 1ess available and as children become more involved with their

own children or in other roles. Norm s of filial responsibility and

filial behavior do vary by social class and by ethnicity, but in gene

ral, helping is gender specific, falling first to wives and then to

daughters and daughters-in-law.

Cantor (1985) describes the social support needs of older people

as follows:

"Although purely medical or medically related services are
sometimes involved, in general the supports are social and
health related in nature and are needed to help an older
person maintain physical, psychological, and social integri
ty over time. Thus, a social support system provides assis

11



tance to older people by fulfilling three major needs:

o socialization and personal development;
o the carrying out of daily living tasks such as

shopping, cleaning and laundry; and
o personal as sistance during times of crisis and

illness."

More recently, attention has turned to the consequences of support

for the relationship of those involved (Pearlin, 1985), for those who

provide support as well as for those who receive it. Whatever motives

underlie helping efforts (e.g., past, current or future recipro city,

altruism, being a role model for others), providers of support may feel

worthwhile and needed. They may even anch or their identity in the

helping role. On the other hand, providers of support can become over

burdened to the point of experiencing negative physical and emotional

effects which in turn can affect their ability to continue providing

help. The growing literature on burden experienced by caregivers to the

frail elderly is an example of the negative effects of providing inform

a1 support. This and other a spects of social support specific to the

elderly are described below.

THE ROLE OF INFORMAL SUPPORT IN THE LIVES OF THE ELDERLY

Extensive documentation now exists that informal helpers are the

predominant source of assistance for impaired adults and a principal

fact or enabling their continued community residence (Palm ore, 1976;

Johnson & Catalano, 1981). Practitioners have long recognized that the

use of nursing homes was a "relative" matter, influenced by the presence

of a spouse in the elder's home or the availability of other family

members to provide care. The importance of informal caregiving in this

regard is suggested by findings that single persons 1 iving alone are

much more 1ikely to be institutionalized than those living with others

12



(Caplow, Bohr, Kart, Manard & Van Gils, 1974; Davis & Gibbon, 1971;

Dunlop, 1979). The possibility that this finding is accounted for by

health factors is countermanded by surveys which have found large num

bers of elderly 1iving in the community with 1 eve1s of health impairment

comparable to nursing home residents (Brody, Pouls chock & Masciocchi,

1979; Dunlop, 1976). Thus, while functional abilities are related to

institutional placement, the principal difference between community and

nursing home populations is the presence of social resources. The fol

1 owing section describes the structure, composition and size of these

social networks and the types of help they provide.

Structure and Composition of Support Networks

It is now well known that the principal and often exclusive source

of informal assistance to the elderly is the family, though friends,

neighbors and voluntary organizations play supplemental roles. Survey

based estimates of the populations of disabled older people assisted by

their families range from 60% to 80% (Callahan, Diamond, Giele & Morris,

1980; Shanas, Townsend, Wedderburn, Friis, Milhoj & Stehow uer, 1968;

U.S. Senate, 1982). For the majority of elderly, spouses, children and

children-in-law play the central role (Frankfather, Smith & Caro, 1981;

Shanas, 1979; Masciocchi, Thomas & Moeller, in press). A National

Center for Health Statistics (NCHS) analysis of Health Interview Survey

data for the years 1966–68 found 6.2% of in-home medically related and

personal care to be provided by family members. Had as sistance in

instrumental activities been included, the percentage of needs being met

would have been even higher (NCHS, 1972). The extent of help is not

surprising, given that the family is the normative unit for as sisting

ill members, and voluntary choices for assistance (especially personal

13



care) are based upon relationships where intimacy and trust exist. That

is, as Pearlin and Johnson (1977) point out, to a great extent, the

provision of support occurs in the context of ongoing primary social

relationships.

These informal systems are constructed and function in a hierarchi

cal manner. That is, those who function as primary helpers either

provide the most help, are the first caregiver preferred, or bear the

most responsibility for the older person. others in the system are

secondary to these primary helpers, contributing and compensating when

primary helpers are unavailable. Caregiving tends to be delegated and

organized according to the primacy of the relationship rather than by

the nature of the tasks which need to be done. Thus, as each system

becomes limited or unavailable, the next circle of the hierarchy is

sought or provides care.

The primary system is usually comprised of household members, most

often a spouse. When spouses are not present or are not functional,

children tend to become primary sources of care; when spouses and child

ren are not available, distant relatives become primary sources of care

with friends and neighbors assuming concomitantly greater importance.

The hierarchical position of support system members is determined by

factors such as living arrangements, marital status, and physical prox

imity. These are discussed below.

For the disabled elder who is married, a spouse (when they are

capable of helping) is the major and often exclusive source of assis

tance (Johnson, 1979; 1980; 1981). Census data from 1980 indicate that

more than two-thirds of males over age 65 lived with their wives, who

presumably would be their caregivers if these men were disabled. For
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older females, the picture is somewhat different. Older females are much

more 1ikely to be widowed and thus much less 1 ikely to have a spouse as

their primary source of aid.

Children of married elders, when present, are usually the first to

supplement a spouse's care. When the spouse is the principal caregiver,

children's contributions take the form of instrumental assistance and

respite from the well parent's responsibility (Fengler & Goodrich,

1976). When children are not available or not able to help, tertiary

individuals become replacements (Cantor, 1980; Johnson, 1979; Shanas,

1979), although their willingness to assume long-term responsibilities

for daily personal and instrumental care is debated. This tertiary

subsystem of married elders consists of siblings and distant relatives

(nieces/nephews, grandchildren) and close friends and neighbors.

The systems of single elders 1 iving alone are structured somewhat

differently. These individuals rely first upon their children, when

present, and upon other relatives, friends and neighbors secondarily.

To the extent that children are absent or unavailable, there is

general agreement that other relatives are the primary source of assis

tance. In some cases, siblings and distant kin may assume major roles.

Their normative role in support systems, especially those where at least

one child exists, is as sistance for discrete tasks with intermittent

schedules. The relative prevalence of siblings and other relatives as

primary caregivers is consistent across several studies (Cantor, 1980,

1977; Morris. Sherwood & Gutkin, 1982). The importance of their assis

tance in the typical network is greater when children are absent or una

vailable (Cantor & Johnson, 1978; Stoller & Earl, 1983).

Caregiving by children, whether they be primary or secondary help
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ers, is a sex role-related phenomenon. Every study of social supports

has documented that daughters (and daughters-in-law) are the most preva

lent non-household sources of assistance (Shanas et al., 1968; Sussman,

1965; Brody, 1979; Tobin & Kuly s, 1980; Lowenthal, Thurnher, Chiriboga &

Associates, 1975). In part, the prominant role of women is due to the

stronger emotional ties that daughters have to their parents and in part

because caregiving has been a traditional female role within families.

Size of Support Systems

The size of informal support networks is another factor which has

implications for the functioning of the systems and for the caregivers

as well. Many older persons are embedded in 1arge social networks and

thus have multiple potential helpers. However, most active or activated

informal support systems are relatively small. In studies addressing

the size of informal care systems, systems consisting of one caregiver

(Stoller & Earl, 1983; York & Caslyn, 1977) or two (Frankf ather et al.,

1981), are the most prevalent type. The study of informal support

conducted as part of a national evaluation of coordinated community

oriented 1 ong-term care demonstration projects (BPA, 1985) found that

very few respondents reported as many as three informal caregivers. It

is possible that reporting bias is operating so that respondents are

identifying fewer helpers than actually participate. If this is so, the

bias appears to be a consistent one given the consistency of the find

ings reported.

The small size of most informal helping systems is due to a number

of factors. First, the hierarchical structure of informal systems means

that some helpers are preferred to others. Second, the more active the

primary and secondary system are, the 1ess active others need to be. In
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part, the degree to which a support person helps is related to the

relationship between the helper and the older recipient. Johnson and

Catalano (1981) found that when spouses were the primary care givers,

they tended to provide comprehensive help and excluded other sources.

On the other hand, when children are primary caregivers, they are more

likely to seek out other sources of help and share the responsibilities.

Third, the size of informal networks has been found to depend in part on

1evel of disability (Branch & Jette, 1983). In turn, 1.evel of disabili

ty is related to the 1iving arrangements of caregivers and frail elders.

Though most older persons live in their own households, as noted earl

ier, those who are severely impaired are much more 1ikely to be living

with others in 1arge part because care is required on a continuing and

daily basis. Thus, the greater the needs of the older person, the

1arger the informal support system tends to be, the more tasks supports

help with, and the more 1 ikely it is that the older person will be

1 iving with someone who provides care. Finally, the small size of

active support systems is also likely to be due to the 1 ogistics of

providing care. Someone must know all the details, and if others are

going to help, someone must coordinate their efforts. The presence of

numerous helpers to be coordinated can become its own source of stress;

it's often easier for the primary helper to "do it myself".

Thus, care giving appears to be shared among a small number of

active helpers, and most responsibility lies with one, or at the most,

two sources of support. Primary helpers are key figures; they are not

replaceable by three or four others. A 1 arge social network may mean

that should one or more active helpers be unable to continue, others

will be there to take their place. This backup may provide comforting
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reassurance to the primary caregivers as well as respite when needed.

The relationship between caregiving and disability level suggests that

networks do serve as 1atent support systems which are activated as they

are needed.

Types and Amount of Informal Support Assistance

Less information about the content and amount of informal assis

tance is available than information on the composition of informal

networks. There is wide variation in how tasks are distributed among

caregivers and in the magnitude of assistance which is documented in

existing studies. To some extent, position in the support hierarchy

affects the types of help which are given, in that anyone with primary

responsibility is often helping on a continuous basis and is likely to

be helping with personal care tasks. Helpers further down in the hier

archy are more likely to be providing intermittent help, and in other

than personal care areas. In the case of children who help, the involve

ment of sons is typically 1imited to the areas of financial management,

mediation/1jinkage with formal organizations, shopping/errands and tran

sportation (Horowitz & Dobrof, 1982; Stoller & Earl, 1983). Daughters

are more likely to perform a wider range of tasks. However, the varia

tion may also be accounted for by inadequacies and differences in re

search design and the 1 ack of control for factors affecting informal

network structure and function, factors such as socioeconomic status,

ethnicity, urban-rural location, and the nature of impairments experi

enced by the older recipient. Thus, findings from this body of 1 itera

ture must be considered as tentative.

The tasks for which assistance is provided appear to cluster into

four major groups: 1) home maintenance; 2) instrumental activities of
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daily living (IADL), such as shopping and meal preparation; 3) activi

ties of daily living (ADL), such as bathing and toileting; and, 4)

mediation or 1 inkage. To a degree, the four groups of tasks are hier

archical with respect to the onset of dependencies in old age, but they

are not so ordered with respect to the initiation or frequency of care

giving activities. That is, older persons may first lose the ability to

perform home maintenance activities such as gardening, painting, and

heavy cleaning, but these are not the most common tasks with which

informal helpers provide assistance. Conversely, personal care abili

ties may be the most 1 ikely to be retained, yet are among the more

common of tasks with which help is received.

The few studies which investigated help with home maintenance ac

tivities reported fairly 1ow frequencies of assistance. With these

types of tasks, it is possible to fore go assistance when help is una

vailable. Those elders who have deficits with instrumental activities

of daily living tend to have mobility deficits and may be homebound.

IADL assistance is the most common fore of assistance provided by non

household caregivers to elders who are mildly to moderately impaired and

who live alone or with a spouse who is unable to provide care.

The likelihood of recording a great deal of personal care assis

tance is related to the 1evel of impairment. As noted previously,

elders 1 iving alone do use 1 ess ADL as sistance than those 1 iving with

others (Branch & Jette, 1983), in 1 arge measure because those with high

1evels of personal care needs can no longer live alone. The activity

most frequently provided by non-household caregivers is bathing.

The mediation or 1inkage activity includes interacting with formal

institutions, usually health care and social service providers and
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welfare agencies (Sussman, 1977; Streib, 1977) on behalf of the elder.

Other tasks are management/arrangement for services, problem-solving,

legal and protective decision-making, financial management and other

actions which ensure the aged person's well being. While few studies

have inquired about this activity, indications are that it is one of the

most prevalent forms of assistance provided by sons and daughters.

Children with higher incomes seem to spend greater proportions of their

caregiving time in these activities compared to other income groups who

are more 1 ikely to provide direct services (Archbold, 1982; Cantor,

1985).

These findings suggest that activating a caregiving network is not

done 1ightly. Elders may forego performing certain activities which are

not essential to their health and well-being. For those who can afford

paid help, it is not uncommon to institute or continue patterns of

housekeeping help or help with tasks such as 1 aundry or shopping. How

ever, when the tasks with which help is required become more personal,

especially those related to care of the body, it seems that a closer

bond to a helper is required or at 1 east strongly preferred, at 1 east

by the care recipient.

These studies are limited in the amount of information they relay

on the extent of caregiving assistance. Studies lack comparable mea

sures of key constructs, when measured at all, which affect caregiving

such as household composition, care giver proximity, informal network

composition, and categories of as sistance provided. They also 1 ack

comparable and adequate measures of the amount or extent of caregiving.

Common measures of social support are care giver presence versus ab

sence, number of helpers, and number of tasks in which help is provided.
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Few studies have addressed the frequency and duration of helping ef

forts.

Studies reporting correlates of caregiving help strongly suggest

that how ever measured, the type and amount of help is related 1 ess to

the nature and extent of disability and more to social and demographic

factors such as relationship of the helper, visiting patterns (Croog et

al., 1972), sex of the recipient (Branch & Jette, 1983; Tennestedt,

1984; Johnson & Catalano, 1981), and social class (Archbold, 1982;

Cantor, 1985). That is, studies have found that among individuals with

siana: 1evels of disability, these types of factors are related to the

amount of care provided by informal caregivers. It is not that disabil

ity level does not play an important role in determining receipt of home

care services, but disability in itself is not a sufficient explanatory

factor. The relative importance of social and situational factors to

disability is also revealed in research on factors determining institu

tionalization. In the case of institutionalization, it is the existence

of a social support system which plays a preeminent role.

FACTORS AFFECTING INFORMAL SUPPORT FUNCTIONING OWER TIME

Thus far, the 10ng-term behavior of informal support systems has

received scant attention. Given the chronic needs of the population and

the evidence that institutional sources of care are uncommonly used, it

is apparent that informal support to frail elders is provided over 1 ong

peries. of time. When asked, helpers anticipate being able to continue

caring. In retrospect, helpers reported helping for 1 onger than they

expected and doing more than they expected (Morris et al., 1982). At

some time in the caregiving cycle, caregivers may reduce the amount of
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services provided. It is only at a crisis or breaking point that in

formal care providers actually cease providing services. In either

event, qualitative changes in the relationship may occur over the course

of caregiving (see Raffe, 1982). The following factors are discussed as

they relate to the longitudinal behavior of informal support systems:

characteristics of support systems and assistance, delegation of tasks,

characteristics of the recipient, caregiver burden, and the availability

and provision of formal services.

Characteristics of Support Systems and Assistance

The effect of size on care giving viability is fairly clear: The

concensus among researchers and clinicians is that single primary

care giver arrangements, the most prevalent type, (Horowitz & Dobrof,

1982) are the most unstable and most vulnerable to collapse. Any system

with one primary care giver (whether it is a child living in another

household or a spouse) is less stable because one individual bears the

entire burden of assistance. While one person is usually identified as

the primary caregiver, more secondary and potential caregivers widen the

base over which tasks may be distributed, 1owering the probability for a

disproportionate share accruing to any one individual. Egalitarian

sharing of caregiving tasks does not always occur and may not be feasi

ble, but the know 1 edge that someone else can be called on 1 ikely con

tributes to the 1 ong-term stability of these systems. Thus, systems

containing more individuals exhibit greater stability over time because

of the shared workload and burden and are considered more likely to be

able to sustain frail elders in the community.

Care giving viability is also governed by competing demands of

caregivers, often role-related but sometimes physical. As previously
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discussed, the most exacting caregiving roles and tasks are customarily

delegated to female children (Brody et al., 1979; Blenkner, 1965; Lang &

Brody, 1983), and adult daughters and daughters-in-1aw have tradition

ally been available to serve in the caregiving role. However, middle

aged and older women have increasingly entered the work force and are

less available for this role. This generation of women have been

characterized as "women in the middle" due to their competing responsi–

bilities to both younger and older kin, to spouses, and increasingly to

their jobs (Brody, 1980). In addition, spouses, siblings and adult

children who are themselves aging may have 1imitations related to their

own health status. Not only may they be incapable of providing complete

assistance, they may require some support themselves.

It is more difficult to sustain helping efforts with some tasks,

such as bathing, feeding and daily monitoring, than with others such as

shopping, errands, transportation, and financial management. Paradoxi

cally, the tasks which are more difficult to sustain help with, either

because they are physically demanding or require constant attention, are

precisely the tasks which must be done and which may be difficult to

share with others or entrust to non-intimates. Instrumental, as con

trasted with personal care activities, may be 1 ess time consuming,

require intermittent rather than continual responses, and fit with the

caregivers own responsibilities and 1 ifestyle.

By implication, the greater the disability and needs of the recip

ient, the more difficult it may be to sustain helping efforts. Thus,

while increased needs may initially elicit outpourings of support, as

needs reach high levels and care must be sustained, informally provided

help may no longer suffice. There is some evidence that mental impair
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ments may be more difficult to deal with than physical impairments

(Cath, 1972; Savitsky & Sharkey, 1973) and that care-recipients with

attractive personalities may be easier to care for for 1 onger periods of

time (Morris et al., 1982).

While all these factors contribute to the family member's ability

to continue in the care giving role, the viability of informal support

system ultimately rests on the ability of the primary caregiver(s) to

accommodate the demands imposed by the disabled elder's needs without

dysfunctional consequences.3 This accommodation includes the ability to

cope with the physical and psychological stresses encountered, as well

as the ability to mobilize additional sources of aid when needed.

Caregiver Burden

Burden is objectively defined as the level of effort required by

care giving, e.g., the frequency and duration with which help is given.

However, most evidence supports the view that burden subjectively de

fined is not directly related to the level of effort required (Cantor.

1981; Caro & Blank, 1984; Deim 1 ing & Bass, 1984). That is, there are a

ple thora of 1 ess tangible aspects of care giving and conditions under

which caregiving is experienced as burdensome and stressful. Measures

of subjectively experienced burden (for example, impact on 1 if e, con

flict, self-reported difficulties, stress and strain) are even more

varied than measures of the frequency and duration of support. Despite

these variations, the 1 iterature has yielded some generalizations about

the prevalence of burden and about factors which are related to burden.

Gerontologists argue that the most problematic impact of caregiving

1ies in the psychological cost and stress manifestations of caregiving.

Caregiving has even been observed to be inherently stressful.4 Psycho
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logical costs, strain or stress for the caregiver and the care giver's

family (Cantor, 1980; Fengler & Goodrich, 1976; Archbold, 1978; Horowitz

& Dobrof. 1982) as well as physical illness (A1 mind, Freer, Gray &

Warshaw, 1983) are the result of continual physical demands, time which

is lost, financial requirements, the disruption to other life activi

ties, and the loss of freedom and mobility and opportunity to 1 ea d an

autonomous life because of the care recipients's needs. These various

impediments vary based on age and relationship of the caregiver to the

recipient (Johnson, 1979).

It is unclear whether different types of caregivers, e.g., spouses

and children, are more or 1ess likely to experience stress. On the one

hand, Johnson & Catalano (1981) report that distant helpers appeared to

be under more strain as well as more ambivalent about helping than were

spouses. Others report that spouses are more 1ikely to experience high

1evels of stress (Brody, 1982; Horowitz & Shindelman, 1980). The 1ike

1ihood of a primary helper experiencing high 1evels of stress may depend

on whether or not the recipient is living with the elder (Caro & Blank,

1984; Zweibel, 1980; Horowitz & Shindelman, 1980).

The most taxing demands include physical and nursing care, excess

ive requests for companionship, social isolation, restrictions on em

ployment, and social/leisure 1 imitations (Grad de Alarcon, Sainsbury &

Costain, 1975; Brody, 1979; Zarit, 1980). In addition, care recipients

with emotional problems or disturbing behavior are often mentioned as

more disruptive and stressful to caregivers than those with physical

symptoms (York & Caslyn, 1977; Robinson & Thurnher, 1979; Cantor, 1983;

Deimling & Bass, 1984).

Though the evidence is not extensive, it appears that receiving



social and emotional support from others, but not necessarily receiving

help with the tasks of care giving, mitigates the amount of stress and

burden perceived by caregivers (Horowitz & Shindelman, 1980; Zarit et

al., 1980). As noted previously, attempting to coordinate and organize

a cadre of helpers may in itself be a source of stress.

While there are no doubt many in stances in which care giving is a

fulfilling and gratifying role, caregiving is most often addressed as a

source of stress and burden which affects the ability to sustain the

effort. There is consensus that high levels of burden are prevalent

among primary caregivers, those assuming major responsibility, (Johnson,

1983) and that burden is a major factor in the deterioration of informal

system functioning (Almind et al., 1983; Kutzka, 1980). Burden derives

in part but not totally from the extent or intensity of caregiving.

When the burden which is experienced cannot be relieved by other members

of the informal support network, or because formal services are unavail

able, inadequate or unaffordable (Tobin & Kuly s, 1980; Weiler &

Rathbone-McCuan, 1978), families turn to nursing homes. The 1 inkage

between burden, informal system breakdown, and nursing home placement

has been established in research (Masciocchi et al., in press; Grad de

Alarcon et al., 1975) and practice.

Formal Service Provision

The relationship between care provided by organizations (formal

support) and the care provided by informal sources of support is in

creasingly being subjected to examination. On the one hand, informal

sources of care are said to serve as 1 inkages and referral agents to

formal sources of care (Sussman, 1977); on the other hand, informal

sources of help are proposed to mitigate the need for formal care and to
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even block its provision (O'Brien & Wagner, 1980). Two related types of

information are relevant. First, the 1iterature describes factors which

appear to be related to the 1ikelihood that older people or their in

formal helpers will utilize formal services. Second, studies examine

the response of informal helpers to the initiation of formal services.

The overall prevalence of formal service utilization among the

elderly is 1 ow. Though not necessarily studied directly, many studies

of care providers, or caregiving situations have reported limited utili

zation of formal services (Robinson & Thurnher, 1979; BPA, 1985). At

least until recently (see Brody, Davis, Fulcomer & Johnson, 1979),

attitudes have favored the use of informal help even if money were not

an issue (Stoller & Earl, 1983). For many elderly, using paid help lies

outside acceptable social norms of helping behavior which should come

from family and friends. Some elderly and their families exhibit a

strong resistance to help from strangers at a11.

Formal sources of help are more 1ikely to be used by some elderly

and their helpers than others. Utilization is highest among those elder

ly who do not have other sources of help, usually those who are unmar

ried and have no children (Cicerelli, 1979; Gubrium, 1975; Kivett &

Learner, 1980; Ward, 1979). Care giving children are more likely to

supplement their care with formal services than are caregiving spouses.

Caregiving spouses in childless marriages are probably least likely to

use formal services (Johnson & Catalano, 1981).

re a great extent, research on informal helpers' response to the

initiation of formal services is driven by economic considerations. That

is, despite the documented tenacity of informal care givers, there is

concern that expanded home care services would undermine traditional

27



family responsibilities and become a disincentive to informal care, that

older persons would replace informal services with formal services, and

that elders would unnecessarily enlarge the scope of their needs (Doty,

1984). On the other hand, formal service provision may diminish the

burden of caregiving and improve informal system viability. To the

extent that burden is reduced and to the extent that informal sources of

care are able to sustain their efforts for longer periods of time,

substitution of formal for informal services can be a desirable outcome.

A distinction is thus made between "supplanting" (undesirable replace

ment) and "supplementing" (desirable replacement) informal care (HCFA,

1981)5. Explication of the dynamic interplay between formal and infor

mal support is a central issue of this dissertation.

Empirical investigation of the response to initiation of formal

service provision among frail elderly populations has been 1 imited.

Many of the studies are cross-sectional in design or use retrospective

data. The studies also use a variety of measures of informal support

which makes generalizations difficult.

It appears that most informal helpers think that, provided with

formal services, they would not reduce their level of effort. The

informal caregivers interviewed by Morris et al (1982) reported that

they would maintain or increase their 1 evel of effort even if formal

services were provided. Only 5.6% said they would reduce their contact

with the impaired elder. In one cross-sectional investigation of 500

impaired elderly, a judgment of "no replacement" was based upon the

finding that the number of informal caregivers would not be significant

ly reduced by the provision of formal home care services (Morris et al.,

1982). Other cross-sectional studies of the level of caregiving effort

28



however, find some evidence of replacement. Analysis of retrospective

data on 124 clients of a case management/homecare agency found that when

formal services in one additional task were introduced, caregivers

responded to the increase in formal services by reducing the number of

tasks with which they provided help.

California's Multipurpose Senior Services Project (MSSP) took a

similar approach in analyzing initial assessment data from 1884 expe

rimental group members and 1044 control group members. The cross

sectional analysis (the only results available at this time) were imple

mented in each group separately. The treatment group was somewhat more

impaired than the control group; both groups were eligible for Medicaid

and thus represent low income frail elders. Regression analyses were

used to estimate the effects of "factors which promote or discourage

provision of informal support" on a measure of informal support. The

measure of informal support was the number of tasks (covering 19 activi

ties) with which respondents reported receiving sufficient help. Fac

tors proposed to promote or discourage support were the respondent's

need for help in performing the 19 tasks, receipt of formal services

(hours per week in six task categories), and family characteristics or

1iving arrangements. Bivariate analysis found that need was strongly

related to informal caregiving; receipt of formal services was related

to informal caregiving only for the less frail control group. Because

the authors found that the strongest determinant of informal services

was whether or not the individual lived alone, analysis proceeded to

examine four groups: clients living alone, clients 1 iving with others,

controls 1 iving alone, and controls living with others. Within these

subgroups, Smith, Talbott, & Miller (1982) at tempt to discern the ef
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fects of nine different types of potential supports (e.g., a son close

by, a daughter close by, and so forth). By including interaction

effects between each family type and need for help as well as receipt of

formal services, the analysis attempts to assess the differential ef

fects of different family types across all 1evels of formal service

receipt. Findings from the extensive discrete analyses are difficult to

synthesize. For the purposes of the present study, it is sufficient to

point out that the observed relationships between formal service use and

informal care were mediated by living arrangements and by the composi

tion of the family network. In some instances, more formal help was

associated with 1 ess informal care (e.g., among clients living with

others, spouses gave less formal care in the presence of formal ser

vices) and in other instances, more formal help was associated with more

formal care (e.g., among controls living alone, sons and nearby daugh

ters gave more informal care in the presence of formal services). For

the more frail clients, it appears that more intimate family members

(spouse and children) are more powerful mediators of relationships

whereas among the less impaired control group, whether living alone or

with others, the presence of a wider range of family and friends (non

relatives, siblings, grandchildren) mediate the relationship between

formal services and informal care.

The above studies are limited in that they did not observe changes

over time in caregiving. Relying on data collected at a single point in

time, it is difficult to assess effects of independent on dependent

variables. Both formal and informal caregivers are simultaneously re

sponding to client needs and more impaired individuals are likely to

receive more help from all sources. Longitudinal data provides an
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improved forum for detecting causal relationships among factors. Two

major studies using 1 ongitudinal data are described, the National Eval

uation of Coordinated Community-Oriented Long-Term Care demonstration

projects (BPA, 1985) and Channeling Effects on Inform a 1 Care

(Christianson, 1986).

The demonstration projects evaluated by BPA implemented a test of

the effects of the provision of case-managed 1 ong-term care services on

informal support over a one year period in three project sites. The

question was addressed by evaluating treatment/comparative group differ

ences after a one-year period on out come measures of residual formal

service need in: Activities of Daily Living (bathing, dressing, feeding.

toileting, and transfer) and Instrumental Activities of Daily Living

(meal preparation, shopping, transportation, medication administration,

finances, and housekeeping). These measures incorporated functional

need as well as source of support, formal and/or informal. In combina

tion with measures of change in 1evel of effort (frequency or amount of

help), the report concluded that undesired replacement had taken place

in two of the three projects studied (New York City and San Diego); in

those two projects, informal service use diminished with the use of

formal services. In the third project (South Carolina), treatment group

members utilized more formal services without the level of informal help

being affected. However, upon close examination of the tables provided

in the report, it appears that the analysis results for the New York

City project were interpreted in the wrong direction. Rather than

decreasing, assistance in personal care tasks increased. For less in

paired clients, help in instrumental tasks decreased while for more

impaired clients no effect on instrumental help was observed. Thus, of
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the three projects, the New York City project appears to have had mixed

impacts with a positive overtone (more as well as less informal help),

the South Carolina project a positive impact (in that informal care in

ADL and IADL was maintained), and the San Diego project a mixed impact

with negative overtones (maintained or decreased informal help).

The report suggested factors which are still relevant for explain

ing the differences among the projects despite the reinterpretation of

some of the study findings. The first is the model of case management

and how it was put into practice and the second is the nature of the

populations served by the projects. The report points out that in South

Carolina, the case management process emphasized the use of informal

helpers prior to providing formal services. Apparently, the New York

City program was also successful in this regard. Though all the pro

jects had guidelines directing workers to consider the informal system

first, these projects appear to have been successful at putting policy

into practice. The report points out that the South Carolina program

was a nursing home pre-admission screening program which served a popu

1ation at high risk of institutionalization. The New York City project

served a population almost as impaired, but the participants were not

nursing home bound. San Diego served a less impaired population.

The Channeling demonstrations were also sponsored by HCFA and began

operations in 1980 in 10 sites around the country. These demonstrations

shared a common goal with the Community-Oriented demonstrations de

scribed above. Both initiatives aimed to maintain frail elders in their

communities and out of nursing homes for as 1 ong as feasible and to

reduce other forms of institutional care (hospitalization) without

spending more public funds than would have been spent in the absence of
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the programs. The Channeling demonstration tested two models of service

provision: the basic case management model, in which case managers

directed clients to and monitored available community services; and the

financial control model which provided a set of expanded services and

used a cap on total services to control costs. Effects of the programs

were assessed on an array of measures of informal support including the

number of different services provided, the proportion of sample members

with an informal care giver, and the number of hours of care received.

Using client assessment data, under the basic model (no expanded ser

vices), no evidence of substitution was found. In the financial control

model which offered some expanded services, a modest degree of substitu

tion was observed for certain services. No evidence of reduction in

informal care from the primary caregiver was observed, only among secon

dary members of the helping network. No effect was observed on the

number of hours of informal care received. The report concludes that

caregivers shifted their efforts to other arenas, especially to making

arrangements for services. A study of primary caregiver data found

short-term (within 6 months) positive effects on some aspects of primary

caregiver well-being, but found no evidence of reduced self-reported

strain associated with caregiving.

For the most part, none of these studies attempted to explain their

findings since they were interested in the effect of only one variable,

the demonstration program, on the provision of informal support. Any

factor. (such as level of impairment or living arrangement) which could

obfuscate the relationship between the program and informal support

outcomes were statistical ly controlled. Data available from the BPA

evaluation thus provides a fertile field for an explanatory study.
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SUMMARY

A framework for the present study is provided by the complex con

struct of social support. It was noted that the study of social sup

port, in general, has focused on its relationship to health and other

outcomes of importance. Fewer efforts have been directed toward explain

ing the provision of social support itself. Extensive evidence was

presented demonstrating that the form of social support to frail elders

which entails provision of direct services is extensive, enduring, and

related to a complex interplay of health and social factors. Important

factors related to the rendering of aid and to the continued provision

of social support include: demographic characteristics (e.g., sex and

marital status of recipient); physical functioning and impairment (e.g.,

ability to perform activities of daily living); mental and psychological

functioning (e.g., mental status and behavior problems); social resour

ces (e.g., size and composition of the social network); caregiver bur

den; and formal service provision. Extant work in the field has not

adequately evaluated the joint and individual effects of these factors

on the provision of support in a model which would explain the main

tenance, increase or decrease of support.

The next chapter describes how the study addresses the questions

posed.

NOTES

1 In fact, Cobb (1976) excludes the activities of goods and services
from the definition of social support, stating that the former may foster
dependency while the latter, by definition, encourages independent beha
vior.

*Some researchers have addressed the potential negative effects of
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social relations ostensibly identified as social support, for example,
families who interfere with rehabilitative efforts. But, for the most
part, the quality of help the has been unexamined within the framework
of social support. In part, this is probably due to the nature of the
construct: any behavior which had a deleterious effect on an outcome
would not be defined as social support.

*Johnson and Catalano (1981) describe two mechanisms used by caregivers
to cope: enmeshing in the role and emotionally distancing one self.

“caregiving has also been observed to have its rew ards for those who
provide support to others (Johnson & Catalano, 1981).

*The research to date has ignored the controversial question of the
quality of informal help. Lee (1985) raises the issue pointing out
that, in reality, older persons and their families do not have a choice
regarding sources of help due to the costs involved. He notes that
examination of informal help must go beyond the substitution or replace
ment debate to a study of the adequacy of informal help for older
persons.
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III. METHODS

In order to address the purposes of this study, major research

questions and research aims are posed in this chapter. Next, a section

on data sources and data quality describes the study samples and varia

bles used for this secondary analysis and discusses the strengths and

1 imitations of the data sets. Finally, the analytic approach required

for purposes of explanation is described.

RESEARCH QUESTIONS AND AIMS

In examining the provision of inform a 1 support to f rail elderly

residing in the community, the overriding question to be addressed is:

"What are the relative contributions of different factors and conditions

to explaining change and stability in informal support?" The emphasis

of this study is on formulating and testing an explanatory model with

secondary data in order to understand how and why informal caregiving

comes about, is sustained, and diminishes. The study is less concerned

with the ability to predict or account for change or stability in care

giving.

The material presented in the previous chapter suggested a set of

interrelated factors and conditions likely to be related to changes in

informal caregiving. These factors include:

o Frail elder demographic characteristics such as sex,
marital status, 1 iving arrangements, and income;

o Frail elder physical and mental functioning;
o Ca regiver characteristics such as relationship to the

elder and types of assistance provided;
o Social network involvement of the frail elder;
o Composition and size of the informal support network;
o Burden - 1 imitations of the caregiver; and,
o Receipt of formal services.

I assume that changes in factors and conditions will result in
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changes in the provision of care. Thus, it is covariation of these

fact or s with informal care over time that will enable the connection

between conditions and informal care to be explicated and to identify

those that are most influential to caregiving.

Factors extracted from the 1iterature, such as marital status and

sex of the frail elder, will be used to test the general izability of

observed relationships. It may be the case that a single set of explan

atory factors will not apply to a general population of frail elders and

their caregivers. The research thus addresses findings which suggest

that the force of social roles may be more important in determining

care giving involvement than actual need for care on the part of f rail

elders. Therefore, once a model based on selected factors is estab

1 ished, the study investigates for whom and under what situations the

factors in the model are viable.

Previous research does not give a clear indication of which factors

are relatively more important when considered together. While physical

functional disability has been found to be significantly related to

caregiving, it's importance in the presence of cognitive impairment is

unclear.

The following section describes the samples and variables used in

this study.

DATA SOURCES AND DATA QUALITY

The National Evaluation of Community-Oriented Long-Term Care Projects

This study is a secondary analysis of data collected for a national

evaluation of community-oriented long-term care programs conducted by

Berkeley Planning Associates (BPA) (see BPA, 1985). 1 To explore differ
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ent approaches to providing and financing publicly-supported community

based long-term care, the Health Care Financing Administration (HCFA) in

1 ate 1980 sponsored a national evaluation of 13 projects demonstrating

the provision of coordinated, community-oriented services to impaired

and aged Medicare and Medicaid beneficiaries. 2 These projects provided

long-term care under Section 222 Medicare and/or Section 1115 Medicaid

waivers that all owed reimbursement for clients and for services not

typically covered by Medicare and Medicaid. Each project used a quasi

experimental study design with a treatment group, those who received the

special demonstration services, and a comparison group which continued

to be served in the traditional system of care. Each group was followed

and assessed periodically for at 1 east one year. The treatment and com

parison (or control) groups were used to assess the impact of the ser–

vice program on participant health and well-being and on service utili

zation and costs. The treatment intervention typically consisted of

some type of case management and some set of expanded Medicare or Medi

caid home care services. Comparison or control group members utilized

the traditional system of care. The 13 projects varied in a number

ways, including the types of expanded services offered, organizational

aegis, organizational structure, type of case management, and the popu

1ations of older persons targeted to receive services.

In addition to studying the effects of the projects on physical and

m ental status, and on utilization and costs of health care services,

three of the projects (the Long-Term Care Demonstration Project of North

San Diego County [a Medicare demonstration], the New York City Home Care

Project [a Medicare demonstration], and the South Carolina Community

Long-Term Care Project [a Medicaid demonstration]) were also used in
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the national evaluation to test the impact of the interventions on

provision of informal help. The question addressed in that evaluation

was: "Did participation in the project supplement or supplant informal

support services relative to comparison group members?" The question

was addressed by evaluating treatment/comparison group changes over a

one year period on two sets of outcome measures: 1) unmet Activities of

Daily Living (ADL) and Instrumental Activities of Daily Living (IADL)

needs (defined as the residual form a 1 service need observed after in

formal system participation is accounted for); and 2) magnitude of

informal assistance received (number of assistance episodes or days of

care per week for the ADL and IADL tasks).

The projects' evaluation was concerned with the effect of only one

variable on informal caregiving: treatment-comparison group membership.3

By and 1 arge, the evaluation did not ask why care giving did change,

aside from participation in the program. The findings of these analyses

are briefly described below.

Program impact was assessed using analysis of covariance with the

baseline measure of informal care giving and any treatment-comparison

group differences used as covariates and group membership as the factor.

Conventional significance 1evels (p & .05) were used to identify find

ings which were reasonably unlikely to have arisen by chance.4 In each

of the three projects, treatment group members were found to be receiv

ing more form a 1 services after one year relative to their respective

comparison groups. An increase in formal services was not surprising

given that special waiver services were part of the intervention. How

ever, in South Carolina, treatment c1 ient s were found to be receiving

the same amount of help from their informal caregivers relative to com
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parison group members at the end of one year in both ADL and IADL tasks.

In San Diego, while treatment group clients were receiving the same

amount of ADL assistance, a significant negative impact of the interven

tion on informal caregiving was detected on the 1evel of informal assis

tance in IADL tasks. In New York City, while the project resulted in

less IADL help for clients with fairly good functioning, no significant

change was observed in the instrumental tasks for more poorly function

ing clients, and caregiving in personal care tasks (ADL) was signifi

cantly increased due to participation in the project. These findings are

depicted in Figure 3.1. The findings suggest that f railty 1 evel of

elders is an important determinant of caregiving even in the context of

receipt of formal services.

The availability of these project data makes possible the use of a

replicative strategy (discussed below) with which to investigate the

questions posed for this dissertation. Ideally, it would be valuable to

examine the question in a11 three of the projects because each served a

somewhat different component of the frail population, in somewhat dif

ferent ways, in different geographical locations. Why would formal

service receipt result in reduction or maintenance or increase of in

formal services among certain groups of f rail elders but not other

groups relative to similar elders who did not receive the special ser–

vices? Unfortunately, preliminary investigation revealed that important

caregiving measures (especial 1y of burden and limitations) were not

available in the South Carolina data set for most of the sample.” This

project was well-established prior to the national evaluation and began

supplementing data collection efforts 1ate in the process. Therefore,

explanatory model building is implemented with the projects which have
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Figure 3.1

Impacts of Long-Term Care Projects on Informal caregiving"

Types of Tasks
Project ADL IADL

South Carolina no significant no significant
difference difference

San Diego no significant significantly
difference 1ess help

Better functioning --
New York City significantly significantly

more help 1ess help

Poorer functioning --
no significant

difference

*Significance of program impact refers to the
of a finding at a probability 1evel < .05.

statistical significance
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adequate data, the San Diego and New York City projects.

The San Diego and New York projects differed from each other in

numerous ways which, as noted below, can be put to use in a replicative

strategy. The discussion begins with a description of the two study

samples to be used and is followed by a description of data sources and

study variables. Next, the analytic approach is discussed.

Study Samples

The San Diego and New York City projects were two of five projects

which were studied in depth for the national evaluation. Since this

secondary analysis of data collected for the national evaluation is not

primarily concerned with analyzing program impact, the study combines

the treatment and comparison group members within each project to form

the study samples. Differences between treatment and control or compar

is on groups on fact or s relevant to this research, problematic in a

quasi-experimental study designed to detect program impact, are not

problematic in the context of this research. Any increase in the range

of variation increases the chances that, if relationships exist, they

will be more 1ikely to be detected. This study examines program parti

cipation as one fact or which might influence caregiving but it does not

assess program impact in the evaluative sense.

The Long-Term Care Project (LTCP) of North San Diego County was

sponsored by the A11 ied Home Health Association and served as a non

profit, private broker of Medicare-waivered community-based services for

the "at-risk" aged in the county. "At-risk" was defined to include:

"those persons 65 and older who are in need of intensive or intermediate

1evels of home care as a result of a prior hospital admission; those who

are in need of health or social support services at the intermediate or
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intensive level of care in order to avoid inappropriate placement in a

long-term care facility; and those who require services at a maintenance

or basic 1 evel of care in order to remain in their homes." Clients need

to meet one or more of the fol 1 owing criteria to be eligible for the

study:

o unable to maintain self at home without assistance in
activities of daily living;

o at risk of long-term care institutional placement;
subject to acute hospital admissions;

o having received home health services for unstable health
problems, was now stable but required education and mon
itoring to maintain a stable state; and

o having a stabilized chronic or non-homebound status which
restricted the client from receiving traditional home
health services, but was in need of long-term care servi
Ce S.

O

Upon meeting e1 igibility criteria, elders were assessed and then

randomly as signed to either a control or an experimental group. The

program selected and served a moderately-impaired target group of com

munity-residing elders with 1 ow probability of nursing home placement

and relatively high hospitalization rates.

The New York City Home Care Project operated under the auspices of

New York City's Department for the Aging, an Area Agency on Aging. It

served clients in four sites in four boroughs of New York City. Two of

the sites were in health agencies and two sites were in social service

agencies. To be eligible for services, clients had to meet the follow

ing criteria:

o be over age 65 and subscribe to Medicare Part B;
o be chronically ill, function a 1 1y impaired, and / or

mentally disabled;
o need as sistance to go out of doors, up and down stairs,

or with personal care to the extent that the participant
needed between 8 and 20 hours of homemaker/personal care
per week;

o not receiving Medica re-reimburse d services through a
certified HHA on an ongoing basis; and

o reside within the catchment area.
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Random assignment of c1 ients to treatment and control groups was not

possible in New York. Comparable comparison group members were sought

from a variety of agencies in three boroughs of the city.

This program selected and served a highly-impaired population who

also had a low probability of nursing home placement but only a moderate

use of acute hospitals relative to other projects. It did not continue

to serve participants once they required more than 20 hours of homema

ker/personal care help per week.

In order to focus the analysis on an explanation of caregiving

which is ongoing in nature, this study restricts the samples in a number

of ways. First, the samples include only those study participants (both

treatment and comparison group members) reporting at 1 east one function

a1 dependency in ADL or IADL over a one year period. Second, the sample

is restricted to study participants who were residing in the community

at the initial assessment. Third, only participants for whom substan

tial data are available at two points in time are included. Despite the

attrition due to these factors from the larger study sample, the result

ing samples (343 participants in San Diego and 294 participants in New

York City) continue to be representative of the 1 arger samples from

which they were derived. The study samples are described in Chapter IV.

Sources of Data

A11 data for this study are derived from the multidisciplinary

assessment instruments administered to all study participants by trained

a Sse SS Or S.

In San Diego, data were collected by a nurse practitioner who

assessed and reassessed treatment and control group participants three,

six, 12, 18 and 24 months after initial assessment. Data were collected
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on demographic and functioning indicators as well as on health status

and informal supports. In New York City, assessments and reassessments

were administered by a nurse/social worker team at intake, at 6 months,

and at one year following intake to project c1 ient s as well as to

comparison group members. Data were collected on demographic character

istics, physical and mental functioning, service needs, and inform a 1

supports from the sample members' perspective. No data were collected

from caregivers.

Indicators of Constructs

Variables available from each project's data set representing the

major study factors are presented in Figure 3.2 and are described below.

Comparable measures of constructs were sought in each project and there

is a fair degree of overlap between the projects in this regard. Though

the same exact measures may not be available in each sample, some indi

cat or or indicators of the variable domain can be identified. Figure

3.3 summarizes the comparability of measures in the two projects. The

strength of using different indicators of underlying constructs is part

of the replicative strategy described later in this chapter. Demogra

phic measures represent characteristics of the samples at the beginning

of the study. A11 other variables are measured at the beginning of the

study and again after one year.

Demographic Characteristics

Participants in each study sample can be similarly described in

terms of age, sex, race, marital status, household composition, and

income. In addition, number of years of education is available for the

San Diego sample.
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Figure 3.2

Study Variables and Coding

Codinga
Variable Domain San Diego New York City

DEMOGRAPHIC CHARACTERISTICs”

Age 65–95 65–96

Sex 1. Male 1. Male
2. Female 2. Female

Marital Status 0. Not married 0. Not married
1. Married 1. Married

Ethnicity 0. Not white 0. Not white
1. White 1. White

Living Arrangement 0. Alone 0. Alone
1. With others 1. With others

Years of Education Number of years NA

Annual Income Bracket 1. To $3,000 1. To $2,400
2. $3,000 to $4,000 2. $2,400 to $3,588
3. $4,000 to $6,999 3. $3,600 to $7,188
4. $7,000 to $9,999 4. S7, 200 to $10,788
5. $10,000 to $14,999 5. $10,800 to $14,388
6. S15,000 to $19,999 6. $14,400 to $18,000
7. $20,000+ 7. $18,000+

PHYSICAL FUNCTIONING”

Activities of Daily 0. No dependencies 0. No dependencies
Living (ADL) c Index 1. One dependency 1. One dependency

2. Two dependencies 2. Two dependencies
3. Three dependencies 3. Three dependencies
4. Four dependencies 4. Four dependencies

5. Five dependencies

a - - - -In many instances, more detailed codes are available in the data base.

bDemographic characteristics are measured at baseline; other measures
are measured at baseline and one year later.

cIn New York, individual activities were coded 0. Independent and 1. Dependent Prior
to creating the summed index.

i
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Coding”
San Diego

0. Independent
1. Dependent

0. No dependencies
1. One dependency
2. Two dependencies
3. Three dependencies
4. Four dependencies
5. Five dependencies
6. Six dependencies

Independent
1. Dependent

0–14 days

NA

New York City

1 -

} :
3.
4.
5.
6.

No need
Need met

Partially met
Unmet need
Met but burden
Partly met but burden
Unable to do activity
Refuses help

NA*

No need
Need met
Partially met
Unmet need
Met but burden
Partly met but
burden

Unable to do
activity

Refuses help

NA

None
One week
1-4 weeks
1-3 months
4–6 months

NA

Figure 3–2 (continued)

Variable Domain

ADL Activities:
Bathing
Dressing
Feeding
Toileting
Transfer

Instrumental Activities
of Daily Living (IADL)
Index

IADL Activities:
Meal Preparation
Shopping
Medications
Housekeeping
Finances
Transportation

Days in Bed Past
Two Weeks

Time Ill in Past
Six Months

Katz House Confinement 1. Did not go out in past
2 weeks

2. Went out 1-2 times
3. Went out 3+ times in

past 2 weeks

dThe summed IADL scale in New York was not reliable.

º
.*

-
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Figure 3-2 (continued)

Variable Domain

Katz Mobility

Outdoor Mobility

Mobility/Ambulation
Rating

Katz ADL Rating Scale

SELF-PERCEIVED HEALTH

Total Health Status Score

Self-rated health
compared to others

Health Change Six Months

Coding”
San Diego New York City

1.

8

Walks with or without NA
mechanical assistance

Walks with personal
assistance

Walks with personal
and mechanical assistance

Does not walk

NA 1. Able without
difficulty

2. Able with difficulty
3. Not able on own
4. Unable

Independent 0. No problem
Dependent 1. Problem

Independent in all NA
Independent in five
Dependent in bathing +one
Dependent in bathing,
dressing, +one
Dependent in bathing,
dressing, toiling + one
Dependent in bathing,
dressing, toileting,
transfer, “one
Dependent in all
Other dependency profile

Poor NA

Fair

Good

Poor 1. Poor
Fair 2. Fair
Excellent/Good 3. Excellent/Good

Better NA
Same
Worse

* R \

Tº º
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Figure 3–2 (continued)

- - - " -
Coding”

Variable Domain San Diego New York City

Health Interferes with 1. Not at all NA
Activities 2. A little

3. A great deal

MENTAL-EMOTIONAL FUNCTIONING

MSQ Errors 0. No errors 0. No errors
10. Ten errors 10. Ten errors

Philadelphia Geriatric 0. Good morale NA
Center Morale Scale (PGC) 17. Poor morale

Life Satisfaction Index NA 1. Very satisfied

4. Very dissatisfied

Life Satisfaction Areas:
Neighborhood NA 1. Very satisfied
Home 2. Fairly satisfied
Family 3. Fairly dissatisfied
Friends 4. Very dissatisfied
Social Contact
IADL Arrangements
ADL Arrangements
Medical Care

Personal Enjoyment
Life in General

SOCIAL RESOURCES

OARS Social Resources 0. Few resources NA
Scale

OARS: Number of People
Know Well Enough to
Visit

13. Many social resources

0. None NA
1. 1
2. 3
3. 5

O

OARS: Frequency Talked on
Phone in Past Week

n

2
4

0. Not at all NA
1. Once
2. 2-6 times
3. Daily
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Figure 3-2 (continued)

Wariable Domain

OARS: Frequency Spent Time
With Someone in Past Week

OARS: Has Someone to Trust
and Confide In

OARS: Frequency Felt
Lonely

Frequency of Contact With:
Child not in household
Other relative not in

household
Friend
Neighbor

Intimacy:
Number of relatives and
friends feels "really
close to"

Number of friends client
feels "close to"

Number of relatives client
feels "close to"

INFORMAL CAREGIVING

Caregiving Level of Effort

Caregiving Extensiveness -
Number of Different Types
of Helpers

Number of Tasks with
Caregiver Limitations/
Burdens

Number of Different
Limitations

Caregiver in Household

GROUP MEMBERSHIP

Coding”
San Diego

0. Not at all
1. Once
2. 2-6 times
3. Daily

1. No
2. Yes

0. Almost never
1. Sometimes
2. Quite of ten

NA

NA

New York City

NA

NA

NA

0. None
1. K1/year, seldom

never

2. 1/year
3. 6x/year
4. 1/month
5. 1/week
6. 5 days/week

0-40 frequency of
assistance [up
to daily] summed
across 2 helpers
in each ADL and
IADL task)

0. None
1. One
2. Two
3. Three

O to 10

NA

NA

0-117 (episodes in past
weeks from 2 helpers
in each ADL and IADL
task)

0. None
1. One
2. Two
3. Three

O to 11

0. None

3. Three

0. No
1. Yes

0. Treatment group
1. Control group

0. Treatment group
1. Comparison group

50



■■■■■ |---------~^*ae,*■ ----■ **■ ----+
→

*,--------~
■??■

•·72·■ –■ cr:--★■ ·|-'■
s',•

…*A.■ ”“■ ,70
º,

■ ·*º,
■

■ .*-■ ºz.
**

d■■ s■aquamdnou
o

uapunq

8u■ a■ 8æ■ eo(CIS)
ploqesnouu■u
aa■ 8ø■eo

ssauaa■ suanxa3u■ a■ 3ø■80nuog
ga
ºu■ a■ 8æ■
eogola

aat(CIS)
suo■■ en■ u■
I
nuou
»J

g■ q8u■ a■ 8ø■
eoTemuogu
I

(ORN)suoq■ 8■ au
º

spua■ i
3
ºsºa■■
eTaiuæ■■ oºpI■ qºqa■ anoe■ uoo

go
Kouanbau
a(GIS)KIauo

IaIºa(GIS)auoamos■ n■ aam■■ ,puæds(GIS)→uoqduoXIIeL
(CIS)
•Idoadn■ s■ A

onesoToTaag–
ep■ guospueasni
L(GIS)
•
Teosseoanosau.Te■ ºos
Saevosøounosa■ .
Te■ oos

(o■ N)xapu■uo■noegs■ aesag!T

suoiuæ

DSW(GIS)
a
Leos
aIeuomo
OH3u■ uo■nounaIeuo■ i■ ourg/I
e
quaw

(CIS)sa
■n■ .A■noequ■ºsouaguanu!q■IeaHsuæquo

on(GIS)
s■nuou
x■s
„sedu■
33ue■ 3q■IeaH

pauedmooq■Teaqpaneu–g

IæS(qS)
→uoossnaeasq■Ieaq
Ieno

L■ n
IeæHpaa■ as■
→a-gI3S

(GIS)3u}
)erTGVz■ex(o■ N)Ka■I■qomaoopano(CIS)Ka■I■qouzaex

(GIS)nuamau■Juoºosnoq

z■ ex+
+

(o■ N)s■nuouxysusedu■■■■au■

L.un
suo■■eo■ pamqa■ a
dIæq

spaan(GIS)
so■ aaaoannsedpæqu■sKeq.

xapu■
TGIV8u■ in
euuo■
ne
InqueKa■I■

qow(CIS)
xapu■

IQIVI8u■ uo■
nounaTeo■ sK■■

huamaºueur
e8u■a■"I

-Ka■ io■ uq■ 3
snneinsIe■■■eynxæS

æ8wnæx{2e1q
amoou■
Tenuuy(qs)
uo■ ìeºnpagosu
eaxso■ ns
quænoeue■ oo■■ deu8ouºqsanº■S.

qnoqsa
\\Sun

og■■ £ST■■ OTA■■■ u■ e
moq•Iqe■ ue
A

u■
bæ■ nseæWTeo■■ uap

Iu■
seunseaw
ue

I■ u■ Su■
e
qs■ x3→■ nseaw

Z■■ 5■ õT■■■■■■ Tõ■■■ IT■■ ST■■■■■■ 5■■■■■ p■ STJõT■ a■■ £qs■ £■ ~5■ g■ TG■■■ ñ5cºsexnº■ a



Physical Functioning and Status

In terms of physical functioning and physical status, data are

available in both projects on ambulation or mobility, continence, and

ability to bathe, dress, feed and toilet (activities of daily living or

ADL). Another important activity, ability to transfer from bed and

chair, was not collected in the San Diego project but was obtained in

the New York City as sessment. The ADL variables form a Guttman type

scale in which higher scores indicate greater dependency in ADL. Mea

sures of overall health status are also available in both samples.

Instrumental Functioning

Both samples also contain data on Instrumental Activities of daily

1 iving: the ability to prepare meals, shop, self-administer medica

tions, do light housekeeping and manage transportation. In San Diego,

ability to manage finances is also available in the data set. The IADL

variables are used to form a summary index in which higher scores

indicate greater dependency in IADL.

Mental and Psychological Functioning

Variant s of the Short Port able Mental Status Questionnaire

(Pfeiffer, 1975) are available for both samples as a measure of cogni

tive functioning. Scores are reported as number of errors out of a

possible ten, with higher scores indicating more cognitive impairment.

Emotional functioning is measured in San Diego by the Philadelphia

Geriatric Center Morale Scale which yields a total scale score as well

as three sub-components: Loneliness-Dis satisfaction, Attitude Toward

Own Aging, and Agitation. In New York City, respondents rate their

satisfaction with nine areas of life as well as an overall life satis

faction rating. A sum med index was constructed for this study of the
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ten items. On all these measures, higher scores indicate greater emo

tional problems.

Social Resources

Social networks are the source of active helping system s and as

such are important in the study of social support. Data in both pro

jects can be used to derive measures of the size and composition of the

helping system though not necessarily of the wider social network. In

San Diego, social resource data were gathered with the Duke University

Social Resources and Activity Scale. The data include the number of

people usually talked to, spend time with and can trust and confide in.

An overall scale score is derived. In New York, information is availa

b1 e for the number of friends and relatives to whom respondents feel

"really close", as well as frequency of contact with children, other

relatives, friends and neighbors. Frequency of contact and number of

different types of social contacts can also be used as an indicator of

the complexity of the social network. Data were not readily available in

San Diego which could be used to measure sample member embeddedness in a

social network.

Informal Caregiving

Size and composition of the active helping network can be de

scribed. In San Diego, the presence of care givers in the household is

recorded. In New York City as well as in San Diego, living with others

can be used as a proxy indicator of caregiving being readily available.

In this relatively young field of study, efforts are continuing in

the search for a reliable and valid measure of the burdens and stresses

associated with caregiving. At this time, no standardized measures

exist. Some investigators rely on the frail elder's as sessment of
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difficulties or 1 imitations while others utilize ratings made by inter

viewers who become familiar with the caregiving situation. Clearly, a

self-assessment of strain associated with the caregiving role by the

care giver her self is highly desirable. However, in studies which re

quire that health and functioning measures be collected from frail

elders themselves, it is difficult and expensive to also collect data

from a parallel sample of caregivers (though dual data collection has

been accomplished).

The measures of care giver burden available in these two study

samples reflect the lack of measurement standards. In San Diego, data

are obtained from frail elder respondents. They were asked, for each

ADL and IADL task, what were the major 1 imitations to the helper if

he/she needed to provide additional help. Two of the following respon

ses (one for each of two possible helpers could be coded for each task:

o doesn't want to;
work responsibilities;

o sickness, poor health,
physical burden;

o poor accommodations;

emotionally incapable;
disrupts family life;
unreliable; and
distance

O :
In New York City, the measure of burden relies on judgments made by

the assessors after gathering information from the participant as part

of the assessment care plan. For each ADL and IADL task, the assessor

codes whether help is a burden to the caregiver.

The Dependent Measure: Level of Caregiving Effort

For this study, provision of social support is operationalized as

1evel of caregiving effort, an indicator of the intensity or involvement

of the active caregiving network in care provision. The terms involve

ment, intensity, or 1.evel of caregiving effort are more appropriate than
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the terms frequency or amount of help since each project has a distinct

way of measuring caregiver involvement. Derivation of the measure for

each project is presented below.

Of all the constructs used in this study, caregiving involvement or

level of care giving effort is the 1 east well developed in terms of

measurement. Distinctions have been made between the more objective

aspects of involvement (the level of effort) and the strain or burden

associated with that involvement, described above. Although detailed

information on the amount of time spent in care giving on particular

tasks such as the actual number of hours spent helping, would be desira

ble (though error prone) for being able to detect change and stability,

extensive detail is difficult and expensive information to obtain. A

number of alternatives are typically used, for example, recording the

number of tasks in which help is provided or the number of days in the

week on which help is provided. San Diego and New York City (and South

Carolina) obtained different 1evels of detail regarding level of care

giving effort.

Information on the 1 eve1 of caregiving effort approaches a true

interval measure in San Diego. Frequency of help in the prior week

(from .00 to 99.9 times) in each ADL and IADL task by a primary and

secondary care giver is recorded. Thus, it is possible to derive an

overall interval 1evel of caregiving effort for both informal and formal

sources of help which represents units of discrete episodes of assis

tance in a11 ADL and IADL tasks. Of course, episodes can vary exten

sively in terms of duration and difficulty depending on the task and on

the elders need.

In New York City, project coders combined the number of days on
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which help was usually received from up to two helpers in each ADL and

IADL task. The combined 1 eve1 of effort measure indicates the number of

days per week help was usually provided in each task using the following

categories:

None 2–3 days/week
1ess than monthly 4–5 days/week
at 1 east monthly 6 days/week
1 day/week 7 or more days/week

The level of measurement is ordinal with many categories 6; the most

frequent category is thus daily. Obviously, it is possible to under or

overestimate the number of days due to the fact that some of the cate

gories span two days, e.g., 2-3 days, 4–5 days. It is presumed that the

extent to which days are underestimated is balanced by the extent to

which they are overestimated in each task. An overall indicator of the

level of effort is obtained by summing the coded frequency across the 10

ADL and IADL tasks.

The San Diego measure is the most exacting, sensitive but also most

error prone measure. Episodes are summed for each task and for each

source of help. It is clearly an indicator of amount of help. In New

York City, the measure is more restricted. The help from multiple

sources is added together resulting in numbers which are no 1 onger

interpretable in terms of days of help per week but which nonetheless

are a gross indicator of level of effort. The New York City measure

comes closer to tapping the frequency with which help is provided.

Based on the variation in measuring how much or how frequently help is

provided by members of the caregiving network, the measures are used in

this study as representing the broader construct of 1evel of caregiving

effort of involvement.
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Validity and Reliability of Measures

Reliability and validity of measures used for this secondary analy

sis derive primarily from the parent studies. Aspects of those studies

and the participation of the national evaluator (BPA) as consultant to

both projects contributes positively to measurement quality. Data in

both projects were collected by nurses or nurses and social workers who

were trained to use the study instruments. Instrumentation was similar

if not exactly alike for many of the data items in each project. While

interrater reliability was assessed within each project, no assessment

of inter rater reliability across projects is possible. Within these

parameters, issues of validity and reliability are approached in two

ways.

First, issues of measurement validity are addressed by examining

relationships among study variables. Previous empirical work provides

expectations about the ways in which constructs should and should not be

interrelated. For example, measures of physical and mental functioning

are expected to be moderately to highly related while the relationship

between age and functioning is expected to be very 1 ow. These relation

ships are examined in Chapter IV.

Second, since validity is 1 essened by any lack of reliability

(Seltiz, Wrightsman & Cook, 1976), a demonstration of internal consis

tancy of summative indices is a minimum requisite for confidence in the

measure being used. In this case, reliability refers to " . . . homo

geneity, or the extent to which an individual's responses to the various

items or components of a measure are consistent" (Seltiz et al., 1976,

p. 183). Measures of internal consistency give an indication of whether

an individual's position is affected by the particular sampling of
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items. Cronbach's alpha, the reliability estimate used, is defined as

the ratio of the variance of true scores to the variance of observed

scores. Errors of measurement are assumed to be independent of true

scores. "If all the variation in observed scores is due to errors of

measurement, the reliability coefficient will be 0. If there is no

error of measurement, the reliability will be 1" (Specht & Bubolz, 1977,

p. 61).

Except for the measures of caregiver burden, life satisfaction and

summed indicators of social resources in New York City, all the indices

constructed for this study (ADL, IADL, RG C Morale, OARS Social Resour

ces, and OARS Health Status) have been used in numerous studies with

similar populations and are assumed to be meaningful. Results of ana

lyses conducted to assess the internal homogeneity of the measures are

presented in Tab1 e 3.1.

In San Diego, the measures of health status and social resources do

not seem to tap unitary constructs and are not meaningful measures. The

Cronbach alpha, which as sesses the internal consistency of a set of

items, is only .59 and .58 for the social resources and health status

indices respectively. In contrast, the alpha for the ADL and IADL is

0.75 and for the RG C, .73, acceptable reliability coefficients. For New

York City, three measures prove unreliable -- the index of IADL im

pairment (alpha = .25); the summed index of frequency of social contacts

(a1 pha .17); and the summed measure of extensity of social contact s

(a1 pha = .23). Lack of reliability for the IADL index is probably due

to the 1 ack of variation among sample members. This sample is so im

paired in the se activities that, most and in some cases all of the

sample fail to be able to perform these activities. The two efforts to
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Table3.1

Reliability
of
SummativeMeasures

SanDiegoNewYorkCity
NumberNumberCronbach'sNumberNumberCronbach's

SummedMeasure
ofCasesofItemsAlphaofCasesofItemsAlpha Activities

ofDailyLiving(ADL)3.434.752545.74
InstrumentalActivities
ofDaily Living(IADL)3436.752544.25 TotalHealthRating3313.58NA

PhiladelphiaGeriatricCenter MoraleScale(PGC)34317.73NA LifeSatisfactionIndexNA25010.74 OARSSocialResources3435.59NA
Frequency
ofSocialContacts
NA2694..17

Extensity
ofSocialContacts
NA2695.23

CaregivingBurden3.4311.8925410.79
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summarize social resources are not standard approaches and no importance

is attached to their 1ack of homogeneity. Items comprising the rejected

indices will be used individually in further analyses.

ANALYTIC APPROACH

Given that this study is a secondary analysis of previously collec

ted data, the research questions will be addressed in the context of the

1 ongitudinal pre-test/multiple post-test study design of the original

projects. The basic aim of the study is to establish the relative

contributions of a set of factors to caregiving involvement or intensi

ty. The general analytic approach to be used is ordinary 1east squares

regression.

First, the major analytic issues posed by the research questions

are presented and a spects of the study design intended to mitigate

analytic concerns are described. Next, the specific steps in establish

ing the conditions influencing care giving and the generalizability of

those relationships are detailed.

Maj or Analytic Issues

Two major analytic issues a rise in this study: 1) how to incor

porate change over time in both dependent and independent variables, and

2), how to reliably as sess the relative contribution of independent

variables in explaining variance in level of care giving effort. The

issues are discussed below.

Analyzing Residual Change

In this study, longitudinal data capturing change and stability in

1 eve1 of care giving effort as well as in fact or s thought to influence

caregiving involvement are available to help in the goal of explicating

the how and why of care giving involvement. Care must be used in har
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nessing these type of data in the service of explanation. For example,

subtracting subsequent from initial measures, that is deriving simple

change scores, leaves much to be desired for these purposes. Change

scores exhibit undesired characteristics of low reliability, regression

to the mean, and correlated error terms. These defects do not meet the

assumptions required in ordinary 1 east squares regression. A more appro

priate way to incorporate change is described in the next section.

Problems associated with analyzing change over time in the depen

dent and independent measures are addressed in similar ways. Change in

caregiving is analyzed using ordinary 1 east squares regression by first

removing the variance in caregiving at one year which is due to the

initial level of caregiving. Change in caregiving is thus conceptual

ized as residual change, the variance in 1 evel of effort at one year

which is unexplained by the level of effort at baseline. Among the

independent variables, the difference between each independent variable

at baseline and at one year is dealt with in a similar manner (described

below). Scores at one year are regressed on scores at base1 ine which

results in the creation of a single measure for each pair of items which

is a deviation change score, or residual score. These are measures of

how much a case has over- or under-changed relative to the change of all

cases (Rummel, 1970). Further manipulations are applied to these data

in the service of the other major analytic issue, explanation.

Explanation and Prediction

Kerlinger and Pedhazur (1973) state that "the question of the

relative importance of variables is so complex that it almost seems to

e1 u de a solution" (p. 281). In this study, the relative importance of

variables is of interest because the research emphasis is explanatory.
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That is, where a relationship between an independent and dependent

variable exists, the analytic task is to account for how and why it

comes about. This approach is contrast ed to interest in prediction in

which independent measures are sought which together maximize the abili

ty to account for variation in a dependent measure.

In the context of multiple regression analysis, regression coeffi

cients are commonly used to assess the contributions of variables in the

regression equation. However, use of these coefficients is valid only

if the independent measures are not correlated with each other. In that

case, each variable offers unique information not shared with any of the

other independent variables and the proportion of variance in the depen

dent variable accounted for by each independent measure is the square of

its correlation with the dependent variable (Kerlinger & Pedhazur,

1973). However, with data used in the social sciences, independent

measures are typically correlated to some degree. Multicollinearity

refers to the degree to which one or more independent variables are

1 in early related to one or more of the other independent variables

included in the equation (Berry & Feldman, 1985). The regression coef

ficients are highly dependent on which measures are included in the

equation and which measure is entered first, reducing the amount of

variance able to be explained by the other variables, which amount is

dependent on the independent measures relationships with each other. As

Kerlinger and Pedhazur (1973) point out, "in general, when the indepen

dent variables are correlated, the more they are correlated and the

1ater they are entered in the regression equation, the less the variance

accounted for. Overall, multicollinearity results in unstable regression

coefficients which may vary from sample to sample and which depend on
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other variables in the equation, computational inaccuracy, and difficul

ty making substantive interpretations. It is recognized that threats to

analytic integrity from multicollinearity among independent measures is

a matter of degree. The smaller the degree of multi colline arity, the

less of a problem in analysis.

A commonly used approach to the problem of assessing the relative

contributions of interrelated independent variables is to enter measures

hierarchically either on the basis of theory or investigator interest.

In this case, neither theory nor the research question posed are strong

enough to justify an hierarchical approach. Neither are causal relation

ships amenable to a path analytic approach. Communality analysis (see

Ker1 inger & Pedhazur, 1973) apportions the variance in a dependent

variable to that which is shared by independent variables as well as

that which is unique to independent variables. The procedure is unwiel

dy with more than two or three variables and, it is possible to attri

bute a negative proportion of variance to independent measures, an

unacceptable result. The research methods described below were chosen

for their ability to help mitigate the analytic issues raised above.

In this study, recommendations made by Cohen & Cohen (1975) were

a11 used to reduce the threat posed by multicollinearity: samples are of

sufficient size (the samples utilized in this analysis each have comfor

tably large samples of approximately 300 subjects); independent measures

are purged of redundancy and irrelevancy; single indicators of con

structs are sought; and, the study is cross-validated or replicated in

another sample. In addition, the study attempts to create independent

measures for model building which are orthogonal. These steps are

described below.
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Seeking a Parsimonious Set of Independent Measures.

Wherever possible, summative indices and scales are used in the

analysis. These indices must exhibit the attribute of internal homoge

neity, that is, evidence must exist that the measure reflects a single

underlying construct. Where reliability is lacking, based on Cronbach's

alpha, individual items are examined for their relationship to care

giving. Bivariate relationships between the level of caregiving effort

and potential explanatory variables at baseline are examined. Variables

which are not statistically significantly related to caregiving (at the

p < .05 level of significance) are excluded from further analysis.'
Variables within the same domain which appear to be redundant are also

excluded.

In order to diminish the effect that specific measures might have

in the model and move measurement further along toward the 1 evel of

constructs, the deviation change scores representing residual change

between baseline and one-year for each independent measure (described

above) are fact or analyzed (see Rum mel, 1970, for a discussion of the

approach). One of the goals of common factor analysis is to reduce the

common variance among a set of variables to a small number of 1 inearly

independent factors that reflect this variance (Rummel, 1970). Results

of the fact or analysis are examined for adequacy of the solution and

meaningful interpretation. Rotation is used to clarify the fact or

structure. A desirable by-product of this procedure is that the result

ing factors are not bivariately correlated with each other. Factor

scores for each sample member are derived by weighting each variable

(using the fact or loading) comprising a fact or proportionally to its

involvement in a factor. The more involved a variable, the higher the
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weight. These composite variables (factor scores) are used in regres

sion analysis. They have the desirable feature that "they embody pheno

mena with a functional unity" (Rummel, 1970, p. 152).8

The Strategy of Replication

In the past, replications have been thought of as exact in nature,

duplicating an experiment using the same measures in another sample.

Or, in the absence of exact ness, an effort would be made to change but

one aspect of the study in order to test its effect. Such a strict

interpretation of replication is unnecessary and limiting. As Finifter

(1975) points out, duplication and repetition are important but only

partial aspects of replication. Typically, the study to be replicated

has been completed; the replication follows as a reexamination. In this

case, since multiple samples are available for analysis, the replication

is concurrent. Furthermore, it can be characterized, according to

Finifter (1975), as a virtual replication since the objective of the

study is not to repeat another study identically but closely enough to

see whether its results hold up against chance, artifact (p. 125) or, in

this instance, geographic location. Since both projects operated in

the early 1980's, a test of the model at different times is not possi

ble. While some of the measures in the two original studies are the

same, many of them are not. Different measures of the dependent varia

ble are used as well. Contrary to viewing these departures as limiting,

they can be seen in a positive light. As Finifter says:

The advantage of introducing departures in samples and
other method parameters is that the greater the number and
range of variations among the studies in which the initial
finding is successfully reproduced, the greater is our con
fidence in the initial finding . . . . Equally important is
that the greater the range of variations among samples and
other method conditions in which the initial finding is
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successfully and unsuccessfully reproduced, the greater is
our knowledge about the conditions that may limit the scope
of generalization of the finding." (p. 135).

Since the replication is a concurrent one, it is possible not only to

comment about the robustness and generalizability of the findings, but

to proceed with the analysis in each sample in a para11 el fashion.

Replicative failure can thus be attributed to different components and

at different stages of analysis adding to our understanding of the

phenomenon.

The fore going procedures address the analytic issues raised pre

viously such as multicollinearity and analyzing change, and focus the

analysis on meaningful global construct s. It is recognized that the

approach suggested is not the only one possible. Limitations of the

approach include the possibility that, in using fact or scores, the

variance of the original independent variables which is associated with

1 evel of care giving effort may not be retained as part of the fact or

scores. Should the fact or structure not prove viable, an alternate

strategy will have to be pursued. The approach described has merit for

the stated goals in that it addresses key and multiple methodological

problems.

Results of analyses described here are presented in the next two

chapters. Chapter IV presents basic descriptive information and find

ings regarding the interrelationships among the study variables. Chap

ter W builds on these initial findings, and present s results of steps

required to establish the factors and conditions influencing informal

caregiving.

NOTES

*The author served as a senior research analyst on the evaluation.
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*Most of these demonstration projects had been established for some
period of time prior to the implementation of the national evaluation by
BPA. Each demonstration project initial 1y designed their own data
collection forms and program evaluation. The BPA national evaluation
effort had to build on these efforts. For project s which were well
established at the out set of the national evaluation, 1 ittle influence
on data collection could be exerted. But for new er projects, BPA was
able to influence data collection so that similar though not identical
sets of core data were collected at a subset of the 13 sites.

3In the San Diego project an effort was made to incorporate changes
in functioning into the analysis, but only in order to control for the
effects of such change in the context of the impact evaluation.

“The use of the 05% probability 1evel for identifying statistical
significance of findings is not always appropriate, especially when it
comes to the need to make policy decisions based on evaluation research.
Depending on the "costs" of making a Type II error, accepting as true
findings which are false, it may be reasonable for findings falling
above the .05 level of statistical significance to considered so that
new approaches to social problems are made possible.

5Available information is used to speculate on the South Carolina
findings. Results are discussed in the conclusion.

6Though the dependent variable, level of caregiver effort, is tech
nically an ordinal level measure, studies have demonstrated that such
measures with sufficient categories can be confidently used to approxi
mate interval measures in analyses.

'Using a strict level of significance (.05) yields a higher chance
of rejecting a true hypothesis, not desirable for inferring social
policy which might otherwise not attempt novel solutions to social
problems. The goal of this research is to build a more general base of
know 1 edge. Selecting the .05 probability level for making analytic
decisions and drawing conclusions does not bring with it the connota
tions of "supporting the status quo". Rather, in this type of effort,
it is preferable to reject an hypothesis which is actually true, than to
accept an hypothesis which is actual 1y false. For readers who are
concerned that true relationships may be overlooked in the analysis,
where significance levels f all between .05 and .10, these will be foot
noted. Analysis will also be alert to those cases where relationships
are a near miss in one study sample and are statistically significant
(at the K .05 level) in the other.

*It is recognized that factor analysis can be misused. The use of
factor analysis in this study rests on a firm methodological rationale
as well as a base of expected theoretical domains.
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IV. INITIAL FINDINGS

OVERVIEW

This chapter begins with a description of the study samples at the

time of their respective baseline assessments. Variables in six domains

are described: demographic characteristics, physical functioning, in

strumental functioning, mental and psychological functioning, social

resources, and inform al care giving support structure and burden. De

scriptive statistics on the dependent variable, 1 evel of care giving

effort, are presented for baseline and for one year following the base

1 ine measure. The relationships among variables are presented and

described in order to 1) assess the construct validity of the variables

and, 2) to ascertain which measures are related to informal caregiving

at baseline.

PROJECT SAMPLE CHARACTERISTICS AT BASELINE

Demographic Characteristics

The two samples are similarly distributed on a number of demogra

phic characteristics (see Table 4.1). In both samples, almost three

fourth s of the members are female and equivalent proportions in each

sample are currently unmarried (approximately 60%). More New York City

sample members live with others while more San Diego sample members live

alone. Each sample has almost the same mean age (approximately 80 years)

though more of the New York City sample fall in to the 65 to 69 age

bracket. The majority of sample members in San Diego and New York City

have annual incomes between $4000 and $7000; San Diego has more members

in higher income brackets. More affluent elderly, at tracted to the

climate, no doubt moved to San Diego upon retirement. Cf note is the
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Table 4.1

Demographic Characteristics of the
Study Samples at Baseline

San Diego New York City
Variable

-
N (%) N (%)

Sex
Male 95 27.7 71 24. 1

Female 248 72.3. 223 - 75.9
3.43 100.0 294 100.0

Age
65–69 33 9.6 47 16.0

70–74 73 21.3 55 18.8

7 5–79 75 21.9 74 25.1

80–84 84 24.5 64 21.7

85 + 78 22.7 54 18.2

3.43 100.0 294 100.0

Mean 78.62 77. 65

Standard Deviation 6.67 6.85

Race
White 333 97.1 233 79.3

Non-White 10 2.9 61 20.7
3.43 100.0 294 100.0

Marital Status

Married 137 39.9 120 41.0

Widowed 170 49.6 141 48.1

Separated/Divorced 28 8. 1 9 3.1

Never Married 8 2.3 23 7. 8

3.43 100.0 293 100.0
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Table 4.1 (continued)

San Diego New York City
Variable N (%) N (%)

Years of Education

0–8 years 98 28.6

9-12 years 134 39.1

13–16 years 102 29.7

17+ years —*- 2.6

343 100.0

Mean 11.22

Standard Deviation 3.43

Household Composition
Alone 186 54.2 129 44.2

With Others 157 45.8 163 55.8
3.43 100.0 292 100.0

Household Annual Income Bracket

To Q 3,000 11 3.2 3 1.0

@ 3,000 - 4,000 18 5.2 13 4.4

© 4,000 – 7,000 137 39.9 128 43.5

© 7,000 – 10,000 64 18.7 104 35.4

© 10,000 – 15,000 58 16.9 28 9.5

G 15,000 – 20,000 21 6.1 9 3.1

@ 20,000+ 11 3.2 2 .7

Unknown 23 6.7 7 2.4

343 100.0 294 100.0
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difference in racial composition of the two samples. Many more non

whites comprise the New York City sample. Should a relationship between

race and care giving exist, it may be more 1 ikely to be observed in the

New York City sample than in the San Diego sample. A measure of educa

tional attainment is available only for the San Diego sample--equivalent

proportions have an elementary, junior high and high school education.

Physical Functioning

Table 4.2 depicts the functioning of the two samples. It is evident

that the New York City sample is much more impaired, accounting for

their greater tendency to 1 iv e with others. Only 8% of the New York

City sample have no dependencies in ADL while over one-half of the San

Diego group has no dependencies in ADL. Bathing is the activity with

which most sample members need help in both samples. This finding

confirms reports from Katz and his colleagues (reported in Kane and Kane

[1981]), who have demonstrated that older people first require help with

bathing and 1ast with eating. Somewhat more New York City sample members

have a problem with ambulation as compared to San Diego.1 In San Diego,

the majority (82%) can walk with or with out mechanical as sistance;

a1 most three-fourths are rated as independent in mobility. On the

measure of outdoor mobility available for New York City, only 1.4% are

capable of going outdoors without difficulty; almost three-fourths of

the sample cannot go out doors on their own. 2 Compared to San Diego,

fewer New York City sample members are rated as having no problem with

ambulation (approximately two-thirds of the sample). Despite the rela

tively good functioning of the San Diego sample, self-reported health

items indicate dissatisfaction with health: one-third of the sample rate

their health as poor, half report that their health has gotten worse in
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Table 4.2

Functional Status Characteristics of the

Study Samples at Baseline

San Diego New York City
Variable N % N %

ACTIVITIES OF DAILY LIVING

% Independent
Bathing 57.7 9.9

Dressing 74.1 35.3

Feeding 90.4 74.1

Transfer NA 57.2

Toileting 82.8 58.0

Number of ADL Dependencies

O 196 57.1 23 7.8

1 56 16.3 63 21.4

2 36 10.5 54 18.4

3 31 9.0 47 16.0

4 24 7.0 62 21.1

5 NA NA 45 15.3

3.43 100.0 294 100.0

Mean .92 2.67

Standard Deviation 1.86 1.57

Mobility–Ambulation

Walks with or without
mechanical assistance 280 81.6 NA

Walks with personal
assistance 9 2.6

Walks with personal and
medical assistance 30 8.7

Does not walk 24 7. 0
3.43 100.0
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Table 4.2 (continued)

San Diego New York City
Variable N % N %

Outdoor Mobility

Able without difficulty NA 4 1.4
Ab1 e with difficulty 74 25.3
Not able on own 208 71.0
Not able at a11 7 2.4

293 100.0

Mobility–Ambulation Rating

Dependent/problem 97 28.3 100 34.0
Independent/no problem 246 71.7 194 66.0

3.43 100.0 294 100.0

Number of Days in Bed in
Past Two Weeks

O 266 77.6 NA
1–3 29 8.5
4-10 24 7.0
11-14 24 7.0

3.43 100.0

Time I11 in Past Six Months

None NA 112 40.4
One week 40 14.4
1-4 weeks 45 16.2
1-3 months 40 14.4
4–6 months 40 14.4

277 100.0

Self-Rated Health Compared
to Others

Poor 123 36.6 104 37.8
Fair 132 39.3 108 39.3
Good/Excellent 81 24.1 63 22.9

336 100.0 275 100.0
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the past six months and fully three-quarters say their health interferes

with their functioning a great deal. Despite the actual differences in

ability to function independent 1 y, similar proportions of each sample

rate their health as poor, fair, or good/excel 1 ent compared to others

their age. Individuals appear to separate how they feel about their

overall health from how they are able to function.

Instrumental Functioning

While most of the San Diego members need some help with instrumen

tal activities of daily living (only 7% are completely independent in

meal preparation, shopping medications, housekeeping, heavy chores,

finances, and transportation), a 11 New York City sample members need

help with at 1 east one IADL activity (see Table 4.3). Fully 86% of the

sample require help with four or five of the five tasks; the mean of the

sample is 4.2 dependencies out of five activities (SD = .67). In con

trast, San Diego members have a mean of 3.65 dependencies of 6 tasks (SD

= 1.86). Because the summed measure of impairment in IADL activities did

not form a reliable index in New York City it is not used in further

analysis.

Mental and Emotional Functioning

Results are presented in Table 4.4. Though both samples have

similar proportions with no MSQ errors, more of the San Diego sample

exhibit a severe degree of mental impairment (7 to 10 errors) according

to number of errors on the MSQ. The relatively high proportion of San

Diego sample members with 7 to 10 errors is reflected in differences in

mean MSQ scores in each sample. Mean number of errors for New York City

are 1.19 (SD = 1.88) compared to San Diego with 1.71 errors (SD =

2.80).3 Greater impairment in physical functional status is not reflec
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Instrumental Functioning of the

Table 4.3

Study Samples at Baseline

San Diego New York City
---- -

N % N %

INSTRUMENTAL ACTIVITIES OF DAILY LIVING

% Independent

Meal Preparation 43.1 5.3

Shopping 17.8 O

Medications 70.8 34.6

Housekeeping 15.2 3.2

Finances 57.7 NA

Transportation 16.9 3.0

Number of IADL Dependencies

0 25 7.3 0 O

1 26 7.6 0 O

2 40 11.7 8 2.8

3 67 19.5 16 5.7

4 57 16.6 164 57.3

5 50 14.6 98 34.3

6 78 22.7 NA NA
343 100.0 286 100.0

Mean 3.65

Standard Deviation 1.86
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Mental and Psychological Functioning of

Study Samples at Baseline

Table 4.4

the

San Diego New York City
- - -

N % N %

MSQ:

Number of Errors

O 183 53.4 153 52.0

1-2 85 24.8 92 31.2

3–6 40 11.6 41 13.9

7–10 35 10.2 8 2.6

Mean 1.71 1.19

Standard Deviation 2.80 1.88

Philiadelphia Geriatric
Center Morale Scale a Mean SD Mean SD

Overall Score 8.44 4.20 NA

(range 0-17)

Life Satisfaction
Index.a NA 1.93 .50
(range 1-3. 3)

*High score = poor morale/1ife satisfaction
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ted in greater impairments in cognitive functioning. In fact, the more

functionally impaired New York City sample has slightly better cognitive

functioning than the San Diego sample.4 Distributions on each sample's

measure of morale or life satisfaction are also presented in Table 4.4.

Since the measures are so disparate, the samples are not compared to

each other. In San Diego, the sample mean on the Philadelphia Geriatric

Center Morale Scale is 8.44 (SD = 4.20) of a scale total of 17. In New

York City, the sample mean on the summed measure of Life Satisfaction is

1.93 (SD = .50) of a possible total of four.

Social Resources

Table 4.5 presents data on measures of social resources for San

Diego and New York City. In San Diego, three-quarters report that they

know five or more people well enough to visit them in their homes; half

spoke daily on the phone to someone in the past week; and approximately

one-third the sample reported spending time with a non-household member

every day in the past week. The majority (87%) report they have someone

they can trust and confide in and almost half say they almost never feel

1 one 1y. In New York City, most members also report having friends or

relatives they feel very close to and could call on for help. At the

same time, in each sample, there appears to be a small group (perhaps

15% to 20%) who appear to have very limited social contact. It can

also be recalled that approximately one-half of each sample is married

and 1 iv e with others (see Table 4.1). Unfortunately, data are not

available in San Diego on contact with children or on number and type of

persons in the social network. In New York City, approximately one

fifth to one-third of the sample have almost daily contact with either a

neighbor, friend, child or other relative not living in their household.
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Table 4.5

Social Resources of Study Samples at Baseline

San Diego New York City
Variable N % N %

OARS ITEMS

Number of people know well
enough to visit in their
homes:

Five or more 252 73.5 NA
Three to four 42 12.2
One to two 26 7.6
None 23 6.7

3.43 100.0

Number of times talked to

someone on the phone in
the past week:

Daily 167 48.7 NA
2-6 times 98 28.6
Once 29 8.5
Not at all 49 14.3

3.43 100.0

Number of times spent
time with someone outside
the household:

Daily 124 36.2 NA
Two to six times 166 48.4
Once 31 9.0
Not at all 22 6.4

3.43 100.0

Has someone to trust and
confide in?

No 45 13.1 NA
Yes 298 86.9

3.43 100.0

Frequency feel lonely:

Quite often 79 23.0 NA
Sometimes 107 31.2
Almost never 157 45.8

3.43 100.0



Table 4.5 (continued)

San Diego New York City
Variable N % N %

Frequency of contact with:

Child not in household:

None NA 104 36.0
Seldom 100 34.6
Once a year 59 20.4
Six times/year 15 5.2
Once a month 4 1.4
Once a week 3 1.0
Almost daily 4 1.4

289 100.0

Other relative not in
household:

None NA O 0
Seldom 41 14.4
Once a year 9 3.2
Six times/year 17 6.0
Once a month 62 21.8
Once a week 91 31.9

Almost daily 65 22.8
285 100.0

Friend not in household:

None NA O 0
Seldom 84 29.5
Once a year 7 2.5
Six times/year 10 3.5
Once a month 37 13.0
Once a week 97 34.0
Almost daily 50 17.5

285 100.0

Neighbor:

None NA O O
Seldom 97 34.0

Once a year 2 ... 7
Six times/year 10 3.5
Once a month 23 8.1
Once a week 79 27.7

Almost daily 74 26.0
285 100.0
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Table 4.5 (continued)

San Diego New York City
Variable N % N %

Number of close friends:

None NA 99 34.9
One 55 19.4
Two 46 16.2
Three to four 44 15.5
Five or more 40 14.1

284 100.0

Number of c1 ose relatives:

None NA 30 10.5
One 60 20. 9
Two 71 24.7
Three to four 68 23.7
Five or more 58 20.1

287 100.0
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Informal Caregiving: Structure and Burden

At initial assessment, single helper networks were the norm in each

sample, a finding common to the informal caregiving literature. Over

one-half of each sample had only one helper (see Table 4.6); 1.6% had no

help or had help from only formal sources; and almost one-third of each

sample had 2 or 3 helpers. As expected, spouses, when available, were

primary helpers, followed in frequency by a child. But, unrelated neigh

bors and friends were key helpers for one-third of the San Diego sample.

In New York City, other relatives were more prominent as key helpers

than unrelated friends and neighbors compared to San Diego. Table 4.6

also presents data on the number and percent of cases who m ention re

ceiving help from four different types of helpers (spouses, children,

other relatives, and friends or neighbors). Approximately one-third of

both samples receive help from spouses, and approximately one-third of

both samples receive help from children. In New York City, a slightly

larger proportion of sample members mention receiving help from other

relatives (one-fourth) compared to San Diego (one-fifth). Conversely,

receiving help from friends and neighbors is somewhat more common in

San Diego (one-third of the sample) than in New York City (s1 ightly

more than one-fourth of the sample). Differences in prevalence of

friends and neighbors versus other relatives in the helping networks of

San Diego and New York City frail elders probably reflects situational

factors more than differences in preferences of the sample members

themselves. It may be more difficult to safely rely on neighbors and

cultivate neighborhood friends in the changing neighborhoods of New York

City. Friends may live too far away to feasibly render help on a daily

or weekly basis. In contrast, the 1 iving environment of a retirement
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Table 4.6

Informal Caregiving Network Characteristics at Baseline

San Diego New York City
Variable N % N %

Number of Types of Helpersa
Caregiving Extensiveness

Ob 54 15.7 46 15. 6

1 189 55.1 157 53.4

2 91 26.5 78 26.5

3 9 2.6 13 4.4

3.43 100.0 294 100.0

Composition of Single
Helper Networks

Spouse 59 31.2 44 28.0

Child 53 28.0 44 28.0

Other Re1 ative 16 8.5 27 17.2

Friend–Neighbor 61 32.3. 42 26.8

189 100.0 150 100.0

Composition of Dual
Helper Networks

Spouse and
Child 18 19.8 21 26.9

Other Relative 13 14.3 13 16.7

Friend-Neighbor 19 20.9 6 7.7

Child and

Other Relative 17 18.7 16 20.5

Friend–Neighbor 13 14.3 14 17. 9

Other Relative and

Friend-Neighbor 10 11.0 -—é- 10.2

91 100.0 78 100.0

*Four possible types: Spouse, child, other relative, friend-neighbor

b0 denotes sample members with either no help or only formal help
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Table 4.6 (continued)

San Diego New York City
Variable N % N %

Composition of Three
Helper Networks

Spouse, Child and

Other Relative 3 33.3 3 23.1

Spouse, Child and

Friend-Neighbor 3 33.3 5 38.5

Spouse, Other Relative and

Friend-neighbor O 0 2 15.4

Child, Other Relative and

Friend-Neighbor 3 33.3 3 23.1

9 100.0 13 100.0

Percentage of Networks with :

Spouse 33.3 32.0

Child 32.1 36. 1

Other Relative 18.4 24.5

Friend-Neighbor 31.8 27.2
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community such as San Diego may be more conducive to the development of

relationships with neighbors much like one self who are more easily able

to provide help. Of note is that in each 1 o'ca1e, spouses and children

are mentioned as sources of help by equivalent proportions of sample

members. It is only when one goes beyond immediate family that environ

mental factors appear to influence the composition of helping networks.

A comparable measure of burden, the number of tasks in which there

are limitations (San Diego) or burden as sociated (New York City) with

providing help is available for each study sample. Distribution of the

samples on this measure are reported in Table 4.7A. In San Diego, over

one-third of the sample report no 1 imitations of their caregivers with

providing help in the 10 ADL and IADL activities. The average number of

tasks with 1 imit s is 3 (SD = 3.27). Turning to New York City, only

one-fifth the sample report no burdens associated with their caregivers

providing help in the 10 ADL and IADL activities. The mean number of

tasks with as sociated burden is 3.6 (SD = 2.6). The results suggest a

somewhat higher degree of caregiver burden in New York City relative to

San Diego. In table 4.7B are presented the number of different kinds of

caregiver limitations, a measure available only for the San Diego sam

ple, reported by San Diego sample members. Of the 217 sample members

reporting some 1 imitations (63.3% of the sample), 64% report only one

type of 1 imitation. The 1 imitation mentioned most of ten is that the

f rail elder's illness, poor health or needs are too heavy a physical

burden. The second most frequent type of 1 imitation is that the care

giver's work responsibilities interfere.

LEVEL OF CAREG IVING EFFORT

The measures of 1evel of caregiving effort available for each of the
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Table 4.7A

Number of ADL and IADL Tasks in Which Caregiver

Limitations/Burdens are Reported at Baseline

San Diego New York City
Number of Tasks N Ž N %

O 126 36.7 61 20.7

1–2 61 17.8 58 19.7

3–4 56 16.4 75 25.5

5–7 52 15.2 79 26.9

8–10 48 14.0 21 7. 1
3.43 100.0 294 100.0

Mean 3.03 3.63

Standard Deviation 3.27 2.63

Median 2 3
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Table 4.7B

Types of Caregiver Limitations: San Diego

Percent Reporting

Caregiver does not want to help

Work responsibilities

Needs are a physical burden

Poor accommodations

Caregiver is emotional 1y incapable

Caregiving is disruptive to family 1ife

Caregiver is unreliable

Caregiver 1 ives far away

4.1%

16.9

37.0

12.0

2.0

7.6

5.5
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study samples differ not only in meaning but in 1 evel of measurement and

interpretability as well.

Table 4.8A presents data on caregiving help received by San Diego

sample members in 10 ADL and IADL tasks in the prior week and by New

York City sample members in 10 ADL and IADL tasks in a typical week.

San Diego sample members received a mean of 17.35 episodes of help in

the past week (SD = 22.86). The maximum number of episodes at baseline

is 117. However, it is clear that most sample members received a modest

number of episodes of help: the median number of helping episodes is 5.

After one year, the mean number of episodes of help for the sample had

declined to 11.54 (SD = 16.75), and the median had dropped to 3. The

maximum number of episodes is now 89.

In New York City, level of caregiving effort is an approximation of

effort based on the number of times per week (up to daily) helpers

provided care in 10 ADL and IADL tasks. Summing these frequencies

across tasks and helpers results in a summed measure which loses inter

pretability in terms of frequency of help per week but which does cap

ture degree of effort on the part of caregivers in the helping network.

Distribution of the New York City sample on the measure of 1evel of

caregiving effort is also presented in Table 4.8A. The maximum effort

is 40 and the minimum is 0. The mean caregiving effort in New York City

is 8.47 (SD = 6.65) while the median is 8.00 indicating that, unlike San

Diego, sample members are more evenly distributed on the metric. Ob

vious 1y, similar to San Diego, few sample members received extensive

amounts of help. After one year, the maximum degree of caregiving

effort has dropped from 40 units at base1 ine to 22 units at one year.

The reduction may reflect an effect of the program on its participants
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Table 4.8A

Summary Statistics for Level of Caregiving

Effort at Baseline and One Year

San Diego New York City.
Variable Baseline One Year Baseline One Year

TOTAL ADL AND I ADL TASKS

Maximum Caregiving Effort 117.00 89.00 40.00 22.00

Median Care giving Effort 5.00 3.00 8.00 5.00

Mean Caregiving Effort 17.35 11.54 8.47 6.2.2

Standard Deviation 22.86 16.75 6.65 6.08

ADL Tasks

Maximum Caregiving Effort 79. 00 62. 00 20.00 14.00

Median Care giving Effort O O O O

Mean Ca regiving Effort 6.26 4. 13 2.60 2. 18

Standard Deviation 13.44 9.82 3. 60 3.14

IADL Tasks

Maximum Caregiving Effort 49.25 34.25 20.00 16.00

Median Caregiving Effort 4.25 2.50 6.00 4.00

Mean Caregiving Effort 11.09 7.41 5.90 4.04

Standard Deviation 12.24 8.99 4.20 3. 80
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whereby informal caregivers could reduce their efforts on these tasks as

the program provided services. Effort may have been reduced more by

caregivers of heavily impaired clients or reductions may be distributed

across all sample members equally. It can also be observed that the mean

frequency dropped to 6.22 units and the median dropped to 5 units.

Table 4.8A also presents change in frequency of help for ADL tasks

and for IADL tasks separately for each sample. Maximum level of care

giving effort decreases over time for each type of task (ADL and IADL)

in each sample. Comparing changes in the proportion of sample members

who receive help from informal sources for ADL tasks to IADL tasks, it

can be observed that there is 1 ess change for ADL tasks. More sample

members are 1ikely to 1 ose their informal help in tasks which are in

strumental rather than personal.

Table 4.8B presents data on the proportion of sample members who

received any help at all from informal sources at baseline and one year

1 ater. A similar proportion of New York City sample members as San

Diego sample members received informal help with ADL and IADL tasks as

baseline (82% and 83% respectively). Since the New York City sample is

so much more impaired than San Diego it is 1 ikely that New York City

elders who are not receiving informal help are receiving help from

formal sources rather than not receiving help at all. After one year, a

smaller proportion of the New York City sample was receiving help from

informal sources in these ADL and IADL tasks (68%) than at baseline

(83%). The change in proportion receiving informal help between baseline

and one year represents a 90% decrease; in San Diego, the change in

proportion of sample members receiving informal help between baseline

and one year (from 82% to 76%) represents only a 33% decrease.
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Tab1e 4.8B

Proportion of Sample Members Receiving Informal Help:

Baseline and One Year

San Diego New York City
Variable Base1 in e One Year Baseline One Year

Total ADL and IADL Tasks 82% 7.6% 83% 68.4%

ADL Tasks 31.8% 29.4% 48.6% 41.5%

IADL Tasks 81.9% 75.2% 82.3% 65.4%
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Though the data indicates an overall decline in 1evel of caregiving

effort, in each sample, some sample members received the same or more

help at one year relative to baseline. Table 4.9 presents information

on the number of San Diego and New York City sample members with the

same amount of help, less help and more help one year following the

baseline assessment in a 11 ADL and IADL tasks combined. While some

f rail elders in New York City and San Diego were receiving the same

amount of help (20.4% and 12.8% respectively) or more help at one year

(25.5% and 30.3%), the majority of sample members were receiving less

help from informal sources at one year compared to baseline (54.1% and

56.9% respectively). San Diego caregivers were more 1 ikely to either

increase or decrease their helping efforts relative to caregivers in New

York City.

Change in helping episodes was differentially distributed for ADL

as contrasted with IADL tasks in each sample (see Table 4.9). Informal

helpers in each sample were more likely to reduce aid in instrumental

rather than in personal care activities of daily 1 iv.ing. Relative to

San Diego, New York City helpers were more 1 ikely to change their help

ing efforts in ADL tasks, giving either more or 1ess help. In contrast,

relative to New York City, San Diego helpers were more likely to change

their helping efforts in IADL tasks, giving either more or less help.

The decrease in the number of clients receiving help from informal

sources of care observed in San Diego and in New York City (Table 4.8)

may in part reflect the provision of formal care to treatment sample

members by the projects. As a result, some informal helpers may have

been able to reduce their efforts. The reduction in the proportion of

clients no longer receiving help from informal caregivers after one year
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Table 4.9

Change in Level of Caregiving Effort Between

Baseline and One Year

San Diego New York City
Variable N %

-
N %

TOTAL ADL AND I ADL TASKS

More Help 103 30.3 75 25.5

Same Help 44 12.8 60 20.4

Less Help 196 56.9 159 54. 1
3.43 100.0 294 100.0

ADL Tasks

More Help 49 14.3 54 18.4

Same Help 213 62.1 157 53.4

Less Help 81 23.6 83 28.2
3.43 100.0 294 100.0

IADL Tasks

More Help 97 28.3 68 23. 1

Same Help 45 13.1 71 24.1

Less Help 201 58.6 155 52.7
3.43 100.0 294 100.0



is somewhat greater in the New York City sample (a 90% change) than in

the San Diego sample. It is possible that the New York City program

provided sufficient services such that informal care in these particular

tasks was no longer required.5 Of course, other factors could account

for the change.

Informal caregivers in both samples were more likely to withdraw

(Tab1 e 4.8A and 4.8) or reduce (Table 4.9) their efforts in IADL as

contrasted with ADL tasks. Reducing informal aid in instrumental task

areas may more feasible than reducing aid in personal care task areas.

If a frail elder requires help with personal care, that care is needed

on a daily and ongoing basis. Even if some formal care was used for

personal care tasks, informal caregivers would likely need to continue

their helping efforts as well. IADL tasks such as shopping, cleaning,

and transportation tend to require intermittent help and non-intimate

relationships and are more easily relegated to formal sources of care.

However, it was also observed that, relative to the San Diego

sample, New York City sample members (who are more impaired and need

more ADL help than San Diego sample members) were more likely to have

1 ess help from informal sources in ADL tasks (Table 4.9). There is no

clear cut interpretation of this finding. Though overall use of nursing

homes was low, it is possible that enough sample members entered nursing

homes, where their needs would be met by formal sources, to account for

the loss of help in ADL tasks. Provision of services to treatment

clients by the Home Care Program were not extensive enough to account

for the relatively greater loss of help in ADL tasks compared to the San

Diego sample.
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INTERRELATIONSHIPS AMONG THE INDEPENDENT MEASURES

Tables 4.10A and 4.10B present inter correlation matrices of the

independent variables in San Diego and New York City respectively. The

matrices provide three particularly relevant types of information for

this study. First, examining the interrelationships among the indepen

dent measures indicates the extent to which multicollinearity is pre

sent. Second, examining the matrices for expected relationships among

variables permits an as sessment of validity of the measures used.

Third, examining the matrices enables an assessment to be made of redun

dancy within variable domains, information which can then be used to

reduce the set of independent measures to be used to identify conditions

affecting level of caregiving effort.

Observing the patterns of significant relationships in the tables

confirms the high degree of relatedness among the variables. The steps

designed to address multicol 1 inea rity (described in Chapter III) are

indeed necessary to the analysis.

By and 1 arge, the variables used in this study are related to each

other in expected ways suggesting that they are valid measures of the

constructs they represent. Some unexpected associations, primarily in

the New York City sample, introduce a cautionary note. These relation

ships are described below.

Among the demographic characteristics, expected relationships are

observed for most factors in both samples. Thus, older sample members

are more 1 ikely to have lower incomes, to be non-white, to be 1 iv ing

alone, and, in San Diego, to be female. It is unclear why there is

1 it tie to no relationship between sex and age in New York City. The
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Table 4.10A (continued)

*See Figure 3.2 for coding

Correlations of .09 are significant at p < .05

Correlations of . 13 are significant at p < .01

Correlations of . 17 are significant at p < .001

96



TableA.106

IntercorrelationMatrixof
IndependentMeasures:

NewYorkcity"

l23456789101112131415161718192021222324

1.Age———.00--18
-
08--10--28-.07.01-.08.04-.13-19.20-.06.09-.07-.03.03.02-.00–.14-.14-.04.05 2.Sex———.32–.09–.25–.28–.03-.25

–.00–.00
–.08–.05-.04.05-.05
...10-.00
.01.14
-
12-.14-.19-.15.01 3.

MaritalStatus--.02.74.63.20.38-.02-.01.23-.01.07-.09.05-.08
-
11.07-.11-.00
-42.34.27–.09 4.

Ethnicity
----17.00
.
O7-.01-.04
-
10-.09--14
.
03-13-.07-.34.13-.02
-.27–.13-.24–.05-.23
-10 5.LivesAlone=0--.46

-20.33-.05-.00.27.05.09-.21
-16-.02.15
-12-.14-.07.72.36.32-.18 6.IncomeBracket-.25.30.05-.00.24–.04-.05

-.15.08–.01
...10
-12-.00
.
08.24.30
-18-.09 7.ADL--.41

-
19.15.44-.07.03-.07-.10-.08.04-.01-.01-.14
-18.58
-
12-.24 8.NeedsHelpwithMeds-.20

-16.28.06-34-.18.09-.12.05-.03-.12-.13-26.46
-17—.09 9.TimeI11inPastSixMonths--.08.21-.11.05.02-.01.06.04-.06.02-.00-.02

.19.03-.10 10.OutdoorMobility
-.08.00.01-.13-.09-.06-.04-.03-.00-.07.01.12.09-.14 11.

Ambulation
--.04.06-.14.07-.01.09.01.05.03.24.50.23-.22 12.OverallHealth.06-.24.06.06-.02.04.04.05

.07

.
03.01-.00 13.MSQRating----11.09--10-.05.00-.12-.04.05

.12.07-.04 14.LifeSatisfactionIndex———.08–.16-.10-.09
-.19.00-.22-.27-.21.36 15.

7ofCloseRelatives
--.30.31.28.10
-11.21.06
-19.25 16.JofCloseFriends---.01.11.48.30

-12-.06.22.15 17.Frequency
of
Contact:Children
---.01-.02
-.10-16.09.26.04 18.Frequency

of
Contact:OtherRelative

-.05.08.03.05.10-.02 19.Frequency
of
Contact:Friend--.34-.07.05
-16.01 20.Frequency

of
Contact:Neighbor
---.05-.03
.
00
.11 21.of

HouseholdMembers--.33
.
39
.
19 22.CaregivingBurden-.25-.20 23.CaregivingExtensity

----16 24.TreatmentGroupMembership
--
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Table 4. 10B (Continued)

*See Figure 3.2 for coding

Correlations of . 10 are significant at p < .05

Correlations of . 14 are significant at p < .01

Correlations of .18 are significant at p < .001
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relationship between ethnicity and age represents the well-known cross

over phenomenon wherein non-whites in general have shorter 1 ife expec

tancies relative to whites, but non-whites who do survive tend to attain

very old a ge. Age is a very im perfect predict or of physical and cogni

tive functioning. Thus, no relationships between age and measures of

functioning are expected and, in San Diego, no as sociations are ob

served. However, in New York City, older sample members are more 1ikely

to have greater cognitive impairment.

Almost all the measures of physical functioning are strongly inter

related in each sample. In San Diego, poorer functioning on the measure

of mental function (MSQ) is related to poorer morale as measured by the

RGC morale scale as would be expected. However, an anomalous relation

ship between measures of cognitive and emotional functioning appears in

the New York City sample where poorer functioning on the MSQ is related

to better morale as measured by the life satisfaction index constructed

for this study. This anomaly is explored further below.

Measures of social resources are related in expected ways in both

samples. Having more of any type of resource tends to be related to

having other kinds of social resources. Women and non-whites tend to

have more extensive and intensive social networks, commonly found

relationships.

Not surprisingly, the measures in the informal caregiving domain

are moderately to highly interrelated in both samples. Thus, the more

active helpers involved, the more tasks are reported to have helper

1 imitations and, in San Diego, the greater the number of different

1 imitations. The relationships in each sample parallel findings that

1 iving with others is necessitated by the need for help. Where f rail
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elders 1 iv e with others and have a care giver in the household, more

helpers are found in the helping system reflecting the more impaired

status of those who live with others. In turn, a more extensive system

is associated with more task 1 imitations and with more different types

of 1 imitations.

In both samples, poor physical and mental functioning are as so

ciated with 1arger helping networks and concomitant helper burden.

For the most part, it is expected that physical, psychological, and

social functioning will be inter related to some degree. Though not

perfectly related, poor physical functioning tends to be associated with

poor mental and social functioning. To an extent, these relationships

are observed in both samples. However, in New York City, physical

functioning is not significantly related to cognitive functioning where

as in San Diego, the measures are highly related. In New York City, the

measure of emotional functioning (1 ife satisfaction) is related in

anomalous ways to other measures. For example, more 1ife satisfaction

is associated with needing help with medications, impaired mobility and

ambulation and more MSQ errors.

Despite the ability to create an internally homogeneous and relia

ble life satisfaction index, these findings raise questions about the

meaning of the measure and thus its usefulness for further analysis. An

effort was made to determine if perhaps the overall life satisfaction

scale derived from 10 items had meaningful subcomponents. The items

were subjected to principal components fact or analysis with varim ax

rotation. Three fairly interpretable factors resulted: satisfaction

with care arrangements (housework and personal care); satisfaction with

home (family, neighborhood, home, and medical care); and satisfaction
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with social life (1ife in general, friends, contact and enjoy ment).

Each subcomponent was subjected to an analysis of internal homogeneity

which resulted in 1 ow to moderate reliability estimates (.75 for satis

faction with care; .54 for satisfaction with home; and .69 for satisfac

tion with social life. However, examining the relationships between the

subcomponents and the independent measures revealed similar anomalous

findings. Thus, even if the overal 1 measure or the sub components are

related to 1 evel of care giving effort, the meanings are unclear and

would not contribute to explanation. It is possible that the data are

flawed in some way not apparent to the investigator.

In only one case does the strength of an association clearly indi

cate that two measures are redundant: in San Diego, the two measures of

ADL are so highly related (r-.95) that they are obviously measuring the

Same COn Stru Ct.

These findings suggest that some caution be used in interpreting

findings using the New York City sample and in comparing findings be

tween New York City and San Diego. A few anomalous and unexpected

associations between measures were observed which suggest either mea

surement problems or that a somewhat unusual population is represented

in New York City or in San Diego.6 Further analyses proceed with this

caveat in mind.

BIVARIATE RELATIONSHIPS BETWEEN INDEPENDENT MEASURES AND LEVEL OF EFFORT

This section describes the bivariate relationships between the

independent variables and 1 evel of caregiving effort in each study sam

ple. One purpose of this analysis is to continue with the task of

seeking a par sim onious but powerful set of explanatory factors to be

used in further analysis. Only measures which are significantly related
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to care giving will be retained. Another purpose is to determine if

relationships are replicated in each sample as hypothesized.

Table 4.11 presents correlations between 1evel of caregiving effort

at baseline and the set of explanatory measures for each study sample.

Very similar patterns of relationships are observed in each study sam

ple. In general, the strength of relationships are weaker in New York

City than in San Diego probably reflecting the more restricted measure

of 1evel of caregiving effort in New York. Only independent variables

bearing a statistically significant relationship with care giving epi

sodes are retained for further analysis. 7 Within domains, measures are

assessed for obvious redundancy.

Demographic Characteristics

In both samples, 1 eve1 of care giving effort is related to care

recipients' being male, being married, living with others, and, having a

higher income. These relationships, except for the relationship with

income, are typical of caregiving among the elderly. That is, care is

often provided by wives to their husbands, and, those who need care are

more likely to be unable to 1 iv e alone. The relationship of income to

receipt of informal help (higher income individuals are receiving more

informal help than 1 ower income individuals) might be explained by the

association between income and use of institutional care. Those with

higher incomes are able to remain in the community for 1 onger periods of

time and are thus more 1 ikely to be receiving extensive care at home.

Those with higher incomes are also more physically impaired. It is not

surprising that age is not related to receiving help in either sample.

It is well known that age is an imperfect predictor of functioning and

thus of need for help. There is evidence that different ethnic groups
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have stronger, more active helping networks (for example, see Cantor,

1979). In the New York City sample, being non-white is related to re

ceiving more care from informal helpers. The small number of non-white

sample members restricts the ability of ethnicity to explain differences

in caregiving in the San Diego sample. Finally, years of education is

not related to receipt of help in the San Diego sample.

These results suggest that for the purposes of model elaboration

(discussed in Chapter V), subgroups based on sex, marital status, living

arrangement, and race would be relevant for determining if the condi

tions related to 1 evel of caregiving effort are the same for these

different types of frail elders.

Physical Functioning

As expected, there is a strong relationship between sample members'

physical functioning and the help they receive. Each of the indicators

of physical functioning in the San Diego sample is significantly related

to the amount of care giving received, though some measures are more

strongly related than others. The 1 owest correlation is between care

giving effort and number of days spent in bed in the last two weeks (r =

• .001). The more impaired in the ability to perform ADL and IADL

activities, and the more impaired on the Katz ADL index, the more help

is received. The amount of help received is also significantly related

to mobility as measured by self-assessment and by interviewer judgment,

and houseboundedness. The poorer one's mobility and the more confined

to one's house, the more help is received.

In New York City, the measure of ADL shows the strongest relation

ship to 1 evel of care giving effort ( r+.383, p < .001). Of the four IADL
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items with any variance, being impaired in the ability to self-adminis

ter medications is strongly related to 1 evel of care giving effort

(r=.473, p < .001). Both a spects of mobility, the capacity to negotiate

outside of the home, and an overall index of problems with ambulation,

are related to 1 evel of care giving effort. As in San Diego, the more

impaired, the more caregiving is received. Unrelated to 1evel of care

giving effort in New York City is the respondent's as sessment of the

time he/she has been ill in the last six months. The measure may cover

too great a period of time to be strongly related to current caregiving

efforts.

Self-Perceived Health

While actual ability to perform activities is clearly related to

receiving help, by and 1 arge, self-perceptions of ones health are not

related in either of the study samples. The one measure common to both

study samples, overal 1 self-health rating, is unrelated to 1 evel of

caregiving effort. In San Diego, more measures of self-perceived health

are available. Since the summed score for the multiple self-perceived

health it em's in San Diego did not prove to be reliable, it is not

reported here. One of the individual health items was significantly

related to the amount of help received -- the perception that health

interfere's with functioning (r = .106, p = < .05). The other items,

perception of one's overall health and perception of change in health

over the past six months were not related. That the only health self

perception related to receipt of help is itself defined in relation to

functioning confirms the importance of the functioning construct for

informal caregiving.

105



Mental-Emotional Functioning

In San Diego, two types of measures of mental-emotional functioning

are available -- the MSQ measure of cognitive impairment and the PGC

measure of morale and morale components. In New York City, a very

similar MSQ measure is available. The indicator used to measure the

construct of morale in New York City is a summed index of satisfaction

with different aspects of 1 ife. As would be expected from the 1itera

ture, indicators of these constructs are significantly related to re

ceiving help in each sample. The more cognitively impaired and the

worse morale, the more help is received. However, it will be recalled

that New York City life satisfaction measure's questionable validity

limits its utility within an explanatory framework.

In San Diego, the RGC subcomponent scores were also significantly

related to caregiving episodes. Since overall emotional functioning is

of greatest interest in this study and in view of the need to develop a

parsimonious set of predictors, only the overall RGC measure is retained

for model development in San Diego.

Social Resources

In both samples, having more social resources is related to receiv

ing more help from informal caregivers.

In San Diego, individual indicators of social resources are repor

ted since the summed measure of OARS social resources was not reliable.

The individual items are related in the expected direction to the re

ceipt of help. Thus, sample members who have people to visit with, talk

to, spend time with, and have some one to trust and confide in receive

more help. Of these indicators, the most strongly related was the

number of people talked to in the past week. Feeling lonely, as mea
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sured by this single indicator, was not related to receiving help. And,

as has a1 ready been pointed out, sample members who have spouses or who

are living with others receive more help.

In New York City, a similar pattern of relationships is observed.

Though the total number of friends and relatives respondents felt close

to is not related to level of caregiving effort, the number of relatives

felt close to is moderately related to caregiving. Having friends one

feels close to is not significantly related to informal caregiving; this

confirms that relatives form the core of these informal care giving

system s. Having someone to trust and confide in in New York City is

associated with more help from informal sources as was also true in San

Diego.

Informal Caregiving: Structure and Burden

Not surprisingly, the measures of extensiveness of the helping

network, proximity of a caregiver, and caregiver 1 imitations are strong

ly related to level of caregiving effort. The more different types

informal helpers mentioned by sample members, the more help they re

ceive. The relationship between care giving involvement and burden is

apparent in the high correlations observed between the number of tasks

with which 1 imitations are associated as well as, in San Diego, with the

number of different 1 imitations mentioned. The more help which is being

received, the more tasks with limits and the more different kinds of

1 imitations are mentioned. In San Diego, having a care giver in the

household is also significantly related to the amount of help received.

While more help may be received in this situation be cause it is so

readily available, it is also true that those with the greatest need for

help are unable to 1 ive by themselves.
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Treatment Group Membership

Given the quasi-experimental study design of the demonstration

programs, treatment group membership, that is, being part of the demon

stration program or being a comparison group member, should not be

related at baseline to receiving help. There is no statistically sig

nificant relationship (at the .05 level) between group membership and

receipt of help in either of the study samples. However, since this

variable is of particular interest to the study, it is retained for

further analysis.

SUMMARY

This chapter began with a description of the San Diego and New York

City study samples in which extensive similarities were reported. Dis

parities between the samples are that New York City sample members are

more physically impaired, more 1ikely to be living with others, and to

report more burden associated with caregiving. There was some indica

tion that San Diego sample members are somewhat more cognitively im

paired, and that the New York City sample contains a larger proportion

of non-whites. Each sample contained members who received no informal

help at baseline and those who received 1arge amounts of informal help

at baseline. Most of each sample received modest amounts of informal

help. It does appear that few er New York City sample members received

informal care after one year relative to San Diego sample members. But,

when the overall frequency or amount of care is examined, similar reduc

tions in help are observed in each sample, and, some members of each

sample were receiving more help after one year.

Examination of the interrelationships among independent measures

and the comparison of findings between the two samples served to confirm
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the presence of multi collinearity and validated most measures. The

results also generated some concerns, particularly with New York City

where some unexpected and anomalous relationships were observed. As a

result, the measure of emotional functioning (1ife satisfaction) will

not be retained in further analysis and relative contribution of

variables to change in 1evel of caregiving effort will need to be inter

preted cautiously.

Differences between the San Diego and New York City samples re

ported above, rather than placing a 1 imitation on analysis, may provide

more possibilities for detecting conditions which influence 1 evel of

caregiving effort. Differences in proportions of sample members with

any particular characteristic should not affect the relationships which

exist between characteristics.

While some validity concerns were introduced as a result of compar

ing interrelationships among independent measures between the two sam

ples, relationships between independent variables and level of care

giving effort were strongly replicated in each sample.

The next chapter builds on this set of findings in order to estab

1ish the relative contributions of factors to change in 1 evel of care

giving effort.

NOTES

*other measures of mobility were not used due to the poor distri
bution of responses (e.g., more than 90% in any one category). However,
the distributions underscore how impaired the New York City sample is in
that more than 90% were categorized as impaired on each measure. The
ambulation measure used here is a composite of different kinds of mobil
ity and had a reasonable distribution of responses.
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*Unfortunately, this variable was not used in the one year reas
SeS Sment .

*Though the distribution of MSQ errors is somewhat unusual in the
San Diego sample, the 1arge majority of responses fall between 0 and 6
errors in each sample. The 10 per cent of severely impaired sample
members should not be problematic in analysis.

“Although severe cognitive impairment can result in an inability to
perform functional activities unaided, there is no concomitant expecta
tion that physically impaired persons would also be cognitively im
paired. Many health conditions which impede functioning do not affect
cognitive abilities.

*Sample members may still be receiving help from informal care
givers, but not in the se particular tasks. Care givers may still be
active but may be more active in arranging for services or providing
emotional support.

°other data for the 35 San Diego sample members exhibiting severe
cognitive impairment were examined in an at tempt to describe these
sample members. They clearly are very physically impaired, in ADL as
well as IADL functioning. There do appear to be a subset of 14 sample
members who never leave their homes, who are bedbound, and who make no
improvement on MSQ functioning over time. The small number of these
possibly qualitatively different sample members should not affect analy
sis in an explanatory effort.

'using the strict probability level of .05 resulted in excluding
some measures, but at least one (and usually more) measure was retained
in each conceptual domain. Using a more 1 iberal probability of .10
would not have changed the results presented in any substantial way.
Furthermore, with two samples, more evidence of the probable lack of
relationship is provided. Where two similar measures are related to
1evel of caregiving effort, they are related in both samples (except in
one instance, ethnicity); where two similar measures are not related to
1evel of caregiving effort, they are not related in both samples.
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W. CONDITIONS AFFECTING THE PROVISION OF INFORMAL SOCIAL SUPPORT

OVERVIEW

A primary purpose of analysis to this point has been to provide

information on which to base the selection of a parsimonious but power

ful set of explanatory factors to be used in understanding the condi

tions under which the provision of social support is enhanced or dimin

ished. First, efforts were made to identify the most valid and reliable

indicators of constructs. Where possible, summed measures or indices

were sought since, in general, they tend to be more reliable indicators

of constructs than individual items. Where reliable scales could not be

constructed, relevant individual items were evaluated for use. Excluded

from the analysis due to 1ack of reliability were indices representing

social resources and health status in San Diego, and IADL impairment and

social resources in New York City (see Table 3.1). Based on a concern

raised about the validity of 1 if e sat is faction indicators in New York

City, those items are also dropped from further analysis.

In the previous chapter, two key types of information for selecting

explanatory factors were presented: 1) redundancy of measures within

domains and 2) relationship of measures to level of caregiving effort.

In this chapter, a third criteria is introduced: whether or not suffi

cient change in independent measures has occurred for their change to

contribute to change in care giving.1 These findings are discussed in

the following sections followed by results of analyses designed to

reduce the set of measures to a smaller number of underlying constructs.

The relationship of these underlying constructs to participation in the

demonstration program as a client or comparision group member is eval

uated. Group membership and the derived constructs are analyzed using a
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combination of hierarchical and stepwise regression. The resulting

models are then applied to subgroups of each sample to assess their

applicability for different types of frail elders and situations.

SELECTION OF INDEPENDENT MEASURES

Redundancy and Relationship of Measures

Variables for each project were selected based on analyses de

scribed in Chapter IV, in which relationships between independent varia

bles and level of caregiving effort, and redundancy within variable

domains were examined, (and based on study interest s in the case of

treatment group membership). The variables used to explain change in

level of caregiving effort for each project are presented in Figure 5.1.

Only measures which were statistical ly significantly related to

level of caregiving effort are retained. Where two measures of a con

struct were related to care giving as well as to each other and were

clearly redundant, one measure was selected. In San Diego, both mea

sures of ADL impairment were strongly related to 1 evel of caregiving

effort and even more strongly related to each other. Since the non-Katz

version was most strongly related to the dependent variable and since

the non-Katz version is the more commonly used measure in 1 ong-term care

research, it was selected for use in further analysis. The two measures

of mobility in San Diego were also related to caregiving 1evel of effort

and appear to be redundant. The measure retained is the four category

measure rather than the two category rating since the former may be able

to capture finer gradations of change and therefore be more 1 ikely to

contribute to explanation. The other measures were a11 significantly

related to the dependent variable in each sample and were not clearly
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Variable

Figure5.1

variablesusedto
Identifyconditionsaffecting

Levelof
CaregivingEffort

SanDiegoNewYorkCity

PhysicalFunctioning:
ADLADL

IADLImpairment
inMedsAdministration NumberofDaysinBedAmbulation Mobility

Self-PerceivedHealth
:

Mental-EmotionalFunctioning: SocialResources: InformalCaregiving: TreatmentGroupMembership:

NumberofDaysOutofHouse HealthInterfereswithFunctioning MSQ PGCMorale OARSWisit OARSTalkonPhone OARSSpendTimewithOthers OARSTrustandConfidence CaregivingExtensity CaregivingBurden Numberof
DifferentLimits TreatmentversusControlGroup

NA MSQ Frequency
of
Contactwith: Childrennotinhouse Otherrelativenotinhouse Numberof

RelativesFeelsCloseto
CaregivingExtensity CaregivingBurden TreatmentversusControlGroup

:



redundant. None of the physical functioning measures used in New York

City are c1 early redundant with each other and thus, none will be ex

cluded from further analysis on that basis. The measure of out door

mobility has no counterpart at one year. Since change in the ability to

manage out doors cannot be as sessed, and since one mobility variable

remains for which change can be assessed and which is related to 1evel

of caregiving effort, the measure of outdoor mobility will be excluded

from further analysis.

The demographic characteristics which were significantly related to

1 evel of care giving effort are used in a 1ater stage of analysis to

identify and assess the relevance of the model (or models) developed to

subgroups of the frail elderly population based on sex, marital status,

race, and 1 iving arrangement.

Change Over Time Among Independent Measures

Earlier, it was proposed that one way to identify explanatory

factors is to observe the changes in independent variables with which

1evel of caregiving effort covaries. Table 5.1 presents the distribu

tions of change over time in independent measures. Sufficient change is

observed among these independent measures to anticipate their utility in

pinpointing relationships between these factors and caregiving involve

ment. More over, data in the table show that when change does occur,

improvement as well as deterioration takes place.

Overal 1, it appears that New York City sample members are 1 ess

stable than San Diego sample members -- they are more 1ikely to improve

or deteriorate over time. Of not e is the differential shift in care

giver burden which has occurred in San Diego and New York City. In San

Diego, most sample members report more caregiver 1 imitations at one year
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Table5.1

ChangesAmongExplanatoryMeasuresFromBaseline
toOneYear

SanDiegoNewYorkCity

Less/WorseSameMore/BetterLess/WorseSameMore/Better

Variable
N(%)N(%)N(%)N(%)N(%)N(%) PhysicalFunctioning ADL52(15.2)225(65.6)66(19.2)63(21.4)109(37.1)122(41.5) IADL134(39.1)130(37.9)79(23.0)NA NeedsHelpwithMedsNA58(19.7)201(70.4)18(6.1) DaysinBed35(10.2)247(72.0)61(17.8)NA

Ambulation/Mobility
23(6.7)290(84.5)30(8.7)42(14.3)210(71.4)42(14.3) DaysOutofHouse65(19.0)217(63.3)61(17.8)NA Self-PerceivedHealth HealthInterfereswith

Functioning
36(11.1)209(64.5)79(24.4)NA Mental-EmotionalFunctioning MSQ77(22.4)185(53.9)81(23.6)110(37.4)113(38.4)71(24.1) PGCMorale106(30.9)46(13.4)191(55.7)NA SocialResources OARS

Wisit52(15.2)207(60.3)84(24.5)NA OARSTalk64(18.7)203(59.2)76(22.2)NA OARSSpendTime69(20.1)157(45.8)117(34.1)NA OARSTrust28(8.2)284(82.8)31(9.0)NA
Frequency
of
Contactwith: Children

NA28(9.8)221(77.0)38(13.2) Relatives
NA69(24.3)125(44.0)90(31.7) Number

of
RelativesClosetoNA104(36.7)84(29.7)95(33.6) InformalCaregiving CaregivingExtensity

*,,,,82(23.9)177(51.6)84(24.5)100(34.0)160(54.4)34(11.6) CaregivingBurden60(17.5)96(28.0)187(54.5)225(76.5)61(20.7)
8
(2.7) Number

of
DifferentLimits56(16.3)152(44.3)135(39.4)NA

:



while most New York City sample members report less burden at one year.

An increase in burden which presumably reflects the effects of stresses

associated with ongoing caregiving is not unexpected. The reduction in

burden in New York City suggests that formal care provision given to New

York City treatment clients by the community-based program may have had

a greater effect on their care givers who, relative to San Diego care

givers, had more burden to begin with. Thus, reduction of burden may

have been more possible in New York City than in San Diego.2 The New

York City sample also showed greater improvements in physical function

ing which may have affected the degree of perceived burden.

A FACTOR ANALYTIC APPROACH TO MULTICOLLINEARITY AND CHANGE OVER TIME

AMONG INDEPENDENT MEASURES

The analytic approach described in Chapter III called for a fact or

analysis and or thogonal rotation of deviational or residual change

scores derived from baseline and one- year measures of explanatory

fact or s. The approach is considered to be the most appropriate for

incorporating change over time in the factors as well as for reducing,

to the extent possible, the degree of multicollinearity among the set of

independent measures. A beneficial by-product of the approach, if suc

cessful, is derivation of dimensions or constructs underlying the varia

b1 e s in the model. To the extent that a sm al 1 er number of variables

adequately capture the information in the set of independent measures,

then a more meaningful, parsimonious and powerful model can be derived.

Furthermore, the procedure brings to the analysis more of an emphasis on

general constructs of theoretical interest and away from variance due to

measurement differences and measurement error. A cautionary note is

required how ever: there is a possibility that in forming the fact or s,
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some of the variance of the component independent variables which is

related to 1 eve1 of care giving effort may be 1 ost. That is, the new

variables (factors) do not carry 100% of the information in the original

set of variables. 3 It is hypothesized that variables will cluster with

each other because they are related to some underlying fact or. Since

this is another phase of analysis in which replication is sought, fac

tors with similar interpretations are hypothesized to describe the set

of variables in each project.4

Procedures

Bivariate regression was used to create residual change scores in

the following way. Each one year independent measure was entered into

the regression as the dependent variable; the baseline measure was

entered as the independent variable. The results provide residual

scores representing the variance in the one year measure unexplained by

the baseline measures. In this way, a set of residual scores was con

structed for each independent variable. Summary statistics are presented

in Table 5.2.

These scores represent change for each sample member relative to

the change experienced by the entire sample. Each score represents the

a mount of positive or negative change (referring to the sign of the

change) which is relative to the amount of change expected based on the

baseline measure. For the purposes of clarification, suppose a sample

member's baseline ADL score was 2, the predicted ADL score at one year

in this sample is 1.64136. If the sample member's actual year one ADL

score was 3, than the residual score (1.35864 or 3 - 1.64136) means that

the sample member experienced more positive change over the year than

would be expected on the basis of the prediction. In the case of the
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Table 5.2

Summary statistics for

Deviational Change scores”

San Diego New York City
Variableb Minimum Maximum SD Minimum Maximum SD

ADL -3.0884 3.0822 .9341 -3.91.69 4.6128 1.3088

IADL —5.3750 3. 4756 1. 2312 NA

Help with Meds NA -. 81.63 . 6865 . A 397

Days in Bed –4. 49.99 13.4260 3.0808 NA

Mobility/Ambulation -2.0036 2.86.21 . 7027 -.5918 . 7835 .4409

Days Out of House -1.7090 1. 2392 . 6502 NA

Health Interferes
-

with Functioning –2.5768 .9403 . 7234 NA

MSQ –8. 3536 9. 6003 2. O 259 –6. 1829 9. 2759 1.8508

PGC Morale -10. 0304 13. 1629 3. 615.4 NA

OARS Wisit –2.5815 1.5.130 . 8345 NA

OARS Talk on Phone –2. 7.177 2.43 25 ... 7939 NA

OARS Spend Time –2. 2861 1. 8888 . 8852 NA

OARS Trust -. 8960 1.1265 .9985 NA

Frequency of Contact
with:

Children NA -5. 81.1 2 5. 6166 1.0971
Other Relatives NA 4.2207 3. 2663 1.3859

Number of Relatives
Feels Close to NA -4. 84.18 8. 3667 2.2860

Caregiving Extensiveness -1. 4700 2.5300 . 7093 -1.7664 2. 1518 ... 6133

Caregiving Burden –3. 1206 9.0509 1.6995 -. 43.85 8. 8216 1. O302

Number of Different
Limits —. 9768 2. 3995 .6564 NA

*Since these are deviation scores, the mean is 0

bSee Figure 3.2 for coding
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ADL index, because higher scores indicate greater impairment, the rela

tive change translates to somewhat more impairment over the year than

might have been expected in the sample. The change represented by the

scores are intrinsically tied to scores of the particular sample --

change is change relative to how all other sample members changed. It

will be noted that scores range on a scale from most negative to

most positive change; mid-range scores indicate 1ittle positive or nega

tive change relative to other sample members. In fact, the mean of

the se scores is zero. (See Rum me 1, 1970, pp. 234-239 for an explication

of alternative ways of measuring change.)

In order to determine if this set of information could be adequate

ly described by a reduced set of descriptors, these residual or devia

tion scores were then subjected to principal components factor analysis.

Varimax rotation was implemented in order to maximize the distinctness

of the factors and clarify the structure.

Results

Results of these analyses are presented in Table 5.3A (San Diego)

and 5.3B (New York City). In San Diego, approximately one-half the

variance of the variables subjected to the analysis is captured by four

analytic factors.5 The first factor, describing functional and cogni

tive impairment, includes houseboundedness, ADL, mobility, days in bed,

and the mental status measure. While it is expected that physical and

mental impairment are related, the constructs are usually thought of as

distinct. The finding that physical and cognitive functioning are

intermixed in the San Diego sample may reflect a pull exerted by the

disproportionately large number of sample members with moderate to

severe cognitive impairment. The factor captures 23.3% of the variance
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Table 5.3A

Factor Loading Matrix:

Warimax Rotation of Principal Components

San Diego

Variable Fact or 1 Fact or 2 Fact or 3 Fact or 4 Total

Physical- Socio
Cognitive Emotional Caregiving Ca regiving
Functioning Functioning Burden Extensiveness+

Deviational Change:

Housebound -.7 1875 . 07039 .02141 . 04137

ADL .7 1318 -. O7858 . 20376 .24 418

Mobility .67 093 -.06 424 .10888 .04000

Beddays -53 054 -.15986 —.01275 .025.30

MSQ - 46045 - .232O7 -. 04222 .27 234

Spend Time With .04979 .75639 . 09.435 - . 15333

Visit - . 14424 .693.68 .01850 .09784

Trust - . 16926 -60000 - . 1 1774 .08620

PGC Morale . 23.408 --54996 .09938 . 38205

Talk on Phone — . 37605 - 46874 - . 13734 . OO637

Number Different Limits . 04967 - .05386 .894.21 .03813

Care giving Burden ... 10993 — .00309 .88581 . 02880

Health Interferes .05976 .14063 -.1 1046 .77768

IADL .28079 —.21533 .27483 - 47.388

Caregiving Extensity –.01139 -.04531 .40326 .40401

Eigenvalue 3. 49.273 1.76858 l. 34.224 1.073 18

Percent of Variance 23.3 11.8 8.9 7.2 51.2
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Table 5.3B

Factor Loading Matrix:

Varimax Rotation of Principal Components

Variable Factor 1 Factor 2 Fact or 3 Factor 4 Total
Physical Caregiving Caregiving Cognitive
Functioning Burden+ Extensiveness+ Functioning

Deviational Change:

ADL ... 81371 -.02439 -.05083 -.001.94

Ambulation ... 81 199 -.05733 -.03886 -.01.291

Help with Meds .53570 .30684 . 11689 .45805

Contact with Relative ... O 87.82 -.68757 . 15296 .357.26

Caregiving Burden - . 12290 .68598 ... 10893 . 28643

Number of Close
Relatives -. 06086 .35085 .69862 .096.23

Care giving Extensity . 20483 . 26377 .58119 .05088

Contact with Child - . 1550.9 .01607 .55547 -. 19310

MSQ .01.072 -.03310 - . 11461 .836A1

Eigenvalue 1.81823 1.26456 1. 14767 1.07491

Percent of Wariance 20.2 14.1 12.8 11.9 58.9
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in the variable set. The second factor describing social and emotion

al well-being includes PG C morale and the social resources items. Im

provements in morale were consonant with improvements in social con

tacts. The fact or accounts for 11.8% of the variance. The third fac

tor, caregiving burden, includes the measures of number of tasks with

1 imitations and number of different limitations and accounts for 8.9% of

the variance in the set. The fourth fact or includes change in IADL

functioning, change in the perception that health interferes with func

tioning, and change in the number of helpers in the helping network.

Deteriorating IADL, increased perception that health interfered with

functioning, and more types of helpers in the helping network after one

year are related to an underlying construct. The question might be asked

as to why change in system extensiveness was 1 inked with change in IADL

impairments but not with change in ADL impairment. Referring back to

Table 5.1, it is noted that the primary type of change which occurred in

this sample was experienced in the need for help in IADL tasks. The

helping network was activated in response. The factor accounts for 7.2%

of the variance.

The factor structure in New York City is similar in a number of re

spects to San Diego though a number of differences are also apparent.

Four factors also describe the information in the New York City varia

bles but in this case, the factors capture almost 60% of the variance, a

slight improvement over San Diego. In New York City as in San Diego,

the first fact or can be described as a functional impairment fact or

comprised of impairm ent in ADL, mobility, and the ability to self

administer medications. It account s for 20.2% of the variance in the

variable set, similar to the amount of variance accounted for by the
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first factor in San Diego. Cognitive functioning was not a part of this

construct as it was in San Diego. The second factor in New York City is

comprised of two items, caregiver burden and frequency of contact with

relatives (1 oaded in opposite directions) -- an increase in contact

with relatives is associated with a decrease in tasks with which care

givers experience burden. As reported in the 1iterature, perhaps rela

tive s are providing emotional support to care givers. The change in

burden in the helping system is distinct from any change which occurred

in the extensiveness of that system. The fact or accounts for 14.1% of

the variance. The third fact or includes the number of helpers in the

caregiving network, frequency of contact with a child and the number of

relatives to whom one feels close (12.8% of the variance). The cluster

ing of these variables suggests that, at least from the sample member's

perspective, activating the helping network is not anathem a to good

rapport with family. It is not known which types of helpers were added.

Finally, cognitive functioning is represented in the fourth factor by

MSQ, the only indicat or of this construct. This fact or accounts for

11.9% of the variance.

It is apparent from the results of a factor analysis of variable s

representing key domains such as physical functioning, cognitive func

tioning, instrumental functioning, social resources, and caregiving

structure and burden, that one underlying structure is inadequate to

describe relationships for two samples of f rail community residing

elders. Though both samples are similar in many ways (age, sex, marital

status) and in general typify those elderly characterized as f rail by

community programs, the differences which were observed were extensive

enough or sufficiently qualitatively different to indicate sub-popula
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tions which cannot be adequately described along the same dimensions.

Physical impairment is a powerful descriptor, capturing the majori

ty of variance represented by variables in both samples. However, in

San Diego, the descript or includes cognitive as well as physical impair–

ment. Perhaps the intermingling of these two aspects of functioning is

explained by the inclusion of San Diego sample members with significant

mental impairment. Though the mean number of errors on the MSQ were

similar in San Diego and New York City, San Diego had more sample

members with moderate to high errors.

In San Diego, social contact s and ca regiving were separate con

structs while in New York City, a spects of care giving are mixed with

a spects of social resources. The admixture of caregiving items with

social resources it em's in New York City may reflect the New York City

sample's more impaired status. With severely impaired elders, social

contacts and relationships may lose some of their purely social content

and be increasingly bound up with necessary caregiving tasks.

Differences in 1 evel of severity between the samples may also

underlie the composition of the fourth factor in San Diego. Change in

extensiveness of the helping network was related to the same underlying

factor as change in IADL impairment whereas in New York City change in

number of types of helpers was associated with change in the number of

c1 ose relatives and frequency of contact with a child. The nature of

IADL tasks (e.g., shopping, cleaning, etc.) is that any one can do them.

However, the nature of ADL tasks (e.g., feeding, bathing, etc.), in

volves personal care of the body and calls for a degree of intimacy

between f rail elder and helper. It is more difficult to draw more

helpers into the system for these needs. It is also possible that

124



increased closeness may result from the need for personal care. At the

same time, the distinction between contacts which are clearly social and

contacts which are clearly caregiving may be lost. With severe impair

ment, ca regiving is such an ever present need that social contact s

become caregiving contacts.

Despite the finding that different variables are 1 inked with exten

siveness of the helping system (number of different types of hel pers)

and care giver burden in each sample, the number of different types of

helpers and the burden as sociated with care giving belong to distinct

underlying constructs in both samples.

Degree of physical impairm ent and type of physical impairm ent

clearly differentiates the samples. Indeed, the two groups probably do

not represent a single population of frail community residing elders,

but represent distinct groups within the older population. The severity

of impairm ent which differentiates the groups results in subsequent

differences in the importance of other conditions related to informal

support. In the severely impaired New York City sample, ca regiver

burden followed by helping network extensiveness are the second and

third most important dimensions underlying the information contained in

the variables used to describe the sample. In the moderately impaired

sample in San Diego, socio-emotional functioning remains a relevant

construct and is second in importance only to physical impairment in

restructuring the information about the sample. Only after this con

struct do the dimensions of caregiver burden and helping network exten

siveness appear. In each project sample, caregiving burden is more

important relative to the extensiveness of the helping system. Social

functioning is not present as a discrete construct in New York City but
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is intermingled with a spects of helping. The role of cognitive func=

tioning is dis similar in the samples. In San Diego, it fails to de

scribe a discrete construct as it does in New York City. In the 1atter

project, selection of project clients appears to have been restricted

to those without extensive cognitive impairment and who could be served

within the hourly limits of the program.

EXPLAINING CHANGE IN LEVEL OF CAREG IVING EFFORT: ANALYSIS OF COWARIANCE

Recognizing the 1imitations inherent in using factor scores and in

the different constructs apparently represented in the two samples, the

analysis proceeds toward establishing the relative contributions of the

explanatory constructs for the 1evel of caregiving effort or involvement

for each sample. Before proceeding, it will be remembered that sample

members in the two projects were assigned to one of two groups: a

treatment group receiving a special program of services and case manage

ment, and a comparison or control group which continued to receive

whatever services were available in the traditional system of care in

their communities. Thus, findings concerning the relationship of the

four factorially derived constructs to caregiving involvement might re

flect features of the samples and the purposes of the original study

from which they were drawn.

Table 5.4 presents the correlation coefficients between group mem

bership and the four derived factors. Examining these results (and the

mean deviation scores for the two groups) indicates that participation

in the demonstration program appears to be moderately related to changes

in physical functioning and changes in helping network burden in the New

York City sample.6 Treatment group members primarily maintained their

functional 1evels while comparison group members improved in functioning
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Table5.4

CorrelationCoefficients:GroupMembership”andExplanatoryFactors SanDiego
—NewYorkCity-----

---rP–

––––––––––.----———P.--—
Physical-CognitiveFunctioning
.
007
.
450PhysicalFunctioning
—.171
.
003

Socio-EmotionalFunctioning
.
074.091CaregivingBurden+.314.000 CaregivingBurden.061

.
137CaregivingExtensity+
–.046
.
229 CaregivingExtensity+

—
.018
.
376CognitiveFunctioning
.
074
.
117 *GroupMembership:

0=

TreatmentGroup;
1=

ComparisonGroup
§



over time. Treatment group members in this sample were the more im

paired at baseline. A more significant relationship is observed with

burden in the network: burden among the comparison group was maintained

or increased while burden among the treatment group decreased over time.

It is possible that the New York City program had a positive affect on

caregiver burden. In contrast, 1 ittle apparent affect of program parti

cipation on the derived constructs is observed in the San Diego sample.

The strongest relationship observed is with the construct describing

socio-emotional functioning (a trend).

Because the relationship with group membership could affect the

ways in which the derived constructs are related to caregiving involve

ment, group membership is entered hierarchically in the regression

equation. The baseline measure of 1 evel of care giving effort is also

entered hierarchically into the multiple regression equation in order to

remove variance in year one level of care giving due to level of care

giving at baseline. In effect, the analysis goes go on to explain

caregiving level of effort once initial level of effort and group mem

bership are accounted for. Factor scores based on the loadings of

variables on the derived factors are then entered into the equation in a

forward entry method in order to determine which constructs will make

statistically significant contributions in conjunction with the other

constructs. Interaction terms between the factors and group membership

are added as a group 1 ast to test whether the relationship between

provision of care and the factors varies depending on participation in

the demonstration program.

Results

Results of the regression analysis for each sample are presented in
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Table 5.5. Similar relative contributions of group membership to care

giving involvement (once initial level of caregiving is accounted for)

are observed in each sample. However, the direction of the effect is

not the same in the two samples. Being in the comparison group is

associated with increased care giving involvement in the San Diego sample

while it is treatment group membership which is associated with in

creased caregiving involvement in the New York City sample. The factor

scores for the four derived constructs are entered into the equations

next using a forward entry method.”

Recalling the 1 it erature review ed in Chapter II, it was expected

that physical impairment or the need for help would be positively re

1ated to caregiving involvement; increasing burden of care was expected

to de crease the amount of help provided; having more social resources

was expected to increase the amount of care provided; and being a hap

pier person without cognitive problems was expected to increase the

amount of care. For a variety of reasons, these relationships were not

born out in the analyses presented here.

Before interpreting the contributions of the factors to caregiving

involvement in each sample, the contribution of the set of interaction

terms must be evaluated. In the San Diego sample, the set of interac

tion terms does not add significantly to our ability to explain care

giving involvement and the contribution of the factors can be assessed.

However, in the New York City sample, the set of interaction terms does

make a significant contribution indicating that the relationship between

one or more of the factors and care giving involvement is not the same

for treatment group members as it is for comparison group members.

Examining statistics for the individual interaction terms indicates that
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Table5.5

Analysis
of
CovarianceResultsforChangein
CaregivingLevelofEffort SanDiegoNewYorkCity

R*
cummulative
foftheR*

cummulative
fofthe

VariableBetaChange
r

ChangeWariableBetaChange
R

Change Covariate(1)Covariate(1)
BaselineLevelof

BaselineLevelof
CargivingEffort.701.491
.
491329.010*
**

CaregivingEffort.570.325.325140.330+
k+ Covariate(2)Covariate(2)

GroupMembership".085.007
.
4984.880+GroupMembership"-.082.007.3312.940+ Factors(3)Factors(3)

Physical-CognitivePhysicalImpairment
.
274.071
.
40234.521&#
*

Impairment
.
200.039.53828.891
+k&

CaregivingExtensiveness+
.187.033.43616.966***

CaregivingBurden
.
157.024
.
56218.A
21++
+

CaregivingBurden+.185.031.46616.576*
**

CaregivingExtensiveness+
.
115.013
.
57510.506*
**

InteractionEffects(4).022
.
4883.035+

InteractionEffects(4).007.5821.361 Factor
1X
Group Factor

2X
Group Factor

3X
Group Factor

4X
Group

Factor
1X
Group Factor

2X
Group Factor

3X
Group Factor

4X
Group

*
GroupMembership:
0=

TreatmentGroup;
1=

ComparisonGroup *p<.05 **p<.01 ***p<.001
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a differential relationship exists between care giving involvement and

changes in physical functioning for treatment and comparison group

members. The effect of changes in physical functioning on care giving

must be interpreted differently depending on whether or not the sample

member participated in the program of community services. Comparison

group members improved their functional status while treatment group

members maintained their functional status. Because of the differential

effect on this important factor, analyses proceed separately for treat

ment and comparison group members in the New York City sample. Results

appear in Table 5.5 A.

In San Diego and among New York City program participants, the most

important explanatory factor (after the effects of baseline level of

caregiving effort and group membership are accounted for) is the factor

representing change in physical functioning. As the need for help in

creases, caregiving networks respond with increased 1 evels of involve

ment. This finding does not hold for comparison group members in the

New York City sample. For those sample members, there is no relation

ship between changes in need for help and the involvement of the care

giving network. Once again, with out making too strong of a statement

regarding program impact, it does appear possible that the New York City

Home Care Program functioned to help caregivers respond appropriately to

changing needs of frail elders.

In San Diego and among New York City program participants, three of

the four factors contribute to explaining change in 1evel of caregiving

effort. In San Diego, the socio-emotional factor did not significantly

contribute in light of the other measures. In this sample there is a

clear distinction between between social contact and caregiving contact.
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Table5.5A

Analysis
of
CovarianceResultsforChangeinLevelof
CaregivingEffort:

NewYorkCityTreatmentandComparisonGroups

TreatmentGroup(n

=
222)

ComparisonGroup(n=72)

R2
Cummula-
FoftheR2
Cummula-
Fofthe

BetaChangetive
R
ChangeBetaChangetiveR2Change

Covariate(1)Covariate(1)
BaselineLevelofBase1ineLevelof CaregivingEffort.580

.
337.337111.602+
kk
CaregivingEffort
.
552.304.30430.598
kk+ Factors(2)Factors(2)

PhysicalImpairment.332
.
102
.
43939.960%
kik
CaregivingExtensity+.406
.
145.44918.155
kk+

CaregivingBurden
.
153.023
.
4629.342*
*

CaregivingBurden
.
241.053.5027.217** CaregivingExtensity+

.
160.024
.
49410.2.46%
#

*p<.05 **p<.01 ***p<
.001
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Once care givers responded to increased needs, change in morale among

sample members was not a relevant factor in the provision of care. For

New York City program participants and comparison group members, changes

in cognitive functioning were statistically unimportant to the provision

of care once other fact or s were considered. The second and third ex

planatory factors in San Diego and among New York City program partici

pants were the change in extensiveness of the helping system and change

in caregiving burden. In San Diego, burden is relatively more important

in explaining provision of care than extensiveness of the system, while

among New York City program participants, the two factors make almost

equivalent contributions; change in extensiveness of the helping network

is slightly more important than change in helping network burden.

Among New York City comparison group members, once the baseline

1 eve1 of care giving effort is accounted for, only two measures are

observed to account for changes in caregiving involvement: extensiveness

of the caregiving network and caregiving burden. Increments in care

giving involvement were associated with extending the range of types of

helpers and increased burden in the system. Changing functional needs

of clients do not appear to be relevant to 1evel of caregiving effort in

this group. The two caregiving system measures (extensiveness and

burden) make 1 arge contributions to variance in 1 evel of care giving

effort and explain even more of the total variance than the three mea

sures in the treatment group.

In a 1 1 the equations, the direction of effects is that increased

amounts of burden are associated with increased involvement in providing

care. And, rather than the same amount of involvement being shared

among a larger number of helpers, in both samples more help was being
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provided by a larger network. It can be argued that rather than burden

being causal in explaining the intensity of caregiving involvement in a

network, caregiving burden depends on the degree of involvement. As the

1 iterature suggests, it may only be at very high levels of burden that

one could expect to observe a negative effect on the provision of care.

The ability of the fact or s to add to the explanation of 1 eve1 of

caregiving effort at one year (after accounting for the initial level of

involvement) varies for the San Diego and New York City samples. Once

the initial level of caregiving and group membership are accounted for,

the San Diego model accounts for only an additional eight per cent of

the variance in caregiving. The regression model for the New York City

treatment group is somewhat better, accounting for an additional 16 per

cent of the variance in care giving. For the New York City comparison

group, the two significant factors (caregiving network extensiveness and

caregiving burden) account for almost an additional 20 per cent of the

variance in caregiving involvement at one year. The regression models for

the New York City samples may have been more successful in part because

there was more residual variance in caregiving 1evel of effort available

for the other measures to explain. The baseline measure of caregiving

effort uniquely accounted for only 18.5% of the variance in caregiving

effort at one year among the treatment group and 11.4% among the compar

ison group. Unreliability of the 1evel of caregiving effort measure may

1argely account for the relatively small amount of variance in the year

one measure accounted for by the baseline measure. In contrast, the

baseline measure in San Diego uniquely accounted for 39.4% of the vari

ance in 1 evel of caregiving effort. If that measure is more prone to

error, the degree and direction of error appear to be fairly consistant.
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The unique contributions of fact or s which follow in the regression

equations are smaller in San Diego than in New York City and ultimately

account for a lesser proportion of variance.

ELABORATION OF FINDINGS

Analysis now turns to the question of the types of sample members

for whom the general findings hold in each sample. Demographic measures

reported in Chapter IV as being related to informal level of caregiving

effort were ethnicity or race (white or non-white), sex, marital status

(married or unmarried), and living arrangement (alone or not alone).

The question is, are there subpopulations within each sample for whom

the observed conditions and the relative importance of conditions to

caregiving varies. Does knowledge of these characteristics add to our

ability to explain change in 1 evel of caregiving effort. Finding that

being white or non-white or male or female adds significantly to the

variance in 1 eve1 of care giving effort, over and above the variance

explained by the regression model, indicates that the model works dif

ferently based on these characteristics. A non-significant contribution

indicates that the regression model derived applies equally to each sub

group. Prior to concluding that a characteristic is meaningful to

caregiving change, interactive effects between demographic characteris

tics and the general conditions or factors are tested for significance.

Results of analyses are presented in Tables 5.6A through 5.6C.

In San Diego, none of the demographic characteristics contributed

significantly to the regression model indicating that the factors apply

in the same way to al 1 types of f rail elders in this sample. Samp1 e

members are homogeneous with respect to how physical impairment, burden,

network extensiveness and participation in the project functioned to
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Table 5.6A

Analysis of Covariance Results for

Applicability of Model to Sample Subgroups
San Diego

R2 F of the
Variable Set Added a Change Change Beta

(1) Baseline Level of Caregiving Effort .575 91.1.17 k + k
Group Membership
Physical Cognitive Functioning
Caregiving Extensity+
Care giving Burden

(2) Ethnicity .001 .588 -.028

(3) Interaction Terms: .004 . 971
Ethnicity X Physical-Cognitive
Ethnicity X Burden
Ethnicity X Extensity
Ethnicity X Group

(2) Sex .001 .512 - .027

(3) Interaction Terms: . 005 .950
Sex X Physical-Cognitive
Sex X Burden
Sex X Extensity
Sex X Group

(2) Marital Status .004 2.978 . 069

(3) Interaction Terms: . 007 1.378
Marital X Physical-Cognitive
Marital X Burden
Marital X Extensity
Marital X Group

(2) Living Arrangement .003 2. 659 . 067

(3) Interaction Terms: . 007 1.315
Living Arrangement X Physical

Cognitive
Living Arrangement X Burden
Living Arrangement X Extensity
Living Arrangement X Group

*See Figure 3.2 for coding
* p < .05

** p < .01
*** p < .001
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Tab1e 5.6B

Analysis of Covariance Results for

Applicability of Regression Model to Sample Subgroups
New York City Treatment Group

R4 F of the

Variable Set Added Change Change Beta

(1) Baseline Level of Care giving Effort .486 51.345 k k k
Physical Functioning
Care giving Burden+
Ca regiving Extensity

(2) Ethnicity .002 .975 -. 0.50

(3) Interaction Terms: .004 .528
Ethnicity X Physical Impairment
Ethnicity X Burden
Ethnicity X Extensity

(2) Sex .004 1.583 - . 062

(3) Interaction Terms: . 002 .264
Sex X Physical Impairment
Sex X Burden
Sex X Extensity

(2) Marital Status .011 4.821 & . 117

(3) Interaction Terms: .002 .221
Marit al X Physical Impairment
Marital X Burden
Marital X Extensity

(2) Living Arrangement .02.2 9 .505 k k . 168

(3) Interaction Terms: . 006 .911
Living Arrangement X Physical

Impairment
Living Arrangement X Burden
Living Arrangement X Extensity

*See Figure 3.2 for coding
* p < .05

** p .01.
*** p K .001
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Table 5.6C

Analysis of Covariance Results for

Applicability of Regression Model to Sample Subgroups
New York City Comparison Group

R4 F of the

Variable Set Added Change Change Beta

(1) Baseline Level of Care giving Effort .502 22.845 k + k
Ca regiving Burden+
Caregiving Extensity+

(2) Ethnicity .011 1. 473 ... 106

(3) Interaction Terms: .031 1.442
Ethnicity X Burden
Ethnicity X Extensity

(2) Sex .016 2.217 - . 129

(3) Interaction Terms: . 038 1.822
Sex X Burden

Sex X Extensity

(2) Marital Status .001 .081 -.025

(3) Interaction Terms: .028 1.282
Marit al X Burden

Marital X Extensity

(2) Living Arrangement .000 .000 .000

(3) Interaction Terms: . 030 1.357
Living Arrangement X Burden
Living Arrangement X Extensity

*See Figure 3.2 for coding
* p < .05

** p .01K

*** p < .001
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enhance or diminish the provision of informal support.

It has already been observed that group membership affects which

factors explain caregiving involvement in the New York City sample. The

affect of demographic characteristics are examined separately for the

treatment (Table 5.6B) and comparison groups (Table 5.6C). The New York

City comparison group sample can be considered homogeneous with respect

to factors which enhance or diminish the provision of informal support.

Similar explanatory relationships are observed for the four demographic

factors studied. Among treatment group members however, marital status

appears to moderate the effects of explanatory factors on ca regiving

involvement. Over and above the effects of the explanatory factors,

married program participants appear to be receiving more help than

unmarried participants. (Since there is no interaction between exten

siveness of the network and marital status and since spouses are typi

cally primary caregivers, it is likely that increased efforts are coming

from the spouse).

SUMMARY

This chapter began by describing the selection of measures repre

senting constructs suggested by theory and empirical research to enhance

or diminish the provision of informal social support. These constructs

are physical functioning, self-perceived health, mental-emotional func

tioning, social resources, caregiving structure, caregiving burden, and

participation in a special program of community oriented case-managed

services. Analysis revealed that each of the samples experienced change

over time in the se areas as well as in the frequency or amount of

informal social support. In seeking a more parsimonious set of factors
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or conditions relevant to the provision of social support, differences

between the two samples emerged. Frail elders in the two samples could

not be described by exactly the same constructs though certain simi

1 arities did exist. Of theoretical interest is the finding that some

typical social constructs may 1ose their relevance under certain condi

tions. For example, among very severely impaired frail elders requiring

extensive care giving, the meaning of social contacts dissipates as a

discrete construct probably be cause social contacts become indistinct

from caregiving contacts.

Participation in the community-based long-term care program was

associated with some changes experienced by sample members. In New York

City, treatment group members were more 1 ikely to retain their function

a1 levels while comparison group members were more 1ikely to improve

their functioning; comparison group members were more 1ikely to maintain

or increase the burden among helping network members while burden de

creased for treatment group members. In San Diego a possible relation

ship existed between group membership and changes in socio-emotional

functioning.

The relative importance of conditions or circumstances to the

provision of social support was evaluated after accounting for initial

caregiving involvement and for the affects of group membership. Compari

son group membership was associated with increased caregiving involve

ment in San Diego while treatment group membership was associated with

increased care giving involvement in New York City. The analysis re

vealed that the affect of the key factors was not the same for treatment

as for comparison group members in New York City and analyses were

conducted separately for these two groups.
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For the San Diego sample, changes in socio-emotional functioning

did not add to the ability to explain care giving involvement; for the

New York City sample, changes in cognitive functioning were not rele

vant. Of the factors that were significant, changes in physical impair

ment were far and away the most important factor in explaining changes

in the provision of social support for the San Diego sample and New York

City treatment group members. There was no relationship between changes

in physical functioning and the provision of care for New York City

comparison group members.

Among less severely impaired elders who primarily need help with

tasks such as shopping, cleaning and transportation, the number of

limitations reported for all the helpers in the network is relatively

more important than the extensiveness of the network, and participation

in a community based program was 1 ikely to be associated with a decrease

in the provision of informal support. Among very severely impaired

program participants who not only need help with tasks such as shopping

and cleaning but who also require almost daily help with tasks such as

dressing and bathing, extensiveness of the helping network and burden in

the system were almost equivalent in their relationship to caregiving

involvement, and participation in the program was associated with in

creased caregiving. For the relatively more impaired sample who did not

receive special program services, increased extensiveness of the helping

network was more important to explaining care giving involvement than

were the number of 1 imitations experienced by that system.

It was also observed that among the more severely impaired, what

ever changes transpired in functioning and in the helping network,

married frail elders received more help than their unmarried counter
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parts.

Reasons for differences in the relative importance of the care

giving burden and extensiveness factors are not obvious. Consider again

the composition of the respective helping networks of the samples pre

sented in Chapter IV (see Table 4.6). Though differences aren't great,

San Diego sample members rely to a greater extent on friends and neigh

bors compared to New York City sample members. It is possible that

with out the history and strong bonds found among families that the

burdens or limitations of caregiving become more salient in explaining

the provision of help. It is also possible that the more moderately

impaired San Diego was approaching the point where more 1evels of the

caregiving network need to be activated.

Participation in the community-oriented program of services ap

peared to enhance the ability of the helping network to provide support

in the most impaired sample, but apparently inhibited informal support

in the 1ess impaired sample. It is possible that program case managers

in New York City were able to elicit more help for their married

clients. Spouses may have the greatest vested interest in trying to

provide as much care as possible so as to not lose the services of the

program and to keep their spouses at home. It may also be that under

conditions of severe impairment and extensive care giving involvement,

embeddedness in the spousal role and the easy availability of help

appears to extract added help regardless of changes in impairment, the

helping system or burden experienced. Even with the aid of case manage

ment, it is possible that spouses of severely impaired elders are pro

viding care in response to a spects of the situation other than the

ostensible needs of the older recipient. Among the more moderately
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impaired, case management may have functioned to help caregivers provide

care in response to the need for help.

NOTES

*Though the focus here is on utilizing change to understand rela
tionships, it is noted that even without change in any particular inde
pendent variable, important questions could be pursued. In particular,
it is possible for the relationship between any independent measure and
1evel of caregiving effort to be greater (or 1esser) for sample members
who participated in the program in contrast to those who did not. The
interpretation would then be made that the program was working in some
unobservable way (e.g., it did not affect functioning, burden or social
resources) to affect the ability of caregivers to provide care. How -
ever, the interest of this study is how the program might have affected
those factors established as potentially affecting caregiving involve
ment. The affect of program participation will be addressed later in
this chapter.

*Where one year measures have data missing, mean scores were sub
stituted in subsequent analysis.

*Lost variance is more of a concern where the focus of study is on
prediction. Despite capturing less than 100% of the variance among
these measures, covariation of the study measures should be retained and
it is this covariation which is central to this effort.

“Differences in the two samples existed for measures of functional
im pairm ent and for some demographic measures. One sample was more
impaired than the other, and one sample contained a larger proportion of
non-white sample members. These differences should not affect the basic
relationships among social constructs. Differences in quantity of these
measures should not substantially affect the quality of relationships
among measures, though strength of relationships might vary.

5A11 variables contribute to the formation of each factor to some
degree. How ever, the variables which load most heavily on one fact or
are used to describe the essence of the underlying construct.

*Because there are differences between the treatment and comparison
group, caution should be exercised in interpreting these relationships
as indicators of the impact of the program.

7 With the forward entry method, variables are entered into the
equation one at a time. Variables already in the equation will not be
removed as they might be with the stepwise method.
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VI. CONCLUSION

This chapter begins with a review of the study findings and then

proceeds to e1 aborate these findings in two ways: in terms of their

theoretical meaning and in terms of their meaning for public policy and

programs. The chapter ends with suggestions for further research.

SUMMARY OF FINDINGS

Using the framework provided by the construct of social support,

the question examined in this dissertation was, under what conditions

and circumstances is the provision of social support enhanced and under

what conditions and circumstances is provision inhibited. The study

examined the provision of instrumental social support to frail commun

ity-residing elders who were treatment and comparison group participants

in two community-based long-term care demonstration programs funded by

HCFA in the early 1980's. The impact of the programs on informal sup

port in three sites (South Carolina, San Diego, and New York City) was

included as part of the evaluation of the impact of these demonstration

programs on health care utilization and costs. The San Diego and New

York City programs had the most complete data sets and were used for

this analysis.

Theoretical literature and empirical research suggested salutary

(e.g., increasing need for help) and inhibit ory fact or s (e.g., burden

and the provision of an organized program of formal services) germane to

the continuing provision of social support. These constructs were

analyzed multivariately in order to assess which factors were more or

less important in explaining the provision of support.

Many a spects of social support are of theoretical and empirica1
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interest, for example, the changing structure or composition of net

works, the burdens experienced by primary caregivers, and the qualita

tive aspects of caregiving relationships. For this study, instrumental

social support was operationalized as 1 eve1 of caregiving effort, a

construct with theoretical as well as policy relevance. The construct

was defined in different ways in the two samples: as an interval 1evel

measure of discrete episodes of help from two helpers in various tasks

necessary for daily living (amount of help), and as a ordinal level mea

sure of frequency of help from two helpers in various tasks. A11 data

were available at two points in time, one year apart. A11 sample mem

bers were continually impaired and received at least some informal help

during the year.

The analytic approach addressed two major methodological challen

ges: studying change over time and assessing the relative importance of

different but related conditions and circumstances to the provision of

social support. The study analyzed deviational change among independent

and dependent variables; used fact or analysis to identify underlying

global constructs which were unrelated to each other; and, finally, used

study samples and measures which varied somewhat from each other as a

replicative strategy. The value of the virtual replication strategy was

manifested as the study progressed, discerning conditions which limited

the generalization of a single model and furthering an understanding of

the phenomenon.

While both study samples represent the elderly population desig

nated as frail, the samples differed from each other in ways which had

important implications for subsequent analyses. One sample was clearly

more physically impaired in activities of daily 1iving, the ability to
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perform personal and self-care. The other sample was 1 ess physically

impaired and had an unusually 1arge proportion of members with moderate

to severe levels of cognitive impairment.

In each sample, the study found that at base1 ine, more social

support is provided to those who are more physically, mentally, and

emotionally impaired; to those who have more social resources and avail

able sources of help; to those who are married, male, have higher in

comes, and possibly who are non-white. The greater the extensiveness of

the caregiving network (more helpers of varying relationships), and the

more burden in that caregiving network, the more help is being provided.

Factor analysis was implemented to discern the underlying structure

of the set of information and to derive factors which were uncorrelated

with each other. Four major fact or s were derived in each study sample.

In each sample, physical impairment is the most important construct de

scribing the set. While different measures are linked with the core

concepts of caregiver burden and caregiving network extensiveness, care

giving burden and care giving extensiveness are c1 early distinct from

each other. Differences in fact or structure are attributed largely to

the differences between the sample in physical and cognitive functioning

which are sufficient to result in different relationships among social

constructs. In the moderately impaired sample, socio-emotional func

tioning is a discrete and meaningful construct; in the severely impaired

sample, a spects of social functioning are intermixed with care giving

**t ensiveness and caregiving burden. Severity may also explain the

differential order of factors which were derived -- in the more im–

Paired sample, extensiveness of the helping system is superordinate to

the burden experienced in that system. Other differences (e.g., the
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linkage of cognitive and physical impairment in one but not the other

sample) are attributed to the inclusion in the San Diego sample of a

substantial number of moderately to severely cognitively impaired sample

members.

Participation in the program appears to have had a different affect

on care giving depending on the site: in San Diego the mean 1 evel of

caregiving involvement decreased for program participants while in New

York City, the mean 1 evel of caregiving involvement increased for pro

gram participants. Program participation for more severely impaired

elders (the New York City sample) also appears to have affected physical

functioning and caregiving burden: the average 1 evel of functioning was

retained and the average degree of burden decreased for program partici

pants relative to the comparison group which improved in functioning and

which experienced in creased burden. Because New York City treatment

group members were more severely impaired relative to the comparison

group to begin with, these changes cannot categorica11y be attributed to

the program.

Each multivariate regression analysis began by removing variance

associated with 1evel of caregiving effort at one year which was due to

the initial 1evel of caregiving effort and to participation in the study

as a treatment or comparison group member. The analysis proceeded to

evaluate the relative contributions of the four derived global con

structs: physical impairment, caregiving network extensiveness, care

giving network burden, and socio-emotional functioning in San Diego, and

cognitive functioning in New York City, as well as the differential

effects of these constructs for members of the treatment and comparison

groups. Once a final regression model was derived, the applicability
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of the formulations to frail elders with different characteristics

(married or unmarried, living alone or with others, white or non-white,

and male or female) was assessed.

S1 ightly but not completely different conditions 1 ea ding to the

provision of social support are identified for each study sample. For

the more severely impaired participants of the New York City demonstra

tion program and for the sample members in San Diego, change in physical

impairment is an overriding enhancer of support provision. For severely

impaired New York City comparison group members, instrumental support is

provided apparently without regard to the changing need for help. For

this group of frail elders, the conditions 1 ea ding to more support are

an increased range of helpers and more burden in the helping network.

(The possible reciprocal effects of care giving involvement and burden

will be discussed below).

In the San Diego sample and among New York City program partici

pants, extensiveness of the helping network and burden (in that order)

are positively associated with provision of support. It does not appear

that adding helpers to the system necessarily reduces the burden in that

system (though it may reduce the burden or 1 imitations perceived by any

particular helper) and in fact may introduce added 1 imitations. In

these samples, added burden and 1 imits do not act to inhibit the provi

sion of support.

The relationships between explanatory factors and social support

provision apply to the moderately impaired sample in general. On the

other hand, findings for the severely impaired sample suggested that a

single set of conditions is not similarly applicable for all sample

members. Marital status is observed to affect the provision of care for
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the severely impaired program participants in the New York City sample.

Married sample members increased their level of support beyond that

which changes in need would seem to require.

THEORETICAL INA PLICATIONS

This study has produced findings of theoretical interest in terms

of social support provision as well as in terms of social constructs.

In general, the study of social support has focused on the rela

tionship of support to health and other outcomes of importance. Fewer

efforts have been directed toward explaining the provision of social

support it self. The findings presented here contribute knowledge in

this important area.

For the most part, the importance of physical impairment as a driv

ing force in the provision of instrumental social support was unmistaka

b1 e. Care givers by and large increase and decrease their helping ef

forts as the needs of f rail elders change except under certain condi

tions. First, responsiveness to changing needs was not evident among

moderately impaired frail elders who did not have the benefit of case

management and among married severely impaired frail elders who did have

the benefit of case management. The demonstration programs of services

and case management may have functioned differently for different sub

populations of frail elders. Or, it may be that the programs themselves

had different qualities and that the type of frail elder was not the

determinant of the finding. These effects will be discussed below.

Second, as the 1iterature suggested, at 1 east under certain conditions

(severe impairment), social role embeddedness may override the impor

tance of physical impairm ent in explaining support provision. Without

knowing more about the nature of the arrangements and quality of these
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relationships it would be unreasonable to conclude that "unnecessary"

help is being provided. And, even were "unnecessary" help being pro

vided, no value can be placed on that provision. The nature of helping

may be a component of a long-standing set of role relationships, and/or

it can be dependency inducing.

The role of cognitive functioning in social support provision in

this study is unclear. Under conditions of moderate physical impairment,

cognitive functioning was not distinct from physical functioning and

together the two types of impairment were strongly related to provision

of support. How ever, the moderately impaired sample may be somewhat

unusual in that a higher than expected proportion of members had moder

ate to severe cognitive deficits. Caution must be exercised regarding

any conclusion about the effect of cognitive changes on support. Where

impairment is more severe, and where cognitive and physical functioning

were distinct constructs, changes in cognitive functioning were not

relevant in the model of social support when considered along with chan

ges such as physical impairment. While cognitive impairment by itself

is associated with provision of support, in the company of other fac

tors, the measure of cognitive impairm ent used in this study does not

appear to be significant in explaining change in support provision.

Aspects of cognitive and psychological functioning which may be most

difficult to deal with, for example, disruptive behavior and wandering,

were not included in the data sets.

The roles which caregiving burden and caregiving extensiveness play

in explaining support varied. The relative importance of the se con

structs may vary depending on the extent to which friends and neighbors

are relied upon compared to family members. Where friends and neighbors
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are more prevalent, burden may play a 1arger role; where family are more

prevalent, extensiveness may be relatively more important. Conclusions

about these constructs are made difficult by the ambiguous nature of

the factor analysis results. The construct of caregiving system exten

siveness, having helpers of different types of relationships, does not

appear to be particularly compelling. In each sample, other variables

were 1inked to the idea.

The provision of social support, at less than extreme degrees of

burden, is possibly more likely to result in caregiving burden than vice

versa. Burden probably needs to be quite severe before it would act as

an inhibit or of social support. The levels of burden experienced by

members of the caregiving networks studied here were not high enough to

test the hypothesis. It is also possible that the relationship between

burden and provision of care may be more relevant to the study of indiv

idual caregivers than to care giving networks. In this study, caregiving

involvement was examined among a network of caregivers, the composition

of which may have changed over time. The effects of burden on a partic

ular helper may have been more relevant to social support than burden of

all caregivers. Even if one person in a caregiving network became over

burdened to the point of no longer helping, it is 1 ikely (though unknown

in this study) that a replacement helper or helpers was found.

Study findings also suggest that the relevance of the familiar

concept of social resources or network diminishes under conditions where

intensive caregiving is occurring. It is possible that social contact s

become predominantly characterized as caregiving contacts. The sugges

tion does not imply that the contacts are not edifying in terms of

emotional support but that at 1 east in situations of severe physical
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impairm ent, some of the meanings typically comprising interpersonal

relationships may become dissociated.

Another relevant factor for which the study could not control are

the different geographical locations of the two programs. Though the

exact nature of the 10cations are not known, there are general distinct

aspects of 10cale which might influence the results. The influence of

1ocale cannot be easily disentangled from differences in frailty level.

San Diego is known as a retirement community to which many older people

relocate. Such relocation may bring greater reliance on non-family

members for help. Friends and neighbors could more easily be displaced

by formal service providers. In contrast, in New York City, elders by

and large have grow n old and frail in place. Family may be more availa

ble, and enduring ethnic neighborhoods can be a source of continuing

aid.

In an attempt to address to what degree severity level is the key

factor versus particular site, more severely impaired members from the

San Diego sample (who might be more 1 ike most of the New York City

sample), and less severely impaired members from the New York City

sample (who might be more 1 ike most of the San Diego sample) were

selected for further analysis. Findings are discussed with great cau

tion -- the fact or structure could be dis similar from the original

samples. Bivariate relationships between group membership and the fac

tors were somewhat more similar in the two sites. In the San Diego

severe analysis, group membership was positive and not significant (a

negative trend was observed for the original New York City sample);

physical impairment continued to be most important followed only by

care giving burden. In the New York City moderate analysis, 1 ike the
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original San Diego findings, group membership makes a positive and

significant contribution. Changes in cognitive impairment now take

precedence in explanatory power (more help was provided to those who

retained or improved their cognitive functioning) followed by caregiving

burden and extensiveness of the system as in the original San Diego

analysis. To the extent that cognitive impairment defined the San Diego

impairment factor, it might be concluded that the prominence of the the

cognitive impairment factor for moderately impaired New York City sample

members mimicked the San Diego findings. However, the direction of

effect if opposite.

For "severes" (the New York City sample and the subset of more

severely impaired San Diego sample members), group membership was re

1ated in opposite ways to caregiving in the two sites. Treatment group

members in San Diego appear to be receiving 1 ess informal help while

treatment group members in New York City appear to be receiving more

informal help. For "moderates" (the San Diego sample and the subset of

1ess severely impaired New York City sample members), program partici

pants at each site appear to be receiving 1ess informal help.

The findings suggest that any organized program of community-based

1 ong-term care service which includes active case management may inhi

bit helping efforts by caregivers of 1 ess than severely impaired elders.

In part, the nature of the tasks with which these two types of impaired

populations need help probably influences whether or not care givers

increase or decrease their efforts. Instrumental tasks can be done by

any one and most frail elders would willing1|y accept help from a non

intimate for tasks like house cleaning or shopping. But, for severely

impaired elders who must be helped in and out of bed, with getting
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dressed, or bathing, intimacy may be preferred (despite the often oner

ous nature of the tasks). Furthermore, once functioning has diminished

to very low levels, help from multiple sources, formal and informal, is

1 ikely to be required in order to maintain the person at home. There is

simply no option for significantly reducing one's involvement other than

institutionalization, and that is an option that is not commonly used.

However, frailty level is not the only factor that may be operat

ing. Among the severely impaired, how an organized program of services

and case management operates may determine whether informal caregivers

increase or decrease their efforts.

POLICY IMPLICATIONS

Long-term care service provision to older persons (both in and out

of institutional settings) is a major public and personal concern due to

escalating health care costs and the growing demand for services. The

growing number of older people, especially the very oldest of the old,

suggests that the need for continued caregiving will become more wide

spread and more crucial both to individuals and to the public health

care budget. Demonstration programs funded by federal and state govern

ments have been evaluated for their ability to provide necessary long

term care services and case management to the frail elderly and reduce

expensive institutional care, all without increasing the overall cost

of care. To the extent that formal services substitute for services

which would have been provided by informal supports, community-based

programs lose their ability to be cost efficient. Thus, it has become

increasingly clear that these community-based programs must be built

upon the foundation of the informal support system.
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The evidence presented here reinforces the importance of targeting

services to certain segments of the frail elderly population, of the

importance of case management and service 1imits in retaining and even

enhancing the provision of care by the informal support system. Target

ing programs to 1 ess than severely impaired frail elders who do not need

personal care on a daily basis increases the likelihood of substitution

of formal for informal care. For those who are moderately impaired and

do not need extensive personal care, formal aid for instrumental tasks

is more likely to be sufficient and informal caregivers can more easily

become superfluous. In the case of personal care tasks, the nature of

the tasks mean that formal care by itself would rarely be sufficient --

other sources of aid will likely be required as well. It is in this

1 atter case that despite ongoing care, community program s may reduce

caregiving burden in the system.

Though the South Carolina sample was not able to be subjected to

this analysis, it is possible that the severity 1 evel of their sample

members (even more impaired than New York City) in part explains the

retention of informal assistance described in Chapter II. The extreme

severity may even suggest that increments in informal care were not

possible whereas in New York City, while impairment was severe, there

was stil 1 room for care givers to increase their efforts. Program

matically, it also appears that in working with sample members and their

helpers, the New York City program and the San Diego program were able

to help caregivers increase or decrease their caregiving efforts based

on need for help. C1 early, the supply of instrumental social support

can be responsive to need for the service on the part of the older

person. To the extent possible, medical and rehabilitation efforts
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should be included in community based programs.

These findings imply that more severely impaired elders will retain

their caregivers out of necessity. Part of that necessity may be caps

or 1 imitations on formal service provision. Of the three projects in

which informal caregiving was evaluated in the National Evaluation of

Community-Oriented Long-Term Care Projects, the two with neutral (South

Carolina) to positive (New York City) impacts on informal care also had

caps or 1 imitations on the services which would be provided. In the

case of South Carolina, the cap was in the form of a limit on the amount

of money which could be used for each case. In New York City, continuing

clients could require no more than 20 hours of formal home care per

week. In each case, if informal providers were not retained, clients

would be threatened with the 1 oss of project services. Service caps

were not used in San Diego.

It is also important to realize that demands on care givers of

severely impaired elders who participate in community-based long term

care may be come even greater and that extra services may be required.

One common finding of the evaluation of 1 ong-term care program impact on

service utilization was a decrease in the number of nursing home days

used by program participants. These members were being cared for at

home by informal caregivers with the help of formal services. In some

ways, informal caregivers could be confronted with even more difficult

care giving situations.

Results of this study in combination with other literature suggest

four key policy goals for cost-effective provision of community long

term care services:

o target services to the severely impaired;
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o address functional and rehabilitation needs of frail elders;

o cap service provision; and,

o provide case management which addresses caregiver needs.

FURTHER RESEARCH

The research implem ented for this dissertation did not examine

every possible condition and situation which can effect social support.

Nor did it examine the myriad other aspects of social support and care

giving relationships, especially the more subjective aspects of care.

Results of the research presented do raise issues which could be suc

cessfully explored.

Two issues of measurement need to be addressed. First, the study

relied on secondary information about caregiver burden and 1 imitations.

Further research might examine the relation of burden to support with

first-hand information on burden, that is from care givers themselves.

Second, restriction of range on measures, especially level of caregiving

and burden, 1.imits the strength of relationships observed. Inquiries

which can improve upon the level of caregiving effort indicator should

be sought. For example, in the current evaluation funded by HCFA of the

Social Health Maintenance Demonstration Projects, assessors obtain esti

mates of hours per week that help is provided. Walidity and reliability

of 1evel of caregiving effort measures should be pursued. With the data

at hand it would be possible to try and predict sample members who

experienced significant reductions and increments in caregiving involve

ment. If the measures are valid, the same variables should be related

to caregiving involvement in each sample.

The present study examined help provided by a changing network of

helpers; it did not focus on a primary source of help. Additional
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research could determine the effect on the primary caregiver of changes

in the helping network. Additional research could also focus on provi

sion of social support among caregiving networks with varying composi

tions especially those which involve friends and neighbors in contrast

to family members.

"Restriction of range" may also have been a limiting factor of the

research in a number of ways. In order for certain kinds of data to

have been available and used in the study, New York City Home Care

client s were as sessed as still fitting within the service 1 imits.

Therefore, any one whose caregivers were no longer able to provide suffi

cient care would probably not have been retained. Research studies

which obtain data prior to significant caregiving change (e.g., upon

institutionalization) are designed to mitigate this problem. Caregiving

and independent measures were examined at two points in time one year

apart, perhaps too short of a time period for the influence of factors

to be fully felt. Studying two discrete time points does not address

the experience of caregiving nor how formal services worked with fami

1 ies over time. Formal services were examined by use of a proxy mea

sure, participation in the special program. Varying intensity of ser

vice provision by the program may have influenced caregiving involve

IIlent.

The issue of the role of cognitive impairment in the provision of

support merits further investigation. It is possible that the be

havioral manifestations of impairment rather than merely the severity of

disorientation to person, place, and time would be most relevant. And,

different conditions may pertain to provision of personal care aid in

contrast to help with instrumental aid.
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Finally, the study took it's starting point the policy concern that

the services of informal caregivers be retained or enhanced in order to

meet the needs of a growing older population. While economically neces

sary in some respects, many researchers are addres sing the costs of

caregiving to caregivers and their families, whether it be lost income

or services to other family members. And, it cannot blithely be assumed

that care giving may never exact it's to 11 on f rail elders as wel 1.

There are skills and temperment required for extensive nursing care, and

whether publicly providing services is cost effective or not may really

beg the issue of the desirability and coming neces sity of supporting

informal caregivers.
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