PLANNING HOME CARE SERVICES FOR THE ELDERLY:
VARTATIONS IN PERCEIVED NEEDS AND THEIR COSTS
Vol 4
by

ALAN PETER SAGER
=

B.A., Brandeis University
(1967)

M.Ed., University of Miami
(1970)

SUBMITTED IN PARTIAL FULFILLMENT
OF THE REQUIREMENTS FOR THE
DEGREE
DOCTOR OF PHILOSOPHY
at the

MASSACHUSETTS INSTITUTE OF TECHNOLOGY

JUNE, 1979

Signature Of Author...\c/n‘.'..'........v.r...-q...,,,4'.-..('/I......-eqqqaqyev--
Department of Urban Studies and Planning, 4 May 1979

Certified by.-o...o.-olo-...~'q'a;"oo;o‘c'oqq:-'vtkvn'ovceqcooqﬁtwvtvo‘owo
/ Thesis Supervisor

/ - -
Accepted by........ L teeeessertenaaan

Chairman, Department Committee

MASSACHU !—#‘ s
SETTS INSTiTuT
OF TECHNOLOGY '

Archives  pii 19 1541

LIBRARIES



Copyright (:) 1979
by

Alan Peter Sager



-3-

PLANNING HOME CARE SERVICES FOR THE ELDERLY:
VARTATIONS IN PERCEIVED NEEDS AND THEIR COSTS

by
ALAN PETER SAGER

Submitted to the Department of Urban Studies and Planning on
May 4, 1979 in partial fulfillment of the requirements for
the degree of Doctor of Philosophy.

ABSTRACT

Critics of public long-term care policy in the United States have com-
plained of its heavy emphasis on institutional care for the elderly, Many
who would like to see the elderly permitted choice among a variety of al-
ternative sites of care, including their own homes, are fearful of the
cost of more generous public funding of these alternatives.

The comparative costs of home and institutional care have been diffi-
cult to measure experimentally because of problems in controlling for the
initial characteristics of the two samples, in measuring outcomes, and
consequently, in learning what services are indeed effective. Given our
present knowledge of how well various types, quantities, and providers of
long-term care services enhance well-being, costs and effects of long-term
care in various settings have not usually been measured well.

This study was designed to improve our knowledge. It begins with a
sample of patients in fact about to enter nursing homes, obtains many hy-
pothetical estimates of the cost of an in-home alternative of equal or
greater effectiveness, and then compares these costs with those of insti-
tutional care actually provided.

But, if the greater availability of public funds for home care will
depend in large part on the costs of care at home and in institutions, then
the cost of home care itself, in the present research design, depends on
the hypothetical care plans written. Given our weak ability to measure ef-
fectiveness of long-term care services, how is it to be decided which view
of hypothetical home care need is valid -- in that it prescribes appropri-
ate services?

In this scheme, home care costs clearly depend on the types, quanti-
ties, and providers chosen by the care plans' designers. But the question
of who should control the allocation of in-home services is an important
issue in itself. Arguments may be advanced on behalf of competing claims
of various professionals, patients, and their families.

The hypothetical nature of the present study permits all claimants to
prepare home care plans independently. One measure of the validity of the
different views is how well they relate to patients' characteristics: is
more care prescribed for patients who might reasonably be thought to need
more care? A second measure which points toward validity, for profession-



al plans only, is that of reliability: how well do professionals agree
with one another about individual patients? Agreement may be in érror,

but its absence would certainly weaken the case for professional control
over home care planning and, therefore, for relying on costs of profession-
als' plans as the standard of comparison with the costs of institutional
care.

Principal findings were these:

1. Patients, families, and professionals agreed well on average about
patients' hypothetical care needs. Agreement in individual cases was not
as good. In general, patients and families requested less paid help than
professionals thought necessary. Families' evaluations of their own ca-
pacity and willingness to help were highest.

2. Care in both long-term care settings is expensive, But, by divert-
ing to home care those patients for whom it would be hypothetically cheap-
er, substantial savings could be won. By using these savings to subsidize
home care of patients for whom it is marginally more expensive, about half
of the sample could be cared for at home with no increase in total spending.

3. Patients, families, and professionals all planned care in reason-
able relation to patient characteristies: all sought more care for pa-
tients who seemed to need more.

4. While professionals agreed well, on average, about the needs of
the entire sample, individual care planners did not seem to agree well
about individual patients' home care needs.

5. Professional role had little relation to recommended home care;
professional training, only a mild relation. Some care planners tended to
prescribe more hours of service in their own disciplines. More contact
with patients was associated with more prescribed home care, but more ex-
perienced professionals prescribed slightly less care.

6. Individual care planners agreed well about which patients needed
more and less help. Rankings of patients by care needs were similar. But,
professionals did tend to disagree about how much care any individual pa-
tient required.

7. Professional agreement was strongest for technical components of
home care; weakest for household and personal care services. The latter
are the very areas in which patients and families could be expected to be
most competent to plan care.

8. The moderate requests by patients for services, combined with
relatively weak professional agreement in non-technical areas, suggests
opportunities for cooperative care planning among patients, families,
and professionals.

Bernard J. Frieden, Professor of Urban Studies and Planning, Thesis
Supervisor.
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THE CONTEXT OF THE STUDY



A.

CHAPTER I

OVERVIEW

Introduction

Two central problems have spurred debate over public policy on
long-term care for older Americans. These are the rising cost of
care and the marked emphasis on institutions as the settings
publicly~funded care, Broadened eligibility for in-home services
and deepened benefit packages have been proposed to simultaneously
slow the rate of spending increase and permit greater choice of
site of long-term care.

This dissertation is designed to help answer two questions raised
by these problems: (1) Should increased public funds for home care
of the elderly be made available? (2) If so, who should be
permitted to allocate these funds on behalf of individual patients?
In both policy and research, these questions are inextricably tied
because the costs of home care can be expected to depend in large
part on who plans services.

The dissertation manifestly addresses the second question through
its choice of method. It has proven difficult to measure directly
through controlled experiments the costs of care of equal effective-
ness for comparable populations in home and institutional settings.

In this study, the sample, composed of a group of older patients
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about to enter nursing homes, serves as its own control. Patients
enter nursing homes and the hypothetical cost of their care at home
is estimated.

In this study, as in real world, the cost of home care depends
in large measure on who decides the content of care plans. The daily
cost of home care depends on the types, quantities, and providers of
services delivered. Tt is therefore important that those who allocate
in-home design service packages which are effective, equitable, and
efficient.

Whose views of the home care needs of the elderly should be per-
mitted to prevail? Are professionals, patients, or family members
best able to design effective, equitable, and efficient care plans?
Because effectiveness, equity, and efficiency are difficult to gauge
directly, this question is hard to answer.

Why should we question who should have the right to decide which
services are necessary to support older people at home? Why should
we not simply continue to permit professionals who should be qualified
by virtue of training and experience to allocate services -- as they
have done in the past and as they do today? There are several reasons
for raising this question.

The first is simply that because, as has just been noted, effect-
iveness and efficiency and equity of home care are hard to measure, it
is difficult today to decide if professionally designed home care plans
indeed work.

The second is that there appears to be a lack of professional
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agreement about the goals of home care. Long-term care, and home
care in particular, falls at the intersection of several cross-cutting
categories, Professionals in both medical care and social service
have seemingly wvalid grounds for claiming influence over care plans of
patients in need of long-term care. The training of these professionals
varies considerably: physicians, who are internists, physiatrists,
surgeons, and others; nurses; social workers; and physical and occu-
pational therapists. Further, the roles and training of these
professionals intermix: for example, both nurses and social workers
are found in the ranks of both hospital discharge planners and home
care planners. Finally, there is frequently a disjunction between
knowledge and power in home care planning.

One example of the types of problem raised by competing profess-
ional outlooks in home care concerns the appropriate roles of medical
care, social care, and physical restoration of function. Home care
plans written to emphasize each of these different goals might be
expected to cost markedly different sums and to achieve markedly
different results.

The third reason for raising this question is that a consider-
able literature has arisen which raises doubts about the conguence
of professionals' judgments about means to be employed to attain goals
which are agreed upon. This literature spans several areas of medicine
and extends into other professional fields, such as criminal justice.
Weak professional agreement points to ineffective or inefficient —-

and possibly inequitable —- decision-making and consequent resource
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allocation.

Good care planning is especially important in the present long-

term care context. There appears to be a widespread belief

among legislators, administrators,
and the public at-large that the long-term care system —- especially
its institutional aspects but others as well -- works poorly. 1In the
absence of proven effectiveness of long-term care services; in view of
the difficulty of measuring outcomes; and given perceptions of mis-
appropriation, patient abuse, and inefficiency, it is not surprising
that pleas for new funding have been largely unheard. Such a perceived
environment lends itself to complaints that new program initiatives
would amount only to "throwing money at problems." TIn this context,
improvements in the reliability and consistency of care planning might
help build the foundation on which greater funding for non-institution-
al long-term care could be placed.

The fourth reason for raising the question of who should design
long-term care plans is that arguments have been put forth 1) that
permitting greater choice to older patients is good in itself; 2) that,
because the success of a plan of in-home care frequently depends on
the active cooperation of the family, the family should be asked in
advance to agree that the planned care meets their needs; and 3) that
long-term care, by virtue of the non-technical nature of most of its
constituent services, is a realm well-suited to the exercise of con-
sumer sovereignty. ( Family members, as well as patients, should be

viewed as consumers of long-term care.) Long-term care is not the
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only field in which calls for greater consumer control and diminished
professional control have been heard. Women's health services, ambula-
tory care in general, biomedical research, and public education are
other areas in which this debate has been taking place.

This dissertation lays the foundation for comparing the costs of
home and institutional care first by investigating the views of
patients, family members, and various professionals regarding needed
in-home services: and second by attempting to assess the legitimacy of
control over allocation of in-home services by members of the three
groups.

One issue to resolve is whether the members of the three groups
indeed disagree about the types, quantities and providers of in-home
care required by elderly individuals or populations. If, for example,
it should be found that patients, family members, and professionals
disagree but little, on average, the incremental program cost or saving
from non-professional control would be negligible. (For individuals,
however, outcomes might well vary with control.)

A second issue to resolve is who should be permitted to influence
or control home care planning if patients, their families, and pro-
fessionals should be found to disagree. What can be learned about
the effectiveness, efficiency, or equity of care plans designed by
members of the three groups?

Equity is easiest to measure directly because both vertical and

horizontal measures of equity are relative. Therefore, one test of



-21-

legitimacy of home care decision-making is whether people who seem
on reasonable grounds to need more care are indeed prescribed more
care (vertical equity) and whether people whe seem to need the same
amounts of care are prescribed the same care (horizontal equity).
Using regression and correlation analyses, the dissertation relates
patient variables to the amounts of care recommended by professionals
and requested by patients and their families.

Because of the overall lack of good data on outcomes of
long-term care in various settings, and the ongoing difficulty of
designing valid and easily administered tests of outcome, both
effectiveness and efficiency are presently very difficult to measure
directly. Indirect support for legitimacy of professional control
over home care plans would follow from consistency of views about
the service needs of the elderly. Reliability certainly does not
ensure validity, but it is hard to conceive of generally efficient
and effective and equitable home care plans as the product of a
population of professionals who tend to disagree markedly about the
needs of individual patients. Further, to take a more discriminating
look at the factors associated with greater consistency among
professionals, this dissertation will identify the patients,
services, and providers of care about whom (or which) agreement is

best.
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B. Overview

The present study is divided into three parts. The first (Chapters
I-III) sets out the context of the study, the second (Chapters IV-VI)
describes study goals, methods, and execution; and the third (Chapters
VII-X) reports findings and what they suggest.

Chapter II begins by noting the extent and nature of increased public
spending on long-term care for the elderly. It then explains the reasons
for higher demand for formal long-term care services, and why this care
has been delivered principally in institutions. It reviews some of the
important arguments made by advocates of higher public spending on home
care and of greater choice about site of care. 1In the course of this
discussion, the reasons why outcome of long-term care is difficult to
measure are indicated. Finally, the barriers to greater public home care
funding are discussed and the importance of better knowledge about compara-
tive costs of home and institutional care is noted.

Chapter III then reviews different methods of gauging these compara-
tive costs. Because initial characteristics of samples receiving care
in different sites are hard to control, and because the outcome of care
are hard to measure, a scheme of "hypothetical diversion™ is proposed.
This parallels one legislative approach to funding broader home care bene-
fits: making them available to those about to enter nursing homes who
could be cared for at home at no greater cost. On this model of hypothet-
ical diversion, the estimated cost of home care is compared with the real
cost of institutional care. Thus, and in the absence of good outcomes

measures, it is most important to learn which view of needed home care
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services——and their costs--is valid. By reviewing the reliability of
professional views in several fields, along with the characteristics of
long term care, reasons for a cautious outlook on professional consistency
in long-term care are identified.

In this setting, Chapter IV begins part two by setting out the
merits and drawbacks of permitting patients, their families, or profes-
sionals to influence or control the allocation of in-home resources. The
four principal goals of the study are then described: 1) to learn the
extent of agreement among the three groups about the types, providers, and
quantities of home care thought necessary; 2) to assess whose views of need
seem valid; 3) to compare the cost of hypothetical home care and real
nursing home care; and 4) to mine the by-products of earlier analyses to
learn a) how the home care planning process might be better organized;

b) which patients are thought to need which services and providers; and
c) what are the patterns of agreement about the various components of
home care plans. Chapter IV ends by reviewing methods of data collection.

Chapter V briefly indicates the steps actually taken in the course of
data collection. Responses to the problem of initially slow intake of
patients into the study sample are reported.

Chapter VI concludes part two by summarizing the likely impacts of
forces affecting the representativeness of the sample, describing the
sample's characteristics in comparison with such state and national data
as are available, and setting out the distinctions between patients at

participating hospitals who were screened into the study and those who
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were screened out. The salience of the variables characterizing patients

to understanding need for long-term care is indicated,

Part three reports major findings of the study and discusses their
meanings. Chapter VII compares the costs of home and institutional care;
patient variables and patient, family and professional views of home
care cost are considered. The costs of services and providers of care
recommended are indicated.

Chapter VIII reports the results of attempts to learn whether pro-
fessional, patient, or family views of home care need differ and if so,
whose appear more sensible. Patient variables are compared with the
amounts of care recommended by each group. The equity of home care plans
prepared by different groups is explored. Then, among professionals only,
patient variables associated with the various perceptions of need for
various types of care are analyzed. The subject of professional dis-
agreement is introduced by identifying the patient variables associated
with more and less consistency.

Chapter IX then analyzes in several ways the extent of agreement
among professionals about patients' home care needs. The effects of
professional role, training, and available information are investigated.
Using analysis of variance, factor analysis, Cronbach's alpha, and
Kendall's W, the extent and nature of agreement about the different

aspects of patients' home care needs are dissected.
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Finally, Chapter X summarizes findings and indicates what they suggest
for long-term care policy,methods of planning to meet patients' needs,

and further research.



Chapter II

TWO CONCERNS IN PUBLIC LONG-TERM CARE POLICY

A. Introduction

This chapter begins by separately identifying and tracing the
histories of the two major concerns in public long-term care policy
for the elderly today. These are the cost of care, especially to
governments, combined with the high rate of increase in that cost;
and the profound emphasis in public long-term care spending on
institutional services.

Together, these two discussions form the context of the descrip-
tion of present debates over federal long-term care policy1 which
follows. 1In the face of high costs of long-term care for the
elderly and the emphasis on institutional services, many have
argued for increased public funding for home care and for greater
choice by the elderly and their families over the setting of care.
Some advocates of greater home care funding have argued that this
could be accomplished with no increase in total public long-term
spending.

L 1t should be emphasized now that the phrase 'long-term care"
indeed refers to both in-home and institutional services. According
to Judith LaVor, long-term care consists of "Activities designed to
provide diagnostic, therapeutic, rehabilitative, and maintenance
services for individuals who have chronic physical or mental impair-
ments, in a variety of community and institutional settings, with
the goal of promoting the optimum level of physical, social, and
psychological functioning.'" See Judith LaVor, '"Long-term Care: A
Challenge to Service Systems,'" rev. ed., Washington: Office of the

Assistant secretary for Planning and Evaluation, DHEW, April 1977
(photo-offset), Appendix A.
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Responses by the U.S. Congress and the HEW bureaucracies to
these arguments are noted. Unanswered questions relevant to
accurate estimates of the costs of new home care benefits lead to
the discussion of the comparative costs of home and institutional
care which is presented in chapter three.

Several problems in addition to cost and the purported emphasis
on institutional care plague federal long-term care policy-makers.
These include the technical quality of services; the decency and
humanity with which they are delivered; and the nature of financial
and reimbursement controls necessary to minimize fraud and provide
incentives for efficiency, quality, and decency. Solution to each
of these problems would greatly improve delivery of long-term care
in this country -- both institutional and home care. Nonetheless,
they will be discussed only incidentally, as they bear on the
purposes of this study: to learn more about the extent of agreement
about the home care needs of the elderly, and about the comparative
costs of home and institutional care of roughly comparable effective-

ness for similar populations of older people.
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B. The Problem of TIncreased Public Spending on Long-term Care.

Since the late 1960's, there has been a growing concern in the
United States with the problems of rising spending -- particularly public
spending -- on health care in general.1 During the 1970's, long-term

care has become a major area of worry within the health care field itself.

This section will begin by documenting the extent and nature of the
growth in long-term care spending in this country. Tt will then explore
the various reasons for this growth. The next section will explain why
publicly—-funded long-term care has been principally institutional.
Although spending increases and the institutional emphasis are considered
separately, this is not meant to imply that the two are unrelated.
Indeed, because of the weakness of evidence of the comparative cost of

in-home and institutional care, judgment on any possible relation should
be withheld.

A

Three examples are: Council on Wage and Price Stability, The Complex
Puzzle of Rising Health Care Costs, Washington: Executive Office of the
President, December 1976; David Mechanic, "Approaches to Controlling the
Costs of Medical Care; Short-range and Long-range Alternatives, "New
England Journal of Medicine, Vol. 298, No. 5 (Feb. 2,1978), pp. 249-254;
Comptroller General of the United States, "History of the Rising Costs

of the Medicare and Medicaid Programs and Attempts to Control These Costs:
1966-1975," Washington: General Accounting Office, Feb. 11, 1976.

2

Health Policy Group, Commonwealth of Massachusetts, "Health Care Expend-
itures in Massachusetts: 1978 Update, "A White Paper, Boston: Office of
State Health Planning, Massachusetts Department of Public Health, June 9,
1978 (multilith); Department of Health, Education and Welfare, 'Control
Medicaid Cost Increases for Expensive Institutional Long-term Care,’ Mem-
orandum for July 14, 1978 Briefing, Major Initiative: Long-term Care/ Com-
munity Services, Appendix 6; "Marcia B. Cohen, '"Long-term Care and Cost Con-
trol: A Critical Analysis, "Health and Social Work, Vol. 4, No. 1 (February
1979), pp. 61-88
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The extent and nature of increased long-term care spending. From

1970 to 1977, total public nursing hame and home care spending on the
elderly increased by about 313%, from $1.4 to $5.9 billion.! This
seemingly rapid rate of increase may be only partly real and partly
perceived. The preponderance of this spending -- about 90% -- is
devoted to nursing home care, and nursing home care has achieved a
high degree of visibility in this country. From time to time,
powerful journalistic accounts of horrible living conditions are
reported. These are frequently combined with charges of misappropria-
tions of huge sums. There are other reasons for the visibility of
long-term care spending. A relatively high proportion of long-term
care funds are channelled through the Medicaid program, which is the
subject not only of federal debate, but of state and frequently local
legislative discussion as well. Constant calls for increased choice
in setting for long-term care keep vivid the perceptions of high
spending on nursing homes -- spending which appears to vacuum long-
term care funds which might otherwise have been spent with greater
discretion. Finally, in recent months, talk of a gray or graying
federal budget -- one which allocates too great a share to the
elderly -- has raised fears that perceptions of excessive long-term
care spending may preclude more generous funding in the future.

It may be useful to examine these perceptions critically. First,

For sources, see notes to Table II-E.
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it should be noted that they are, to varying degrees, well-grounded.
Tables II-A, II-B, and II-C set out data which can be interpreted to
support the view that recent increases in long-term care spending have
been unreasonable.

Table II-A, for example, sets out both total and public nursing
home spending for various years between 1940 and 1977. From 1960 to
1977 alone, total nursing home spending rose by over 2400% and public
spending increased by over 55507%. But these data are both limited and
unreliable. Nursing home spending data are limited because they exclude
for all years expenditures for long-term mental hospital care, chronic
hospital care, and home care for the elderly. Thus, the best available
longitudinal data in the field of long-term care spending exclude im-
portant elements of that care. This is particularly noteworthy because,
as noted later in this section, the share of these other elements has
been changing over time. The nursing home spending data reported in
Table II-A, while the best available, are internally unreliable for the
earlier years, in that they exclude the costs of care for an unknown
but probably significant number of older Americans residing in boarding
homes and similar facilities in the 1940's and 1950's. Most of these
precursors of modern 'rest homes'" and other institutions seem to have
been excluded in earlier bed counts, while their more regulated and
formally organized successors seem increasingly to have been included.

Thus, while the increase in public nursing home spending indicated

in Table II-A is accurate, it does not reflect possible offsetting



Table TT-A 1
Nursing Home Spending in the United States (million §)

FY 1940 FY 1950 FY 1960 FY 1966 FY 1977
Total spending $28 $178 $480 $1,407 $12,618
public spending 0 11 127 602 7,184
public % of total 0% 6.27% 26.5% 42.8% 56.9%

sources
1940-1966: Office of Research and Statistics, Social Security Administration, Compendium

of National Health Expenditures Data, Washington: USGPO, 1973, Table 5.

1977: Robert M. Gibson and Charles R. Fisher, "National Health Expenditures, Fiscal Year 1977,"
Soc. Sec. Bulletin Vol. 41, No. 7 (July 1978), Table 5.

lln recent years, approximately 907 of nursing home residents have been aged 65 and above, the
group usually considered "elderly." Virtually all the remainder are aged 55-64. See U.S. Bureau
of Census, Statistical Abstract of the U.S, 1977, Washington: USGPO, 1977, Table 166.

_'[E_
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reductions in public spending on behalf of older people relocated

from other institutions to nursing homes, It should be noted that the
growth of formal federal reimbursement programs has led to vastly im-
proved record-keeping over time., The fragmented records of spending
by thousands of jurisdictions of many forms of long-term care have
given way to consolidated reports for the Medicare, Medicaid, and
Title XX programs. For this reason, some of the most useful long-
itudinal data concern beds -- on which data are more reliable than on
spending. Such a longitudinal comparison is presented shortly. The
rate of increase in total spending is similarly inflated, by the ex-

clusion in earlier years of many nursing homes' predecessors.1

Critics of nursing home spending frequently contrast spending
increases in various sectors. Table II-B presents one such picture.
While interesting in itself, and a useful weapon in the hands of those
who would criticize long~term care spending, this contrast is incomplete.
It, also, fails to allow for the increase in the nursing home population
brought about by such forces as the 'de-institutionalization" of large
numbers of former mental hospital residents. Still, this table does
indicate the very rapid rate of increase on behalf of residents of places

called "nursing homes."

Comprehensive reviews of the costs of long-term care discourse frequently
on data problems. See, for example, Congressional Budget Office, Long-
term Care: Actuarial Cost Estimates, Washington: USGPO, August 1977;

Long-term Care Task Force, Commonwealth of Massachusetts, Report, Boston:
Office of State Health Planning, August 1977 (mimeo).




TABLE II-B

Proportionate Total Spending Increases: Various Sectors

Nursing Homes
Hospital Care
Total Health Care

Education3

National Defense4
0ASI?

6
Total Federal Spending

Total State & Local Spending

FY 1960

($million)

s 480!

8,499

25,8561

24,700
50,700
10, 300
90, 300

61,0007

FY 1977
($million)

$ 12,6182

65,6272
162,627>
131,100
118, 500

71,300
358, 900

321,400°

% increase

1960-1977

2,529%
672
529
431
134
592
297

427

_E‘g-
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TABLE I1I-B
SOURCES
Office of Research and Statistics, Social Security Administration,

Compendium of National Health Expenditures Data, Washington:
USGPO, 1973, Table 5.

Robert M. Gibson and Charles R. Fisher, '"National Health Expendi-
tures, Fiscal Year 1977, "Soc. Sec. Bull., Vol. 4 , No. 7 (July
1978), Table 5.

U.S. Bureau of the Census, Statistical Abstract of the U.S., 1977
Washington, D.C. 1977. Table 201, '"School Expenditures - Public
and Non-public, by Type of Control and Level of Instruction: 1940-
to 1977."

ibid, Table No. 564, '"Federal Budget Outlays for National Defense
and Veterans Benefits and Services: 1950 to 1977.

Social Security Bulletin, Vol. 41, No. 7 (July 1978) Table M-5,
""Old-age and Survivors Insurance Trust Fund: Status, 1940-78,"
p. 40.

U.S. Bureau of the Census, op. cit. Table No. 456, "All Govern-~
ments -- Summary of Finances: 1950 to 1975."

Unpublished data acquired through telephone conversation with
Gerry Keffer, U.S. Bureau of the Census, Suitland, Maryland.
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Keeping in mind the weaknesses in longitudinal data about nursing
homes, it is instructive to consider nursing home spending for one
year. Nursing home care is especially expensive to the states and to the
federal government. In no other major health sector does the govern-
ment bear so high a proportion of the cost of care. Table II-C
indicates total spending by sector in fiscal year 1977,

Table II-C also indicates the high state and local contribution to
nursing home spending. This is noteworthy by contrast to the
hospital sector, the other area of high public contribution. Further,
the states' share of the state/local contribution to nursing home
spending is markedly higher than is their share of hospital spending.
This is because of the high costs of city-county acute care hospitals,
and the absence of a comparable local function in long-term care.

For these reasons, increases in nursing home spending are particularly
visible to the states. Such visibility helps make the state especially
sensitive to increased costs of nursing home care. This is seen
particularly in the Medicaid program, in which nursing home spending
looms very large. In 1977 the state share of total Medicaid spending
of $16.3 billion was 43.5%. Of the total, 39.27% was spent on nursing

home care.

1Robert M. Gibson and Charles R. Fisher, "National Health Expenditures,
Fiscal Year 1977." Soc. Sec. Bulletin, Vol. 41, No. 7 (July 1978),
Table 3.




Table II-C

Total and Public Spending by Health Sector, FY 1977

Total Spending

Federal Y,

State/Local %

($ million) Public %

Sector

Hospital Care $ 65,627 55.2%
Physicians' Services 32,184 24.3
Dentists' Services 10,020 5.0
Drugs 12,516 9.1
Nursing Home Care 12,618 56.9
TOTAL $162,627 42.1%
Source

39.27%

18.0

16.0%
6.3
1.9

4.2

Robert M. Gibson and Charles R. Fisher, '"National Health Expenditures, Fiscal Year 1977."

Soc. Sec. Bulletin, Vol. 41, No. 7 (July 1978), Table 2.

—gg_
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While nursing home spending increases over the past decades
appear impressive, data problems noted earlier point to the need to
ground longitudinal comparisons more firmly, Total long-term care
bed changes, and changes in the bed/population ratios constitute
yardsticks less elastic than nursing home spending. Data in Table II-D
indicate a considerable increase in the total number of long-term care
beds available to the elderly from 1939 to 1975. During this time,
total beds rose by 452% and beds per 1000 aged 65 and above increased
by 116%; beds per 1000 aged 75 and above increased by 68%. The marked
reduction in the rates of increase in all measures during the years
1961 to 1975 points to possibilities that needs are being met or that
controls on spending or admissions are constraining bed growth.

These data clearly modify the picture of long-term care spending
and utilization which was formed by viewing nursing home spending
alone. Assuming little change in occupancy rates, or in average cost
per long-term care bed occasioned by the changed proportions of mental
hospital, chronic hospital, and nursing home beds in the long-term
care bed totals, it can be asserted that overall spending on institu-
tional care has indeed increased markedly since 1939. 1In recent years,
however, this increase has been relatively undramatic.

Another implication of this information should be noted. The
deceleration of the rate of increase in long~-term beds per thousand
elerly, combined with the steady growth in the long-term care bed supply

observed since 1939 would seem to indicate that the provision of



Table II-D

Estimated Number of Long-term Care Beds Available to the Elderly, 1939-1961-1975

Institution
Nursing Homes
Long-term Hospitals

Mental Hospitals

TOTAL

Beds /1000 365

Beds /1000 $75

Thousands of Beds

182°
268

30.6

103.4

1961

534

817

47.8

140.4

1975
1,330
51

9
99

1,480

66.1

173.6

7% Change

1939-1975

+5,220%
- 167%

- 467

+ 4527%

+ 116%

+ 68%

% Change

1961-1975

+1497
- 28%

-_53%

+ 81%

+ 38%

+ 347

-8€_
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Table II-D
SOURCES

90% of nursing home beds are included, approximately the proportion
of residents aged 65 and above. See U.S. Bureau of the Census,
Statistical Abstract of the United States, 1977, Washington: USGPO,
1977, Tables 163 and 166. 'Nursing homes" are '"places providing
some form of nursing, personal care, or domicilary care; standards
vary widely among states.'" (ibid., Table 163.)

"Long-term general and other special' hospitals.

30% of all mental hospital beds in Massachusetts were occupied by
persons aged 65 and above in 1973. See a Massachusetts Department
of Mental Health study cited in Massachusetts Long-term Care Task
Force, Report, op. cit. Only 30% of all beds in mental hospitals
are therefore included in all estimates of availability of mental
hospital beds for the elderly.

L. Block, Hospital and Other Institutional Facilities and Services,
1939, Vital Statistics, Special Reports 13, Nos. 1-57, Washington:
U.S. Bureau of the Census, 1942,

U.S. Bureau of the Census, Historical Statistics of the United
States, Colonial Times to 1970, Part 1, Washington: USGPO,
September 1975, Series B-328.

ibid, Series B-324.

H.B. Speir, '"'Characteristics of Nursing Homes and Related Facili-
ties: Report of a 1961 Nationwide Inventory, "U.S. Public Health
Service Pub. No. 930-F-S, Washington: USGPO, 1963.

Historical Statistics, op. cit., Series B - 310,

ibid, Series B-312.

U.S. Bureau of the Census, Statistical Abstract of the United
States, 1977, Washington: USGPO, 1977, Table 163.
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institutional long-term care is more than a recent artifact, purely a
response to federal legislation of the past fifteen years. Rather,
the nature of the growth of the long-term care bed supply points to

a deep-seated pattern, one which might well prove difficult easily to
reverse.

A final characteristic of public long-term care spending should
be noted. This is the profound emphasis on institutional care. While,
as Table II-E indicates, there was a slight increase in the proportion
of public long-term care spending devoted to home care from 1970 to
1977, it still is the object of less than 12% of the total. As noted
in chapter I1II, this small rise took place in an atmosphere of intense
pressure for greater public support for home care.

This discussion of the extent and nature of increased long-term
care spending has indicated that while the rise in nursing home spend-
ing overstates the true increase in the size of the institutional
long-term care sector, examination of the number of long-term care
beds available to the elderly does document a deep-seated steady in-
crease, The growth of the nursing home as the site of care for the
disabled elderly, combined with the financing of that care under
Medicaid, has probably increased the visibility of institutional
long-term care expenditures. Care of thousands of residents of mental
hospitals, financed by the states, and of thousands of county infirm-
ary and poor farm residents, financed by localities, became the
responsibility of nursing homes. Under the Medicaid budget, the

costs of this care are visible to both the federal government and
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Table II-E

Distribution of Public (Federal, State, Local) Long-Term Care Spending

on the Elderly (Age 65 and Above)

(Fiscal Years, Except as Noted)

Nursing Home Spending

Medicare
*
Medicaid
Subtotal - nursing home spending

Nursing home percent of Total

Home Care Spending

Medicare
Part A
Part B

Medicaid
Title XX-Social Security Act

Title III - Older Americans Act
subtotal-home care spending
home care percent of Total

Total (nursing home plus home care)

Note:

*excludes ICF-MR

1970
(000)

1
$ 249,911

3
1,058,557
1,308,468

91.9%

1

$ 46,539
5

28,307

3
9,010

8
32,015

FY 1971
( I

NA

115,871

8.1%

$1,424,339

1977
(000)

2
$ 288,597

4
4,902,890
5,191,487

88.2%

2

$ 217,718
6

90, 360

7
141,514

9
229,446

16,908

695,946

11.8%

$5,887,433
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Table II-E

SOURCES

U.S. Social Security Administration, Social Security Bulletin,
Vol. 33, No. 12, December 1970, Table M-18 and Vol. 34, No. 6,
June 1971, Table M-18.

U.S. Social Security Administration, Social Security Bulletin,
Vol. 41 No. 7, July 1978, Table M-18.

Calculated for CY 1970 from data in:

a. U.S. Department of H.E.W., Social and Rehabilitation Service,
National Center for Social Statistics, Numbers of Recipients
and Amounts of Payments Under Medicaid and Other Medical Programs
Financed from Other Public Assistance Funds - 1970. DHEW Pub. No.
(SRS) 73-03153, NCSS Report B-4 (CY 70), Tables 20, 21, and 22.
October 1972,

b. U.S. Department of H.E.W., Social and Rehabilitation Service,
National Center for Social Statistics, Findings of the 1970
AB Study, and Findings of the 1970 APTD Study, Part 1, Demo-
graphic and Program Statistics, Table 1. 1972.

U.S. Department of H.E.W., Health Care Financing Administration,
Medicaid Statistics, June, 1977, Research Report B-1 (6/77),
December 1977, Table Ql. Estimated payments for SNF's and ICF's
(excluding mentally retarded) by summing Quarters October-December
1976, January-March 1977, and twice April-June 1977, subtracting
10% to allow for nursing population under age 65.

U.S. Social Security Administration, Social Security Bulletin,
Vol. 33, No. 6, June 1970, Table M-20 and Vol. 34, No. 4, April
1971, Table M-20.

U.S. Social Security Administration, Social Security Bulletin,
Vol. 41, No. 7, July 1978, Table M-20.

U.S. Department of H.E.W., Health Care Financing Administration
Medicaid Statistics June 1977, Research Report B-1 (6/77), December
1977, Table Ql. Estimated payments for home health services for FY
1977 by summing Quarters October-December 1976, January-March 1977,
and Twice April-June 1977, subtracting 207 to allow for services

to those under age 65.

Figure estimated by:

a. Calculating percent of all Homemaker and Chore service
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recipients in OAA, APTD, and AB categories (U.S. DHEW),
Social and Rehabilitation Service, National Center for Social
Statistics, Findings of the 1970 OAA Study,Part 1, Table 37,
Findings of the 1970 APTD Study, Part 1, Tables 1 and 37, and
Findings of the 1970 AB Study, Tables 1 and 37. 1972.

b. Applying these percents to the total social service dollar
figure expended for Homemaker and Chore services for adult
titles, (OAA, APTD, AB) for FY 1971 (U.S. DHEW, Social and
Rehabilitation Service, Cost Analysis of Social Services,
Fiscal Year 1972; An Update of the Cost Analysis of Social
Services for FY 1971, report prepared by Touche Ross & Co.,
Washington, D.C., February 1973. Exhibit 4,

c. Calculating percent of APTD and AB recipients age 65+
(OAA = 100% age 65+);

d. Applying these percents to the respective dollar figures
derived in b;

e. Summing the final dollar figures derived in d.
9. Figures estimated by:

a. Calculating average percent of home-based service dollar
figure allocated to age 60+ according to a four-state
survey (Benton, Bill Tracey Feild, and Rhona Millar,
""State and Area Agency on Aging Intervention in Title XX,"
Working Paper 0990-24, Washington, D.C.: The Urban Institute,
December 1977. Figs. 7, 9, 10, 13, 15.);

b. Reducing average percents by five to eliminate an amount
estimated to be a allocated to persons 60-64 years old;

c. Applying net percent to total estimated expenditures for
home-based services for FY 1077 (Wolff, Eileen, Barbara E.
Bird, Patricia L. Sullivan, Technical Notes; Summaries and
Characteristics of States' Title XX Social Services Plans for
Fiscal Year 1977, U.S. DHEW, Office of the Secretary, Washington,
b.C., 1977, p. 89.)

10. Telephone conversation with Eleanor Sneed, Office of Program
Operations, Administration on Aging, Washington, D.C.

11. U.S. Senate, Special Committee on Aging, Developments in Aging:
1977, Part 1, Report No. 95-771. Washington, D.C.: USGPO 1978,
p. 120.
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the states. Finally, the institutional emphasis of public long-term
care spending, while modified slightly in recent years, remains profound.

The next section discusses the reasons for the increased provision

of publicly-§upported long-term care in this country; the following
section explores the sources of this country's apparent preference for

institutions as settings for the delivery of that care.

C. Explaining TIncreased Demand for Long-term Care.

Long-term care was defined earlier in this chapter as a set of
activities designed to provide certain services in a variety of settings
for individuals who have chronic physical or mental impairments. Until
the early 1970's the major public policy concerns in long-term care in-
volved organized, formal means of providing long~term care. 1In the last
few years, there has been an increasing interest in strengthening inform-
al supports for citizens in need of long-term care. This interest has
grown for at least two reasons: 1) efforts to increase the supply of
non-institutional alternatives for the long~term disabled elderly,
working-aged disabled, mentally ill, mentally retarded, and others: and
2) recognition that for reasons of cost and effectiveness, formal long-
term care programs must complement (or do as little as possible to
undermine) informally provided helpf

Three types of explanations for increased demand for organized long-
term care services may be reasonably adduced. They are socio-demogra-

phic, economic, and epidemiologic. These explanations may be thought of
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as acting in various ways both independently and synergistically.
Certain forces in each area act to increase the overall demand for
long—term care, no matter how provided: some of these forces act
specifically to increase the demand for formally organized services
and/or reduce the supply of informally provided services. Family
behavior is terribly important because, as will be made clear below,
small changes in patterns of family effort can powerfully affect
demand for formal supports,

It should be noted at the outset of this discussion that no
attempt will be made to assess comprehensively the relative import-
ance of the various sources of higher demand for formally organized --
and, with increasing frequency, publically funded -- long-term care.
Rather, the general size and direction of these sources will be set
out. Further, no serious attempt will be made to resolve the question:
has the family's willingness to care for its older dependent membérs
declined? Family members -- spouses and adult children in particular--
have been castigated by some analysts and some advocates for the
elderly as selfish, unfeeling, and worse when they place their
relatives in nursing homes. Critics of the family point to the in-
crease in the proportion and absolute number of the elderly residing
in long-term care institutions, the greater proportion who die as
resjdents of institutions, the well-publicized abuses of rights and

dignity of institutional residents, and the general preference of the
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elderly for home care.l

In the face of these attacks, many have responded by asserting
that the level of effort exerted by families to care for their
dependent members has changed very little, and that family members
continue to provide the great majority of the services required by
the dependent elderly. Moroney's study of the family in Britain
concludes that by most available measures, '"there is no clear
evidence that the state is assuming the primary responsibility for
the care of the e1der1}’-"2Morris, Benedict and Maddox are among
those who argue that the most reliable U.S. national data indicate

that almost 807 of help received by older Americans is provided by

related household members.3 Analysis by Shanas of data from a 1975

1

See, for example, Claire Townsend, 0ld Age: The Last Segregation,
New York: Grossman, 1971, pp. 133-135; also, those criticized by
Donald P. Kent, "Aging-Fact or Fancy," "The Gerontologist, vol. 5,
no. 2 (June 1955), pp. 51-56.

2
Robert Moroney, The Family and the State: Considerations for Social
Policy, London: Longman, 1976, p. 56.

3Robert Morris, "Family Responsibility: Implications of Recent
Demographic and Service Trends for a Natural Helping System,"
Waltham, Mass.: Levinson Policy Institute, Brandeis University,
working paper, November 1977; George L. Maddox, "Families as
Context and Resource in Chronic Illness,'" in Sylvia Sherwood, ed.,
Long-term Care, Holliswood, N.Y.: Spectrum, 1975, pp. 317-348; Robert
Benedict, "The Family and Long-term Care Alternatives,'" Address to
the 1978 Groves Conference on Marriage and the Family, Washington,
D.C., April 28, 1978; National Center for Health Statistics, "Home
Care for Persons Fifty-five and Over, United States, July 1966-June
1968, vital and Health Statistics, Series 10, No. 73 (July 1972),
pP. 8 See also the discussion by Elaine M. Brody, ''The Aging and the
Family," Annals of the American Academy of Political and Social
Sciences, Planning for the Elderly,Vol. 438 (July 1978) pp. 13-26.
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national study further supports the confention that members of the
household and non-resident children of non-institutionalized elderly
bedfast Americans provide the great bulk of services needed.l The
thrust of these arguments is that the place of the three-generation fam-
ily in caring for the elderly may well have been exaggerated in almost
mythical fashion.

Families do more than provide most of the care to those of their
disabled members who reside at home; families also care for at least
as many older Americans as do institutions. While it is certainly
true that the average disabled older person residing at home requires
less help than the average disabled older person residing in an insti-
tution, the needs of the former group are very considerable--partic-
ularly in as much as families' resources for care are fewer than those
of typical institutions. Maddox notes that, of older Americans who
receive care at home, ''one-third require constant care over a long
period of time." Surprisingly high proportions have been receiving
help from family members for over one year.

By some measures, some families may be viewed as abandoning their

responsibilities to their dependent elderly members. By other measures,

lEthel Shanas, 'The Family as a Social Support System in 0ld Age," A

paper presented at the 30th Annual Meeting of the Gerontological Soc-
iety, San Francisco, November 1977.

2George L. Maddox, "Community and Home Care: United States and United
Kingdom,'" in A.N. Exton-Smith and J. Grimley Evans, eds., Care of the
Elderly: Meeting the Challenge of Dependency, New York: Grune and
Stratton, 1977, pp. 147-160.
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families seem to be doing quite a good job. What is most important

to public policy in long-term care, however, is not whether or not
families are "discharging their responsibilities." Rather, it is

the size and direction of marginal shifts in the level of family
effort. Even after decades of growth in the use of institutional care,
only a small proportion of those aged 65 and above reside in institu-
tions. Families do provide most of the services needed by those who

require help. Consequently, a small reduction in the level of family

effort means a significantly larger percentage increase in the number

of older Americans who require formal support in either the home or

an institution. Understanding the variables which affect level of

family effort over time should inform public attempts to buttress
families. 1In the context of the present study, such understanding
should also help explain differences in ability across families at
the present time to provide help to relatives at home. Changes in
ability, in turn, affect the demand for different types of paid,
formally organized home care services.

Of the three forces affecting the demand and supply of informal
support, epidemiologic changes have worked to increase the demand for
long-term care generally. Socio-demographic and economic changes ap-
pear to have modulated this demand through their impacts on the avail-
ability and ability of family members to provide informal support for
the elderly. A reduced supply of informal help, in relation to the
number of elderly Americans needing long-term support, has resulted

in increased demand for formal help. This formal help could be
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provided either in homes or in institutions. Section D of this
chapter seeks to explain why the institutional site has been more

common.

Epidemiologic changes. Three epidemiologic forces affecting the

demand for long-term care can be identified: Americans are living
longer; the causes of death are changing; and the specific gap be-
tween male and female longevity is widening.

The proportion of the U.S. population aged 65 and above has in-
creased markedly over the past 100 years. This is expected to con-
tinue. The rise in the proportion aged 75 and above is even greater,
and is even more significant in explaining the increased demand for
long-term care: Those aged 75 and above are especially likely to
need and to use long-term care. As the data in Table II-F indicate,
the proportion of the population institutionalized rises steadily with
age. The Federal Council on Aging refers to those over 75 collectively
as the "frail elderly," indicating that a "critical mass occurs with-
in this age range which is worthy of national attention."l

Age is correlated not only with nursing home use, but with home
care use as well. Table II-G presents home care use under Medicare by
age. The pattern of home care services' use increases with age in a

manner different from that of instituticonal care. Home care use by

lFederal Council on the Aging, Annual Report to the President-1976,
Washington: USGPO, 1977, pp. 23-31.
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Table II-F

Utilization of Nursing Homes - 1977

% of 7% of 2 % of
Population Nursing Home Age Group
Age (216,332,000) Residents in Nursing Home

under 65 yrs. 89.1% 14.7% 0.098%
65 10.9 85.3 4.7

65-74 6.7 15.7 1.4

75-84 3.2 36.6 6.9

85 1.0 33.0 20.5

Sources

l.Administration on Aging, Office of Human Development Services,

Statistical Notes from the National Clearinghouse on Aging, No. 2,

August 1978, p. 3.

National Center for Health Statistics, Advance Data from Vital and

Health Statistics, No. 29, May 17, 1978, Table 1.



Table II-G

Utilization of Home Health Services under Medicare

Calendar Year 1975

Age Visits1 % of Total Visit:s/lOOOl’2 % of Enrolledl’2
(000) Visits Medicare Medicare
population population by age
per each age group served by
group home care
(000)
Under 65 797 7.4% 368 1.4%
65 10,007 92.6 445 2.1
65-74 3,891 36.0 290 1.4
75-84 4,432 41.0 628 2.9
85 1,684 15.6 846 3.9
Total 10,805 100.07%
1

Health Care Financing Administration, DHEW, Research and Statistics Note, No. 2,
June 1978.

2Social Security Bulletin, Annual Statistical Supplement, 1975, Tables 138, 139.

-'Lg-



-52-

the oldest group, that aged 85 and above, is proportionately less than
use of institutional care. This reflects the present difficulty of or-
ganizing home services for the very disabled, who are likely to be
relatively old.

Given that age correlates so strongly with use of long-term serv-
ices, it is important to note the past and projected rise in the numbers
aﬁd proportions of those over age 75--the very groups most likely to use
long-term care. These data are set out in Table II-H.

Life expectancy at birth has increased along with the aged pro-
portion of the population: from 49 years in 1900, to 63 years in 1940,
to 71 years in 1970, and to 72.5 in 1975.l A further consequence of
the growth of the elderly population, and of its aging, has been an
increase in the likelihood that the adult children of parents in need
of care would themselves be too frail to provide that care.

Americans are not only living longer; we are dying of different
causes. Many of the illnesses which killed quickly in earlier years
were infectious. Their importance, both absolutely and relatively,
has been reduced. Influenza and pneumonia, the leading causes of death

in 1900, have been replaced by heart disease and cancer. Both of the

lNational Center for Health Statistics, "Some Trends and Comparisons
of United States Life-table Data: 1900-1971," U.S. Decennial Life
Tables for 1969-71, Vol. 1, No. 4, Washington: USGPO, May 1975,

Table 1; U.S. Bureau of the Census, Statistical Abstract of the United
States, 1977, Washington: USGPO, 1977, Table 94.




Table 1I-H

U,S. Elderly Population: 1870-2000 (in thousands)

yeay total pop. pops ¥ 65 % pop.# 75 % pop, U3 %

1870 1 38,558 1,154 3.0% 2325 0.84% Ty 0.14%

1900 75,995 3,080 . 4.1 3899 1.2 J122 0,16

1930 122,775 6,634 5.4 31,945 1.6 J272 0.22

1940 131,669 9,019 6.8 32,664 2.0 -3370 0.28

1950 150,697 12,270 8.1 33, 904 2.6 3590 . 0439

1960 179,323 16,560 92 35,621 3.1 3960 0.52

1970 203,211 20,066 10.0 37,598 37 31,1132 V 0,70

1975 413,540 422,405 10.5 38,527 4.0 3,877 0.8

1980 222,159 24,927 11:2° 9,434 4,2 2,294 L0

1990 243,513 29,824 12,2 12,021 4.9 2,881 1.2

2000 260,378 91,822 12,2 24,368 S5 3,756 1.4

Sources:

i. U,S, Bureau of the Census, Historical Statistics of the United States, Colonial Times to 1970, Washington: USGPO,
1975, Series A-119, 133 (total and 65, 1870-1Y70; U,S. Burcau of the .Census, Projections of the Population of the
United States: 1977 to 2050, Current Population Reports, Series P-25, No, 704, Washington; USGPO, July 1977, Tatle 8,

2, Statistical Atlas of the United States Based on the Results of the Ninth Census 1870 with Contributions from
Many Eminent Men of Science and Scveral Départments of the Goverament. Complied under Authority of Congress
by Francis A, Walker, M.A, Superintendent of the 9th Census, Professor of Politleal Economy and History, Shefflield.
3cientific School of vale College, Julius Bien, Lith, 1874, Table 1,

3. U.S,Bureau of the Census, Demographic Aspects of Aging and the Older Population in the United States, Current
Population Reports, Special Studies, Series P-23, No. 59, Washington: USCPO, Jan 1978, Table 2-1,

4, U,S, Burcau of the Census, Statistical Abstract of the United States: 1977 (98th edition.,) Washington, D.C, 1977,

Table No, 3,

_sg-
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latter are degenerative diseases associated with the aging process.l
"Degeneration’ suggests not only deterioration of tissue and organ,
but also reduction in functional capacity and independence. In ad-
dition, as more Americans live to be very old, the non-fatal infirm-
ities of old age--arthritis, weakness, and the like--affect greater
numbers of older people. Both types of illnesses, those associated
with fatal and non-fatal diseases, lead to increased need for long-
term care services by older Americans. Medical advances and improved
real incomes have done more than change the causes of death. They
have permitted large numbers of older citizens in all developed coun-
tries to survive although greatly disabled, and therefore requiring much
care from others, often for a very long time.
This is an important point, one often lost sight of. For example,

Wegman has written that:

It is a truism to the point of being a cliche that

the major way to cut health care costs is to pre-

vent disease from occurring in the first place: so-

called primary prevention, whether addressed to the
individual or to the environment.3

lMonroe Lerner, "When, Why and Where People Die, in Orville G. Brim, Jr.,
The Dying Patient, New York: Russell Sage Foundation, 1970, pp. 14-16.

2For a striking account, see Bernard Isaacs, Maureen Livingstone, and
Yvonne Neville, Survival of the Unfittest: A Study of Geriatric Pat-
ients in Glasgow, London: Routledge and Kegan Paul, 1972. See also
Elihu M. GErson and Anselm L. Straus, ""Time for Living: Problems in
Chronic Illness Care," Social Policy, Vol. 6, No. 3 (November-December
1975), pp. 12-18.

3Myron E. Wegman, ''Health Departments: Then and Now," editorial, Amer-
ican Journal of Public Health, Vol. 67, No. 10 (October 1977), pp. 913~
914.
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This is certainly true for non-fatal disease and, for a time, for

fatal illnesses also. But it may well be false in the long run, re-
garding killing diseases, It is especially likely to be false in that
prevention of some diseases may save certain costs for a time, es-
pecially in the acute medical care sector. But many of these savings
are only postponements over time within the acute care sector and/or
transfers of spending to the long-term care sector. The costs of treat-
ing illnesses may be put off for a time, until people become ill from
something which we do not yet know how to prevent. Many of the cheap-
to~treat illnesses have been prevented., It may be argued that increas-
ing proportions of us now become sick and ultimately die from illnesses
which linger and are expensive to treat.

(This is not an unmixed curse. It does signify that many Ameri-
cans are living long enough to require long-term care. Further, it
testifies to medicine's power to combat diseases such as influenza or
pneumonia, once called the "old man's friend,'--diseases which quickly
carried off many weak older persons and therefore reduced demand for
long-term care.)

Analyses of U.S. data reveal striking secular changes in the rel-
ative longevity of men and women since the beginning of this century.
Table II-I presents these changes. The considerable and growing gap
between male and female longevity is reflected in the sex ratio of
the elder population and in the different living arrangements and

marital statuses of men and women.
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Table II~-I

Changes in Male and Female Longevity, 1900-1975

Period Life expectancy at birth (years)
male female gap(years)

1900-1902 47.9 50.7 2.8

1949-1951 65.5 71.0 5.5

1969-1971 67.0 74.6 7.6

1975 68.7 76.5 7.8

Source:

National Center for Health Statistics, "Some Trends and Comparisons

of United States Life-table Data: 1900-1971," U.S. Decennial Life
Tables for 1969-71, Vol. 1, No. 4, Washington: USGPO, May 1975,

Table 1; U.S. Bureau of the Census, Statistical Abstract of the United

States, 1977, Washington: USGPO, 1977, Table 94.
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Table TI-J indicates the relative size of the elderly U.S. male
and female populations today. Overall, there are about 146 women for
every 100 men aged 65 and above. In the age groups most vulnerable
to requiring long-term care, those 75 and above, there are 186 women
for every 100 men.

Differing living arrangements and marital status of men and
women have a measurable effect both on the demand for long-term care
and on the prospects for supplying it via informal supports. 1In 1975,
only about 18% of men aged 75 and above were living alone; over 40% of
all women were living alone. Table II-K indicates the marked increase
over the past quarter—century in the proportions of older men, and
(especially) of older women who live alone. Sixty-three percent of
all men aged 75 and over lived with a spouse. These factors are re-
flected in different rates of institutionalization: 7.4% of men aged
75 and above lived in nursing homes or other institutions, while fully
10.0% of all women did so.1 There is some evidence that one reason
why women have been disproportionately obliged to enter institutions

. 2,
(few do so from choice)” is the absence of someone to care for them at

1U. S. Bureau of the Census, "Demographic Aspects of Aging and the
Older Populations in the United States," Current Population Statistics,
Series P-23, No. 59, Washington: USGPO, May 1976, Table 6-2,

2William G. Bell and others, Community Care for the Elderly: An
Alternative to Institutionalization, Tallahassee, Florida: Program in
Social Planning and the Aged, Florida State University, June 1971,
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Table II-J

Aged Men and Women in the United States, 1978

age men
65-69 3,786
70-74 2,680
75-79 1,627
80-84 791

85 671

65 9,735

75 3,089
Source:

aged population (thousands)

women

4,773
3,676
2,531
1,763
1,463

14,207
5,757

women/lOO men

126
137
156
223
218

146
186

U. S. Bureau of the Census, Projections of the Population of

the

United States: 1977-2050, Current Population Report, Series

No. 704, Washington: USGPO,

July 1977.

P-25,



Table II-K
?ogg!ltlon Aged 65 and Above Living 410&0. 1950-1977

(thousands)
year fotal Living aléne % alone Male living alone % alone Female 1iving alone % alone
1950 12,397 1,559° 12,67 5,856% s18% 8.8% 6,56} 1,0412 15.9%
1960 16,560 2,898% 7.5 7,503° 853 11.4 9,0567 2,0n5" 22.6
1970  19,972° 5,071° 25,4 8,367° 1,174° 14.1 11,605 3,897° 33.6
1977 23,431 6,482° 27,7 9,545° 1,343° .1 13,885 5,139° 37.0

Sources:
1. U.S. Bureau of the Census, Statistical Abstract of the United States, 1975, Washington: USGPO, 1975, Table 3.

2. U.S. Bureau of the Census, U,§.Census of Populatien: 1960, Vol.I, Characteristice of the Population, Part 1,
U.S. Summary, USGPO, Washington, D.C. 1964, Table 185,

3., U.S. Bureau of the Census, Statistical Abstract of the United States, 1977, Washingtom: USGPO, 1977, Table 23,

4., U,.S, Bureau of the Census, Persons by Family Characteristics, Subject Reports, Final Report rC (2)-4B, U,S,
Census of Population: 1960, Washington: USGFO, 1964, Table 3.

S, U.§, Bureau of the Census, '"Household and Families by Type: March 1977 (Advance Report), Current
Population Reports, Series P-20, No 313, Washington: USGPO, September 1977, Table 3,

6, U,S, Bureau of the Cenéus,Projectlons of the Population of the United States: 1977-2050, Current
Population Reports, Series P-25, No. 704, Washington: USCPO, 1977, Table 8,

_6g_
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Table II-K
Note

Note on figures for 1960, 1950: estimates of those living alone

are based on data for primary unrelated individuals presented in sources

4 and 6. By definition (source 4, p. IX and U.S. Census of Population:

1950, Vol. IV, General Characteristics of Families, Washington: USGPO,
1955, pp. 2A-7 and 2A-10), a primary individual is a household head
living alone or with non-relative only. Figures for 1960 indicate
that 88.6 of all primary individuals live in a household of 1 person,
while 91.8% of male primary individuals age 65 and above and 90.57%

of female primary individuals age 65 and above live in a household of
1 person. Based on a statement in the 1950 census that "five out of
every six primary individuals were living alone (as one-person house-~
holds) in 1950" (op. cit. p. 2A-10), ratios were calculated of the
1960 percentages (91.8/88.6 and 90.5/88.6), these ratios adjusted to
account for a change between 1950 and 1960 in the percentage of 65
and above makes (-0.9%) and 65 and above females (+5.57%) constituting
the primary individual category, and the final ratios applied to the
1950 living-alone % (83.3) to estimate the percent of each sex group
living alone in 1950. These percentages were then applied to the
total primary individual figures for that age/sex group for 1950 and
the resulting numbers used to estimate percentages of that total age/
sex group living alone.
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home when the need for help becomes pressing.l Table II-K presents
striking data on the proportions of non-institutionalized older men

and women who live alone. Im 1977, the proportion of women over age

65 living alone was over two and one-half times that of men. The long-
term trend, based on historic patterns, appears likely to be increasingly
unfavorable to women.

The foregoing review of epidemiologic changes has set out three
types of explanations of increased need for long-term help by older
Americans as a group. In turn, the supply of long-term care by family
members and other informal supports to meet this increased need, de-
pends on the availability, ability, and willingness of these informal
supports to help the elderly. Availability means that informal supports
have the time, physical strength, skills, and energy necessary to pro-
vide needed help. Willingness indicates that the choice to help is made.
Public attempts to enhance family support by manipulating choice or in-
creasing skills in a particular case would be pointless—~if availability
were the real problem in that case. Conversely, it is clear that all
three elements are required before informal support can be provided,

In recent years, the supply of long-term care by family members——their
availability and ability--has been affected by both economic and socio-

demographic changes in American society.

1National Center for Health Statistics, 'Marital Status and Living
Arrangements Before Admission to Nursing and Personal Care Homes,
United States, May-June 1964," Vital and Health Statistics, Series 12,
No. 12, Washington: USGPO, May 1969, Table 2.
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Economic changes. Industrialization, in itself, seems to have

reduced availability of family members to aid one another Four con-
sequences of industrialization--geographic mobiliity, rising real incomes,
urbanization, and careers for women—-seem to have acted in similar ways.
Industrialization has meant a decline in the role of the family as a
unit of production. Grandparents, parents, and children therefore no
longer find it necessary to live with or near one another. They had
more often lived together when farm or shop was the site of production.
Geographic mobility in the United States in recent years has been
considerable. From 1970 to 1975 alone, over 41% of the U.S. population
over age five moved to a different residence; over 17% moved to a dif-
ferent county or a different state.1 It is not known how many older
Americans who need help fail to receive it because family members live
too far away to provide it regularly (or at all). Further, it is not
known whether family are less or more available today than 200, 100, 50,
or 10 years ago. What does seem clear is that adult children and other
potential caregivers of the elderly often live hundreds of thousands of
miles away. Some adult children leave the South and Appalachia for jobs
in Northern and Midwest cities; others move from their parents' homes
to settle in the cities where they attend college; still others-seek
work in California, Texas, and other regions of above-average rates of
job creation. Older citizens move as well, principally as they retire,

from cold to warm regions.

lU. S. Bureau of the Census, Statistical Abstracts of the United States,

1977, Washington: USGPO, 1977, Table 46.
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Rising real incomes of both the elderly and the non-elderly have
permitted increasing proportions of Americans to live apart from their
parents or children. (No position is taken here on how high this pro-
portion was in the past or on how far it appears to have fallen.) As
separate dwelling units are established, usually at a time of good health
for members of both households, they may be located either near or far
from one another. 1If far, availability of help for aged members of thé
family who subsequently require aid is reduced.

The growth of large American cities and suburbs has entailed more
than the construction of buildings. It has also created the spatial and
social setting for patterns which seem in some respects inimical to family
support of elders. Spatially, in the years since World War II, resi-
dential land~use patterns in large older cities have often obliged young
families seeking homes of their own to move many miles from the homes of
their parents. This has been particularly true when incomes or life-
styles of the two generations have differed. To help families live to-
gether, more mixed-income, mixed-class neighborhoods would be desirable.
Then, distant relocation would no longer need to be the price of income
or life-style differences across generations. Racial and ethnic suc-
cession in cities has been accompanied by the disproportionate departure
of the young and mobile, and the continued residence of elders., Large-
scale public projects in many cities--urban renewal, public housing,

highway construction--have displaced thousands, often into tight housing
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markets which made difficult collective relocation of large families.l
The effect of these events has probably been to reduce the avail-
ability of family support for older citizens.

Socially, the city has been the setting for changes accompanying
urbanization and industrialization. Even when parents were not phys-
ically left behind by their children, parental authroity was often set
aside. There are many reasons: uprooting of traditional culture by
the stress of international migration or the journey from farm to city,
loss by the parents of land ownership as a source of control, and per-—
ceived obsolescence of traditional values and skills carried by parents.
Loss of parental authority has by no means meant a collapse of inter-
generational support. It has reduced parents' ability to compel pro-
vision of aid by children. Other things being equal, it cannot be decided
whether children are willing to do more or less for parents today than
in past years.

Industrialization and urbanization have made it possible for in-
creasing proportions of women to take jobs outside the home, This has
reduced their availability as providers of care to older relatives who

could not be left alone. (Women may work on the farm and work at

1Herbert Gans, The Urban Villagers, New York: The Free Press, 1962, con-
tains an account of the difficulties of large-scale relocation,

2For discussion of this pattern, see Harold L. Wolensky and Charles N.
Lebeaux, Industrial Society and Social Welfare, New York: Free Press,
1965, especially, pp. 77-79; also Maurice R. Stein, The Eclipse of
Community, Princeton, N.J.: Princeton University Press, 1960, ch. 1,
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keeping house in cities, but are not counted as members of the "labor
force" unless they are paid.) In 1940, 17% of all married women worked
outside the home; by 1976, this figure had risen to 46%.1

Taken together, the economic forces just discussed seem to have
reduced the availability of families to care for their aged members.
Several socio-demographic changes which have had similar consequences

are now worthy of mention.

Socio-demographic changes. Three forces which seem to have af-

fected availability, ability, and willingness of family members to care
for their aged relatives are the decline in the number of children per
family, the aging of potential providers of care, and the increase in
the rates of divorce and re-marriage.

The number of children per aged patient is one of the most im-
portant variables influencing whether a dependent older person comes to
live with a child and thereby avoids or postpones institutionalization.

The number of children born in each family has been declining. This

lU.S. Bureau of the Census, Historical Statistics of the United States
from Colonial Times to 1970, Washington: USGPO, 1975, Series D-60;
U.S. Bureau of the Census, Statistical Abstract of the United States,
1977, Washington: USGPO, 1977, Table 632.

2Marvin B. Sussman, ''Family Life of 0ld People,” in Robert Binstock

and Ethel Shanas, eds., Handbook of Aging and the Social Sciences, New
York: Van Nostrand, 1976, pp. 218-243; cites A. Chevan and J. H.
Korson, "Living Arrangements of Widows in the United States and Israel,”
Demography, Vol. 12, pp. 505-518.
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means that fewer children are available-—-even potentially--to care
for aged parents. The decline has not been continuous. Neugarten
notes that there will be almost 50% more children for each surviving
65 year old woman in the year 2000 than there are today.l The ratio
will worsen again after the year 2000 as the children of the post-
World War II baby boom are replaced as potential caregivers by the
children born in recent years. This will mean that women now of child--
bearing age (and their husbands) will be able to draw on fewer children
to provide that help that did preceding generations. Support for this
contention is provided by the decline in the total fertility rate, one
crudely standardized measure of the ratio of children born to women of
childbearing age. It has dropped steadily from a post-World War II
high of 3,690 births per 1000 women in 1955-1959 to only 1,799 per 1000
women in 1975.2

The age of adult children is also an important factor. As noted

above, when very old parents come to need care, it must be expected

that an appreciable number of children will be unable to provide that

1Bernice L. Neugarten, "Commentary,” in A.N, Exton-Smith and J. Grimley
eds., Care of the Elderly; Meeting the Challenge of Dependency, New
York: Grune and Stratton, 1977, pp. 102-104.

2U.S. Bureau of the Census, Statistical Abstract of the United States,

1977, Washington: USGPO, 1977, Table 76. See also Judity Treas,
"Family Support Systems for the Aged: Some Social and Demographic
Considerations,’ The Gerontologist, Vol. 17, No. 6 (December 1977),
pp. 486-491.
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help: they may be too ill or too frail to aid their parents. The
same difficulty can impede help of one elderly spouse by another,

A related problem deserves mention here. Ability of family mem-
bers to aid dependent older relatives is impaired not only by the frailty
of potential providers, but also by the technical difficulty of rendering
needed help. Advances in medicine and related fields have made more
complex the tasks of home care for many dependent older persons. The
proportion of home care services which can be provided by family members,
in the absence of training or other skilled support from outside the
home, has probably been reduced. Such training and support may well
merit increased investment in the future.

Availability of family members to provide help--—and perhaps their
willingness to help--has very likely been impaired by rising rates of
divorce and remarriage. A small proportion of the elderly are themselves
divorced or separated; these former spouses are therefore unavailable to
help each other. More often, older parents may divorce and remarry;
their children may do the same. In either case, bonds of affection and
obligation can become diffused. Children may be left uncertain about whom
to care for. Children and step-children may find it more difficult to

negotiate and allocate the jobs of caring than would children alone.

In considering epidemiologic, economic, and socio-demographic in-
fluences on the demand for long-term care and on the supply of informal
support, important interactions between the sources of increased demand

and reduced supply should be noted. For example, higher real incomes
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have done much to improve longevity; at the same time, they have
enabled the generations to live apart., Further, at least until very
recently, different sex roles in the labor market may have helped
increase the gap between male and female longevity. This is true of
deaths caused by cancer and probably somewhat less true of deaths

caused by cardio-vascular diseases. A second example lies in the
decline in the number of children per family. This drop has been
affected by the reduced importance of the family as a unit of production
and the perceived availability of OASI to replace care by children.
Attempts to enhance informal supports' availability, ability, or willing-
ness to help the aged by manipulating individual variables should take
these and similar interactions into account.

Just as secular changes in these variables seem to affect supply
and demand for long-term services, so it may be hypothesized that
the strength of the variables themselves, in individual cases, relates
to the types and quantities of services required by the elderly and to
the proportion of those services provided by families. Patient-related
demand variables and family-related supply variables will be among
those explored in this study.

In this regard, it is of vital importance to take note of the work
of Sussman, who has explored the variables associated with families'
willingness to care in their own homes for older persons. This research
suggests that a number of important variables which could be influenced

by public programs are most powerful influences on family willingness to
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provide support.1

Even better understanding of the forces affecting the availability,
ability, and willingness of informal supports to care for the depend-
ent elderly will inform possible public interventions to increase
the supply of this type of care. Such understanding should also
serve as a base for possible negotiations over division of responsi-
bility between informal supports and formal providers.

This section has explored epidemiologic, economic, and socio-
demographic reasons for the growth in reliance on formal supports and
public financing for the provision of long-term care in this country.
The next section examines the reason for the emphasis on institutional

services in the provision of publicly-assisted long-term care.

D. Public Responses to Increased Demand for Long-term Care:
Institutional Preferences

Since the second half of the nineteenth century, a combination
of social changes and public responses to those changes has induced a
growing proportion of the elderly to live out their lives--and die--

in hospitals, nursing homes and other institutions. Epidemiologic,

1Marvin B. Sussman, ''Social and Economic Supports and Family
Environoments for the Elderly," Final Report to the U.S. Administra-
tion on Aging, Grant 90-A-316, January 1979.
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economic, and socio-demographic changes influencing the demand for
formal long-term care supports were discussed in the previous section.
Now, the nature of public response to these changes is presented and

explained.

The origins of the modern nursing home. The pattern of entering

hospitals for care of terminal (and other) illnesses spread during the
19th century from the poor to other groups in most industrial societies.
Hospitals were founded during the Middle Ages as places for pilgrims
and other travelers to rest, especially when ill. They evolved

into sites of care for the dying poor.1 With the advent of medical
interventions which seemed to be of demonstrable benefit in assuag-

ing pain or saving lives, construction of hospitals to serve all
classes grew rapidly.

A U.S. Commission on Hospital Care identified five important
factors which contributed to the growth of hospitals: advanced in
medical science (especially through wars which resulted in rapid
progress in surgical specialities, the focus of early hospital care),
modern nursing, education for doctors and other personnel, religious
and philanthropic impulses, and increased per capita income (per-

mitting allocation of resources to hospital care without imperiling

See, '"'25 Years for Health," Cleveland Press, May 16, 1941; Ivan
Belknap and John G. Steinle, The Community and Its Hospitals, Syracuse:
Syracuse University Press, 1963, pp. 9-10; and Michael M. Davis,Clinics,
Hospitals, and Health Centers, New York: Harpers, 1927, p. 17.
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other areas of consumption).1 Corwin pointed to two additional pressures
leading to hospital expansion: increasing urbanization, which in-
duced a recognition that health was not solely a personal matter,
but in part a public concern as well; and a desire to conserve
physicians' time by gathering patients conveniently together.2
Belknap and Steinle endorse the argument that hospitals gre because
medical advances converted them into sites where special tools--
x-ray, antiseptic surgery, modern nursing, for examples--of diagnosis
and treatment could be conveniently organized. They also emphasize the
importance of economic and social factors supporting the founding
and expanding of hospitals: the growth of industrial production
in the U.S. after the Civil War; the accumulation of large surpluses
in the hands of a wealthy few; and the widely received doctrine
that philanthropy was as necessary to high status as was wealth.3

As the usefulness of hospital care became more visible, it
came to be desired by all classes of the population. The hospital
ceased being ''principally a place for the transient ill, the poor,

and the person with a communicable disease."4 Although some hospitals

1
Commission on Hospital Care, Hospital Care in the United States,
New York: Commonwealth Fund, 1947, pp. 43-51.

2
E.H.L. Corwin, The American Hospital, New York: Commonwealth Fund, 1946,
pp. 9,11.

3
Belknap and Steinle, op. cit., p. 13.

4Belknap and Steinle, op. cit., pp. 9-10
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began accepting some paying patients as early as 1850,1 it was not until
the turn of the century that all classes came to accept hospital care.2
The various reasons for the growth of hospitals changes in its
services, and the patterns of its use by different populations will be
contrasted below with the reasons for the later growth of nursing
homes. The consequences of these differences for the long-term care
system generally--and for home care particularly--will be explored.
Hospitals grew in number from only 178 in 1873 to 4359 in 1909
and to 6291 in 1940. The number of beds rose from 421,000 in 1909, and
to 1,226,000 in 1940.°
It should be expected that an increase in the number of hospital
beds would be associated with an increase in the proportion of the
population dying in hospitals in 1955; by 1967, this population had
—
George Rosen, ''The Hospital: Historical Sociology of a Community

Institution,'" in Eliot Friedson, ed., The Hospital in Modern Society,
New York: Free Press, 1963, pp.29-30

2

Until 1908, doctors at Massachusetts General Hospital could not charge
fees; New York Hospital, Johns Hopkins, and the Pennsylvania Hospital
did not organize special facilities for private patients until 1900-1910.
See Belknap and Steinle, op. cit., pp. 9-10.

3

Corwin, op. cit., pp. 1,7 citing a study by J.M. Toner, 'Statistics of
Regular Medical Associations and Hospitals of the United States: Section
II," Transactions of the American Medical Association, Vo. 24(1873),

pp 314-33; and U.S. Bureau of the Census, Historical Statistics of the
United States, Colonial Times to 1970, Part 1, Washington: USGPO, Sept-
ember 1975, Series B-345 and B-346.
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risen to 67.3%.1 There is every reason to believe, based on the in-
creasing numbers of hospital beds in this country, that Lerner's data
capture only the most recent segment of a trend beginning in the
nineteenth century.

What is new in the years since World War II is the striking in-
crease in the use of long-term care facilities by the elderly in
the years before death. (The growth in total long-term beds available
to the elderly was discussed in section B of this chapter.) The
number of nursing homes alone increased from 1200 in 1939 to 16,701
in 1963, to 21,834 in 1973. At the same time, residents increased from
below 25,000 in 1939 to 491,000 in 1963 to 1,198,000 in 1973.2 By
1973, 5.0% of Americans aged 65 and above were residing in nursing homes.
Monroe Lerner, "When, Why, and Where People Die,'" in Orville G. Brim, Jr.,
and others, eds., The Dying Patient, New York: Russell Sage Foundation,

1970, Table 4. Lerner writes that the great majority of deaths in insti-
tutions in fact occurred in hospitals.

2

U.S. Bureau of Census, Statistical Abstract of the United States, 1977,
Washington: USGPO, 1977, table 163; and Samuel Levey and Bernard A Stotsky,
Nursing Homes in Massachusetts, Boston:Massachusetts Research Institute,
Inc., March 1968 (mimeo), citing L. Block, "Hospital and Other Institu-
tional Facilities and Services, 1939, "Vital Statistics, Special Reports 13,
Nos. 1-57, Washington: U.S. Bureau of the Census, 1942, The 1939 estimates
of 1200 nursing homes and 25,000 residents may be low. Wrote Bigelow and
Lombard, '"In 1933, 'there were 435 nursing homes known to exist in the Com-
monwealth of Massachusetts, and the existence of others is suspected.'"
(G.H. Bigelow and H.L.Lombard, Cancer and Other Chronic Diseases in Massa-
chusetts, Boston: Houghton Mifflin, 1933, p.69, cited in Levey and Stotsky,
op. cit., p.5.) It seems clear that varying definitions of '"nursing homes"
were used. Alternatively, Massachusetts may simply have been welleadvanced
in the provision of long-term care in ''nursing homes."
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The proportion receiving nursing home care during their last years
was even greater. Lerner found that the percentage of all deaths
occurring in nursing homes, homes for the aged, and similar facilities,
increased dramatically from 1.6% in 1949 to somewhat under 6.0% in 1958.1
More recent work by Kastenbaum and Candy2 and Wershow3 shows that there
has been a rapid increase in nursing home use during the last years of life.
Further, Kastenbaum and Candy criticized then-current use of popula-
tion data which indicated that, at any time, only 4% of those over age 65
were in nursing homes or other long-term care facilities. They argued
that application of these cross-sectional data seriously underestimated
any older person's true chances of using such long-term care. By studying
obituary notices, they estimated that 13.3% die in nursing homes; by study-
ing death certificates, they found that 20.37% die in nursing homes and

23.7% die in nursing homes or other extended care facilities. These

proportions were themselves thought to be underestimates in that they did

1
Lerner, op. cit., pp. 22-23.

2

Robert Kastenbaum and Sandra E. Candy, '"The 47 Fallacy: A Methodological
and Empirical Critique of Extended Care Facility Population Statistics,"
International Journal of Aging and Human Development, Vol. 4, No. 1 (1973),
pp. 15-21,

3

Harold J. Wershow, "The Four Percent Fallacy: Some Further Evidence and
Policy Implications," The Gerontologist, Vol. 16, No. 1, Pt. 1 (1976),
pp. 52-55-
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not include those short- and long-term residents of extended care facil-
ities whose conditions became unstable, were transferred to hospitals,
and died there.

Today's American pattern of providing long-term institutional care
for the elderly did not emerge full-blown from the Medicare and Medicaid
legislation of 1965, These laws did yield a significant increase in pub-
lic funding for nursing home care. The regulations promulgated in Wash-
ington to carry out the laws did much to systematize what was formerly
an inchoate and diverse group of facilities. Nonetheless, many of the
characteristic assets and liabilites of today's system of long-term care
represent a continuation of patterns long established. For these reasons,
it is useful to review briefly the history of long-term institutional care
for the elderly.

In many respects, nursing homes are the organizational descendants
of early hospitals. Since the turn of the last century, hospitals have
become progressively more distinct as sites of short-term intervention.
Activities not requiring large doses of skilled help have for a variety
of reasons been successively shed to long-term care facilities. These
activities are generally performed today in skilled nursing facilities
and, to a lesser extent, in the less medically and rehabilitatively
oriented intermediate care facilities. To these SNF's and ICF's should
be added a third type of institution, the rest home, which provides room,
board, and very small amounts of direct supervision‘l This discussion
'kFacilities are licensed under different names in different states. In New

York, for example, ICF's are "health-related facilities,' and rest homes
are ""domiciliaries."
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will devote little attention to those long-term institutions denoted
as hospitals. 1In general, a long~term institution is one in which
patients' average stay is 30 days or more.l Many of these chronic
and/or rehabilitation hospitals provide to the elderly care which is
very similar to that of skilled nursing facilities. Others fall be-
tween SNF's and acute care hospitals in the sophistication and vigor
of their patient care. The number of these hospitals is not great.

In the United States, early nursing homes were a heterogeneous lot.
They had a variety of names and institutional origins, and housed div-
erse populations. In many cases, they were not easy to distinguish from
other types of facilities.2 The earliest sort of organization commonly
housing the poor in the United States was the almshouse. The almshouse
had origins in the 1601 English Poor Law. This civil institution was
the product of two events. The first was the suppression by Henry VIII
of Roman Catholic institutions for the care of the frail poor and the
second was the perceived need to manage the large numbers of dispossessed
subjects driven to towns and cities by enclosures of common land or

attracted there by the prospect of employment. The almshouse was

1See U. S. Bureau of the Census, 1976 Survey of Institutionalized Persons;

A Study of Persons Receiving Long~Term Care, Current Population Reports
Series P-23, No. 69, June 1978, technical note.

2The following discussion draws heavily on Levey and Stotsky, op. cit.,

pp. 1-5; and on Robert M. Moroney and Norman R. Kurtz, "The Evolution
of Long-Term Care Institutions," in Sylvia Sherwood, ed., Long-Term
Care: A Handbook for Researchers, Planners, and Providers, New York:
Spectrum (Wiley), especially pp. 81-89. '
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transplanted to the American colonies in the 17th century. Housing
an undifferentiated population, it often provided little in the way of
decent care to the elderly. By contrast, the earliest hospitals--
Pennsylvania, Philadelphia General, New York, and Bellevue--all evolved
from infirmaries of almshouses but can be seen as an expression of
charitable impulses toward the frail and chronically ill elderly. Pos-
sibly because early hospitals were designed to house solely those who
could not work, the standard of living which they offered the elderly
was usually higher than that of the almshouse.

By the late nineteenth century, distinctions between the two in-
stitutions of the almshouse (or "poor house’ or "county infirmary™)
and the hospital were becoming increasingly clear. Hospitals were for
treatment of medical and surgical problems, for recuperation, and for
the isolation of contagious diseases. Most early hospitals were owned
by voluntary, non-profit, philanthropic corporations; this pattern pre-
vailed also during the period of explosive hospital growth which began
during the final quarter of the nineteenth century. In the almshouse
resided a diverse group of citizens thought unable to live in the com-
munity. In some states, the insane and the victims of communicable
diseases like tuberculosis were placed in segregated institutions;
usually, however, the frail elderly were housed alongside the diseased,
the retarded, the blind, orphans, and criminals. The overwhelming
majority of these facilities were publicly owned and operated. They
varied considerably in the quantity and quality of nursing and physician

services offered.
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During the last quarter of the nineteenth century, hospitals
became recognizable as increasingly different from the almshouses for
the impoverished, disabled or incurable elderly. Acute care hospitals
provided active treatment and recuperation for all classes, usually
under voluntary non-profit auspices. Publicly owned county infirmaries,
or poor farms, continued as institutions of last resort for the elderly.

During the 1920's, a new long-term care facility became visible.
This was the convalescent home, offering post—surgery and other recup-
erative care to those unable to return directly home from the hospital
and able to pay for their room, board, and the varying quantities and
quality of nursing care available. The convalescent home, usually
privately owned and operated to earn a profit, can be seen as the most
direct ancestor of the typical skilled nursing home today. Another in-
stitution, the non-profit "home for the aged," grew around the same time
as the convalescent home. Its residents seem to have remained 1onger
than those of the convalescent home.

It can be seen that hospitals shed first the function of caring
for the frail elderly, and second that of housing convalescents. Spec-
ialized long-term care facilities arose to perform these tasks on behalf
of the different social groups: the poor to live in almshouses and
those who could pay to recuperate in convalescent homes or to reside in
homes for the aged. (It should be noted that the almshouse itself was
engaged in a similar shedding as the "insane" were placed in asylums and
the "criminals" were placed in penitentiaries.) It is not known either

what proportions of the population these institutions served or how well
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they cared for their residents. It does seem likely that most frail
older persons lived out their years cared for at home by their families,
and that others--fewer in number--suffered unnecessarily and djeq pre-
maturely because they lacked help to live in their homes but could not
or would not enter an institution.

Similarly, the quality of institutional care was uncertain. Some
almshouses, though publicly owned, were managed under contract by in-
dividuals whose incomes depended on keeping costs low and/or selling
the services of residents. Locally financed from property taxes, alms-
houses were seldom run so as to encourage marginal optional admissions.
Utilization and taxes were controlled in part by making it clear to the
elderly that these unattractive institutions were clearly a last resort,
that the almshouses housed those who failed, who had not worked hard
enough, who had not saved enough, who were '"morally defective." In some
cities, where almshouses came to be run by local political machines as
welfare benefits, the quality of life for the elderly may have been some-
what better than the average. In contrast to almshouses, convalescent
homes cared for a paying population and probably felt some competitive
pressures to satisfy their residents.

With the passage of Titles I and II of the Social Security Act in
1935 came national programs of old-age assistance (building on earlier

state legislation) and also of federal old age and survivors' insurance.

lSee Edwin Witte, The Development of the Social Security Act, Madison:
University of Wisconsin Press, 1963; and The Social Security Act, Public
Law 74-271 (14 August 1935), 49 Stat. 620,
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These programs raised the incomes of most elderly Americans and im-—
mediately placed cash in the hands of many who had formerly been
destitute.

The availability of these funds affected decisions by both the
elderly and their families. Those elderly citizens who had desired to
live apart from their children, now had the wherewithall to do so.

Those spouses or adult children who had been unable or unwilling to con-
tinue to care for their husbands, wives, or parents at home, but had not
been prepared to make the decision--widely perceived as shameful--to
place them in the poor house, now saw old age assistance and retirement
or survivors' insurance as the means with which to pay for institutional
care.

During the 1940's and 1950's, these alternatives slowly grew.
Boarding homes, homes for the aged, nursing homes, rest homes, and other
facilities were founded in increasing numbers, Names used were often
arbitrary or simply followed the licensing requirements of those states
which had enacted such. Reliable national data on the numbers of facil-
ities of different types, and on the services provided are lacking be-
cause of inconsistent nomenclature and fragmented regulation. It does
seem that they were generally small and offered relatively few services
beyond room and board. Many resembled crudely the foster care programs
rediscovered in recent years: an elderly couple or widow might take in
2-5 boarders. Skilled nursing or rehabilitative services were generally
lacking.

Figure IIA portrays in general terms, the evolution of functions and



=Bls

Figure Ii-A
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organizations in the institutional long-term care field from the last
half of the nineteenth century through today. While only a crude rep-
resentation, it serves several useful purposes: First, it indicates
the diverse origins of today's long-term care facilities. Long-term
care facilities today range from the intensive help provided in rehab-
ilitation hospitals to the low level of support offered in rest homes.
These facilities have evolved as successors to several types of earlier
institutions. They acquired some of the functions successively sloughed
off by acute and other hospitals: they reorganized into more-or-less
systematic levels of care the heterogeneous functions of antecedent
facilities.

Second, this figure indicates that there exists today a logical
framework for viewing the functions of long-term care facilities. Per-
haps until the passage of Medicare and Medicaid, non-hospital institu-
tions were distinguished more by their source of revenue than by the
types and intensity of services they provided their patients. (Despite
the regulations accompanying federal financing, which have systemized
the services federally reimbursed, many of the vagaries of the older
system survive. For example, life safety codes may prevent some county
infirmaries from obtaining certification as intermediate care facil-
ities, even though they provide that level of care.)

Public programs which pay for long-term care have grown in dif-
ferent ways from both common and diverse sources. The nature of this

growth, and the reasons for it help explain the current debate over
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increased public funding for home care--which generated the present

study.

Public financing for institutional care. In the United States,

the first public funds for institutional care supported poor houses,
almshouses, and similar facilities. With the construction of pro-
prietary nursing and convalescent homes and non-profit homes for the
aged during the first decades of this century, non-stigmatizing altern-
atives to public facilities became visible. Passage of the Social
Security Act made available to the elderly 01d Age Assistance "welfare”
funds and retirement and survivors' 'pension’ funds. Both types of
money could be spent on institutional care, and each could be regarded
in a sense as public spending, in-as-much-as it was collected through
taxation and disbursed out of proportion to any funded contributory
scheme. It was only in 1940 that any spending on nursing home care was
identified by federal statistics. This sum, $33 million, was thought to
have been spent entirely by private consumers. Local public spending
and philanthropic contributions were not included.l

The first federal program of direct vendor payments to nursing homes
was authorized by the Social Security amendments of 1950. By 1952, the

final pre-Medicaid year, public nursing home spending was $502 million;

lOffice of Research and Statistics, Social Security Administration,
Compendium of National Health Expenditures Data, Washington: USGPO,
1973, Table 6.
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this was almost entirely federal-state medical vendor payments. These
payments were made both under a 50% federal match (0ld Age Assistance)
and under a 50-807% federal match (Kerr-Mills Medical Assistance to the
Aged).l In 1965, 60% of all patients in nursing homes received partial
or full support under one of these two welfare programs.2 Table II-A of
this chapter summarized the growth of absolute and proportionate public
nursing home spending. By fiscal year 1977, total spending had risen
to $12,618,000,000; the public share was 56.9%.

A series of legislative changes helped underwrite this increase in
funding. Medicare directly covered for the first time long-term institu-
tional care without a means test. This was--and is—-available only for
short post-hospital recuperative stays, and amounts to only a small share
of public nursing home spending today, but it may prove an important
precedent. The Kerr-Mills Medical Assistance to the Aged and the Medic-
aid programs represented departures from the 0ld Age Assistance medical
vendor payment schemes for skilled nursing facility care. They increased
the federal share of nursing home spending in many states and removed the
cap on the maximum daily rate in which the federal government would share.

It is worth noting in passing that the enactment of Medicaid itself should

lRobert J. Myers, Medicare, Homewood, Il1l.: Irwin, 1970, pp. 40-41.

2National Center for Health Statistics, "Chronic Illness Among Residents
of Nursing and Personal Care Homes, United States, May-June 1964, PHS
Pub. No. 1000, Series 12, No. 7, Washington: USGPO, 1967; cited in Robert
M. Moroney and Norman R. Kurtz, "The Evolution of Long-term Care In-
stitutions," op. cit.
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not be held responsible for any meaningful acceleration of the rate

of public spending on nursing home care. This public spending in-
creased 1527 from 1961 to 1965, under the combined 0ld Age Assistance
medical vendor payment and Kerr-Mills Medical Assistance to the Aged
authorizations; it increased 1677% from 1966 to 1970 under Medicaid.l
Finally, the Social Security Amendments of 1972 expanded coverage under
the Medicaid program beyond skilled nursing facility care to include

intermediate care facilities.

Public financing for home care. Three major programs currently

fund home care services for the elderly. In two other areas, small pro-
grams have this year won Congressional appropriations; they may grow.
Presently, Medicare, Medicaid, and Title XX finance in-home services for
the elderly. Medicare will pay for post-hospital care under Part A and
other skilled care under Part B. In both cases, services are limited to
patients requiring short-term, intermittent assistance from a registered
nurse or physical or speech therapist. The patient must be homebound.
Some assistance by a home health aide may be reimbursed, but this is
limited to medically-related services. The home health aide may per-
form incidental housekeeping tasks, such as cooking or cleaning, only if
such performance does not substantially increase the time spent in the

home. General homemaker services are not covered. In sum, Medicare

lOffice of Research and Statistics, Social Security Administration, Com-
pendium of National Health Expenditures Data, Washington: USGPO, 1973,
Table 6.
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pays almost exclusively for skilled, short-term home care,

The state-federal Medicaid program is free from the legal and
regulatory strictures of Medicare. Since 1970, home health care has
been a mandated benefit, and states seem in practice free to write and
administer Medicaid plans to reimburse a wide range of services to those
eligible for the program. Patients need neither be homebound nor in
need of skilled services. Covered benefits may extend beyond those per-
mitted by Medicare to include homemaking and chore services. Nonetheless,
viewed nationally, the Medicaid home health program must be considered a
profound disappointment. It is not really a national program: in cal-
endar 1976, for example, of total Medicaid spending of $151 million,
$123 million (81.5%) was spent in New York State.2 The United States,
then, can be thought of as having not a national Medicaid home health
program, but rather a one-city program. Other jurisdictions forego the
opportunity of federal matching funds; they are probably out of com-
pliance with federal mandate to provide home care services to eligible

Medicaid beneficiaries.

1For careful summaries of these issues, see Comptroller General of the
United States, "Report to the Congress: Home Health Care Benefits Under
Medicare and Medicaid," Report B-164031 (3), Washington: General
Accounting Office, July 9, 1974, pp. 16-18; also, Judy LaVor, '"Long-
term Care: Challenge to Service Systems,"” Washington: Office of the
Assistant Secretary for Planning and Evaluation, DHEW, April 1977, p. 49.

2National Center for Social Statistics, '"Medicaid Statistics, December
1976," NCSS Report B-1, Washington: NCSS, April 1977, Table A-3.
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Title XX of the Social Security Act is the third major source of
public funding for home care. Home-based services for the elderly con-
sume a large proportion of funds allocated under most states' Title XX
plans. Home care helps support attainment of most of the federally
legislated goals of Title XX: aiding families in becoming or remaining
self-sufficient and self-supporting, protecting older citizens who are
unable to care for themselves, and helping individuals avoid institu-
tionalization.l

Two new programs legislated in the 95th Congress will provide a
measure of help to support the elderly at home. The first is federal
funding for social services in housing projects for the elderly (’'con-
gregate housing'"). The second is federal funding for meals-on-wheels
programs of home-delivered food. Either or both of these programs may
grow and contribute measurably to sustaining aged Americans at home.
Recent consolidations and re-focusing of programs under the Older Amer-

icans Act may yield similar results.

Explaining the institutional preference in long-term care funding.

Earlier in this chapter, Table II-E summarized public spending for nursing
home and home care. The latter is markedly greater. What accounts for
this difference? Perhaps the most useful way to begin answering this

question is to compare nursing home and home care spending under Medicaid.

ltandace Mueller and Eileen Wolff, "Home Based Services,' Title XX CASP
Plans, Technical Note No. 10, Washington: Office of Assistant Secretary
for Planning and Evaluation, DHEW, February 20, 1976 (multilith).
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This program pays for more long~term care than any other. By contrast,
Medicare's focus is clearly on acute care. Medicaid is a means tested
program. If an older person has the income or assets to support normal
life at home, but comes to require supporting home care services from
another individual, Medicaid will not pay the bill unless the person in
need of service “spends down" to levels of Medicaid eligibility. This
may mean depleting assets or income necessary for ordinary maintenance
at home. Or, more likely, home care services under Medicaid simply are
not available. The older person's alternative then is to enter a nursing
home, spend down assets (or sometimes, illegally, dispose of them), and
rely on Medicaid to pay for long-term institutional care. 1In one sense,
then, the incentive to enter a long-term care facility follows from the
difficulty of coordinating personal and public resources to sustain one-
self at home. 1In a larger sense, two questions should be asked: why
was this difficulty legislated into place? Why is it so hard to obtain
the services of a Medicaid home care provider and relatively easy to enter
a nursing home?

The second question is more simple, and helps suggest answers to
the first. Medicaid's long-term care program seems to have been designed
to support institutional care. Despite Congress's mandating provision
of home care in 1970, there seems to be a desire manifested in the admin-
istration of the Medicaid program--either in the states, the federal
government, or both--to constrain home care spending. Circumstances in
both the home care and nursing home industries supported this purpose.

Home care has been fragmented and delivered by non-profit and governmental
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providers. Nursing home care has increasingly been delivered by pro-

prietary providers who have entered the field in response to opportuni-~
ties for profit. ©Not only providers, but services as well, have been
more easily mobilized in the institutional arena.

When Medicaid was legislated, there were relatively few organized
providers of home care. Most were voluntary, non-profit groups like
visiting nurse associations, or public units like branches of county health
departments. No evidence of the existence of either mid—~ or large-size
proprietary home care providers can be found by this writer. Many in-
dividuals, such as private duty nurses and companions, provided home care
as independent contractors; small agencies to furnish such workers could
be found in many cities. In the years since the passage of Medicaid, some
organized providers of in-home services have become large enough to
attain national visibility. Homemakers-Upjohn is one example. Under
both Medicare and Medicaid, proprietary home care agencies may be re-
imbursed only if licensed by the state in which they operate. By 1975,
only sixteen states had done so.l

Not only were home care providers badly organized as a lobbying force
and lacking in the ability to identify and serve (and perhaps mobilize)
populations in need of care, but home care suffered the further weakness

of being difficult to organize on behalf of individual patients in need.

1For a discussion of this issues, see Department of Health, Education,
and Welfare, "Home Health Care: Report on the Regional Public Hearings,'
Washington: DHEW, October 29, 1975 (multilith), especially pp. 40-42.

1



-90-

In part, this follows from some of the same reasons why home care pro-
viders were difficult to bring together as a lobbying force. Home care
providers typically were (and are) small organizations, each servicing
only some of the home care needs of people residing in a fairly small
geographic area. Disabled older people residing at home frequently
require a complex set of goods, income support, and services delivered
by many types of trained and untrained individual providers and by public
agencies. 1In only a very small number of communities in this country
are all needed services available today; when available, they are still
difficult to organize. Several promising administrative devices have
been explored in recent years to attempt to overcome fragmentation.
A related difficulty faced by home care in past years cannot be ignored.
As physicians became increasingly reluctant to visit patients at home,
the setting of medical care for the chronically ill elderly shifted in-
creasingly to the acute hospital and the nursing home. Recent develop-
ments in the use of nurse practitioners and physician assistants may do
much to decentralize long-term care once again.

Below the logistical difficulty of coordinating home care services,
and the funding under Medicaid of established institutional care lie more
fundamental explanations for the preference in this country for allocating

public funds to institutional long~term care.

Lo of the best are described in James J. Callahan, Jr., "Single Agency
Option for Long-term Care,” Waltham, Mass.: University Health Policy Con-
sortium, February, 1979; and Dennis F. Beatrice, "Case Management: A
Policy Option for Long-term Care,” Waltham, Mass.: University Health Policy
Consortium, February 1979.
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A first explanation follows from a desire to contfol utilization
and spending. Home care, preferred by the elderly, appears to some as
an attractive benefit. Many older—-and not so old--persons might desire
the regular help of a homemaker, a helper whose tasks resemble those of
a servant, especially if publicly paid. It is hard initially to decide
appropriate levels of help for a given person, and to adjust those levels
from day to day as patient needs change. Further, it might be feared
that help currently provided by family members and other informal sup-
ports would be displaced. Some family members might tire of the job of
providing care, and fall back on a public service. Others might resent
their own continued efforts in the face of publicly provided substitutes
for their neighbors. Allocation of public services in a fashion that
would encourage sustained family provision while meeting court tests of
not being arbitrary or capricious would be a difficult task., Total util-
ization would consequently be hard to control.

By contrast, public funding for long-term care which emphasizes in-
stitutional services appears to offer a number of advantages. Total
utilization can be restricted to equal the number of beds built or
licensed. The type of care is itself relatively unattractive, feared,
and stigmatizing. Institutional care appears unattractive to many older
Americans because it entails a loss of freedom, of control over such
daily activities as when to eat or wake up. This loss is particularly
important because it often comes at a time of loss of control in other

spheres due to reduced income, mobility, and other factors. In ag-

dition, many nursing homes are unpleasant; some are monstrous. Entry
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into the nursing home is feared by some older citizens because it is
perceived as the last step before the grave. Entry is stigmatizing to
those who see the nursing home as the successor to the almshouse: the
site of residence of the improvident or unworthy. Public funding of non-
medical services in nursing homes, principally rcom and board and personal
care, should be viewed as the descendent of funding for the almshouse.

Payment for medical services in long-term care facilities has another
origin. Funding for chronically ill or convalescing patients extruded
from acute care hospitals follows in part from medical insurance prin-
ciples of paying for those services thought to have a low and unpredict-
able chance of being needed, and because it was costly when required.
It has been realized increasingly that little in the health care field
adheres to these principles. Utilization often is predictable and man-
ipulable; consequently, frequency of use may rise above levels predicted
by skilled actuaries. Nursing home care is no exception. A second reason
for funding skilled and intermediate care is that they were thought to
be cheaper substitutes for hospital and skilled nursing home care, res-
pectively. (Home care has been promoted by some as a less costly sub-
stitute for nursing home care; questions about the savings realized by
past substitution have made legislators and administrators wary of
promises of new cost reductions.)

Another reason for the emphasis on institutional care in public
programs follows from their medical thrust, Skilled and intermediate
care facilities reimbursed under Medicare and Medicaid are designed for

patients with substantial medical problems. Home care funding under
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Medicare is similarly a short-term, medically-related benefit. Only
Medicaid is permitted to pay for a wide range of home care services;
its low rates of spending, noted above, testify to the states' probable
views that social services in the home are less important to fund than
medically-related services in institutions.

It should be noted also that the medical emphasis of nursing homes
initially appeared to be a welcome alternative to the non-medical, dis-—
organized, and often inadequate patterns of boarding home and adult foster
care which had been common until the 1950's and perhaps until the early
196O's.l Medical and nursing supervision seemed to promote responsible
supervision of dependent older persons. It seems that the present pat-
tern of long-term care in this country, with its profound institutional
emphasis, became firmly established with the passage of the Medicaid
legislation in 1965. At that time, little concrete evidence of the
argued evils of institutional care had become visible to legislators.

If the evidence--such as it was—-was available, it seems not to have
been forcibly presented during consideration of nursing home funding.
Additionally, little of the subsequent pressure for de-institutionaliz-
ation which has arisen in related sectors--care of the retarded, juvenile
delinquents and adult criminals, and other incarcerated groups--seems to

have been visible in 1965.

lAnd which, to an unfortunate extent, persist today. Witness both the

large numbers of older persons killed annually in hotel and boarding
home fires, and the quality of care in many non-medical boarding homes.
See, for example, Pearl R. Roberts, "Human Warehouses: A Boarding Home
Study," American Journal of Public Health, Vol. 64, No. 3 (March 1974),
pp. 277-282.
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A useful parallel to the need to provide non-institutional care
for the disabled elderly had appeared in the exodus from mental hos-
pitals. Indeed, the Community Mental Health Center Act of 1962 did ap-
pear to signal increased federal interest in non-institutional care of
a group whose needs closely paralleled those of the frail elderly.
For a number of reasons, this parallel was not visible to Congress in
1965: new medications had been largely responsible for permitting de-
institutionalization of many mental hospital residents, and no similar
opportunity seemed present in the case of the elderly. Further, it may
have been clear to some in Congress that nursing homes would need in-
creased funding to care for many of those whose discharge from mental
hospitals only meant re-institutionalization in nursing homes. Had the
horrors of other institutions and the perils of de-institutionalization
from mental hospitals been documented and made visible to legislators,
they might have affected the Medicaid legislation itself. But, as Bruce
Vladeck notes of federal policy-making in long-term care generally,''By
and large, nursing home policy has been made not only with limited fore-
sight, but largely by people who, at the time, were primarily concerned
with doing something different."l This pattern continues today. As the
following section will note, current efforts to improve long-term care

delivery and expand the range of available benefits are being made within

lBruce C. Vladeck, My Strength Faileth: Nursing Homes and Public Policy,
forthcoming, Chapter 3.




-95-

contexts of national health insurance debates and demands to balance
the federal budget by constraining spending.

A final explanation for the emphasis on institutional funding may
follow from a desire to serve those most in need in what is perceived
to be the more efficient site. Patients most in need of long-term
care may be viewed as those requiring the most help. Some evidence
exists that these are the persons likeliest to be cheaper to care for
in institutions.1 This follows from the efficiency of organizing such
services in a common site and perhaps from the lower standard of living
which many institutions provide. Evidence on the possible cost advantages

of institutional care will be taken up in Chapter III.

To sum up: this section has considered the origins of the nursing
home, reviewed public financing for home and institutional care. It con-
cluded by trying to explain the pronounced preference to spend public
funds on institutional care. The section which now follows begins by
examining the arguments in favor of a more balanced long-term care spend-
ing policy. It reviews recent developments in that policy in Washington,
and then closes by discussing the needs to consolidate existing evidence
about the comparative costs of home and institutional care (the subject

of Chapter III) and to develop new evidence (the subject of this thesis).

lGeneral Accounting Office, "Home Health--The Need for a National Policy
to Better Provide for the Elderly," A Report to the Congress, HRD-78-19,
December 30, 1977.
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E. Advocacy of Home Care and Consumer Sovereignty in the Context of
Current Federal Long-Term Care Policy

Earlier sections of this chapter have discussed the steady in-
crease in the use of formally organized long-term care services--
particularly in institutions; the reasons for this increase and why they
appear well-established and likely to persist for some time; and ex-
planations for the disproportionate public spending on institutional
services.

In light of this history, and of other considerations, it is not
surprising to find a large number of vocal advocates of increased public
funding for non-institutional care.1 Observing both past trends and the
evidence suggesting that the need by the elderly for long-term care is
going to grow in coming years, these advocates have put forth several
arguments in favor of greater funding for a variety of non-institutional

alternatives.

lBy the mid-1979's, the depth of this advocacy warranted compilation of
two useful bibliographises. One, a Council of Planning Librarians
Exchange Bibliography, contains over 300 entries, Another, prepared at
the University of Illinois, has some 500 entries. See Liz Karnes,
"Alternatives to Institutionalization for the Aged: An Overview and
Bibliography,'" Council of Planning Librarians Exchange Bibliography

No. 877, September 1975; Wendy Garen, Monica Lindeman, Leslie Lareau,
and Leonard Herman, "Alternatives to Institutionalization: An Annotated
Research Bibliography on Housing and Service for the Aged,' Housing
Research and Development, University of Illinois at Urbana-Champaign,
July 1976.
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(While this thesis will discuss only home care as an alternative
to the nursing home, this writer believes that many of the arguments
for home care also tend to support such other alternatives as adult
foster care, day care, and a variety of congregate and other inter-
mediate housing arrangements. It should also be understood in what
follows that the terms "institution™ and ‘nursing home'" are used inter-
changeably unless special distinctions are made. Thus, ‘'nursing homes"
also refers to non-medical rest homes or homes for the aged, as well as
such more intensive centers of care as the rehabilitation or chronic
disease hospital.)

Proponents of greater public spending for home care of older Amer-
icans have made their case variously on three principal grounds: quality
and effectiveness, consumer choice and cost. This section presents the
first two of these grounds and then considers how recent federal policy
has dealt with them; it closes by pointing to the need for a clearer
understanding of the comparative costs of home and institutional care

for the elderly. This is considered in Chapter ITII.

Arguments in favor of higher home care spending. Some have asserted

that problems of both quality-effectiveness and cost in long-term care

can be ameliorated by increased home care funding. They argue that home
care can be both better and cheaper for many older people than the nurs-
ing home care they would otherwise receive., If this is true, they argue

further, legislators should at the very least be indifferent to where
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long-term care is delivered, and permit older patients to choose the
site of their care. (This further assumes that outcome is not made
worse by the process of choice.) For clarity of exposition, these
three related arguments in favor of higher home care spending will be

considered separately.

Quality and effectiveness of long-term care should be discussed

distinctly. Quality refers to the process of care: are patients
treated humanely and decently, and are services delivered competently?
Effectiveness refers to the outcome of long-term care: how do similar
populations cared for at home and in institutions compare in their
morbidity and mortality rates, in changes in their level of independent
functioning in activities of daily living, and in their psycho-social
functioning and morale?

In the face of the difficulties of conducting reliable research on
these questions (a problem plaguing cost comparisons as well), and the
consequent paucity of reliable data, home care advocates have generally
tried to make their care largely in a journalistic or impressionistic
manner. Because of the dramatic--frequently tragic--content of these
journalistic accounts, they seem to have had a considerable impact on
public and legislative attitudes, if not on actual behavior. Since
research difficulties make difficult an assessment of the comparative
quality and effectiveness of home and nursing home care, an attempt

will be made here both to set out the lines on which home care
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advocates attach over-dependence on institutional care, and to indicate

available evidence on quality and effectiveness.

Quality of care in nursing homes has frequently been denounced.
Among the reported types of abuse of patients are beatings, torture,
intimidation, over-drugging, deprivation of freedom, inadequate or
dangerous food, inadequate heat and ventilation, filth and squalor,
and lack of fire precautions.

It is impossible to know how widespread these abuses are. They ap-
pear common, in view of their causes, discussed below, and of the fre-
quency with which they are reported. Because so little home care is
provided in this country, particularly to people as dependent as typical
nursing home residents, it is difficult to decide if home care is or
would be open to the same sorts of patient abuse.

It can be argued, on one hand, that home care recipients would find

it easier than would nursing home residents to change providers if they

lJournalistic accounts are common. Newspaper articles which seem to
number in the hundreds touch on one or more of these areas. See, for
example, Jack Newfield, "The Last Unspeakable Nursing Home," Village
Voice, 18 September 1978. For overviews, see Frank E. Moss and Val. J.
Halamandaris, Too 0ld, Too Sick, Too Bad, Germantown, Md.: Aspen, 1977;
Mary Adelaide Mendelson, Tender, Loving Greed, New York: Knopf, 1974;
New York State Moreland Act Commission, Regulating Nursing Home Care:
The Paper Tigers, New York: The Commission, October 1975. An im-
portant new work is Carol A. Delany and Kathleen A. Davies, Nursing
Home Ombudsman Report: The Pennsylvania Experience, Harrisburg, Penn-
sylvania Advocates for Better Care, January 1979.
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suffered harm. At home, a phone call will yield a change in provider;
in the nursing home case, the patient must be relocated, This is often
difficult and sometimes dangerous. On the side of the nursing home, it
should be noted that abuses may be easier to detect; one family visitor
or state inspector may bring to light a collective problem. A nursing
home administrator is able to supervise employees with less difficulty
than is the case under the decentralized provision of home care. Fin-
ally, if a home care recipient's family is committing the abuse, the
patient may lack any one to whom to appeal. This is a subject for
speculation because this writer has seen no investigation of the pro-
tection of rights of similar patients by home and institutional care
providers.

It should be asked whether abuse of dependent older patients may
not be a generic problem, difficult to solve by manipulating site of
care. Certainly, reports of abuse of foster children and children gen-
erally, mental patients, and the frail elderly are all common. These
citizens have common problems: they are weak and depend on others;
those others are sometimes not able, trained, or motivated to pro-
vide good care. Usually, formal providers of care to the dependent
are poorly trained and poorly paid. They face a difficult, dirty, and

often unpleasant job. Those they care for are not always pleasant;

lA suggestion of some of the decency assurance problems under home care
is offered in Susan K. Kinoy, "Discussion of Problems Concerning the
Selection of Home Attendants by Patients of Their Families," Testimony
before the United State Senate Special Committee on Aging, Washington,
D.C., 16 May 1977.
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sometimes recipients are abusive. In the face of these likely bar-

riers to good care, supervision is often difficult or lacking,
Rewards either for good direct service or good supervision are difficult
to provide.

Opportunities do exist for improving the quality of long~term care.
Kane and others describe a care-giving team which both improves the
conditions of patients' lives and saves money.l A Veterans Adminis-
tration committee has described a number of useful measures of patients’
rights and dignity. These include a place to be alone; a stable environ-
ment--one which encourages choice in realms such as time to go to sleep,
clothing, and several other areas which can be operationalized.2 Barney
has called for increased visiting and other involvement in nursing homes
as means of improving quality.3 Visitibility of family and visitors
doubtless influences the quality of all forms of service--from public

education to hospital, nursing home, and home care. Friedman and others

lRobert L. Kane, Lou Ann Jorgensen, Barbara Teteberg, and Jean Kuwahara,
"Is Good Nursing-Home Care Feasible?" Journal of the American Medical
Association, Vol. 235, No. 5 (2 February 1976), pp. 516-519.

2The Quality of Life Committee, Draft Report, Washington: V.A.,
15 July 1977 (mimeo).

3Jane Lockwood Barney, '"Community Presence as a Key to Quality of Life in
Nursing Homes,' American Journal of Public Health, Vol., 64, No,3
(Maxrch 1974), pp. 265-268.



-102-

present practical steps toward improvement of in-home services.

Many--perhaps most--nursing homes could diminish abuse of their
patients' rights. To do so may well prove difficult, Some opportunities
are emerging, but assuring decent provision of publicly—-funded home
care on a large scale may face obstacles similar to those confronting
today's institutions.

Despite the weak and mixed evidence on the comparative quality
and decency of home and institutional care today, home care advocates
have made the argument that a more balanced long-term care system, one
which made more freely available the option of home care, would induce
providers in both settings to monitor quality more carefully.

It may be feared, however, that those who attempt to buttress
claims of the desirability of home care by pointing to quality problems
of nursing homes are paying insufficient attention to generic problems
of assuring the quality of long-term care. The history of long-term care
policy in this country offers several examples of spasmodic change pro-
duced by reaction to visible evil, absent careful consideration of the
value of alternatives proposed.

Advocates of home care should be more mindful both of past events

in the evolution of institutional long-term care for the elderly and of

1Susan Rosenfeld Friedman, Lenard Kaye, and Sharon Farago, 'Maximizing
the Quality of Homecare Services for the Elderly,” a paper presented at
the 30th Scientific Meeting of the Gerontological Society, San Fran-
cisco, 21 November 1977.
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recent changes in the long-term care of other groups of disabled people.
Historically, it should be recalled that institutions arose in response
to identified needs, and were themselves seen as improvements over
earlier forms of care. Mental hospitalsl and nursing homes2 themselves
were designed and funded in response to identified abuses of the forms
of care that preceded them.

Proponents of home care should bear in mind also recent difficulties
encountered in the course of de-institutionalization of mental hospital
patients. Non-institutional care may be promoted only as an excuse to close
expensive facilities; "community alternatives’ are often not established
in sufficient numbers. In the mental hospital case, it is by no means
clear that the de-institutionalization movement has yielded any net bene-

fit to those discharged or to those denied admission under new policies.3

lSee David Rothman, The Discovery of the Asylum, Boston: Little, Brown,
1971.

2As discussed in section D of this chapter.

3Ellen I.. Bassuk and Samuel Gerson, ‘'Deinstitutionalization and Mental
Health Services,'" Scientific American, Vol. 238, No. 2 (February 1978),
pp. 46-53; Kim Hopper, Review of Andrew T. Scull, Decarceration: Com-
munity Treatment of the Deviant - A Radical View, Health PAC Bulletin,
No. 78 (Sept.-Oct. 1977), pp. 24-31; Leona L, Bachrach, "Deinstitutional-
ization: An Analytical Review and Sociological Perspective,” National
Institute of Mental Health, Series D, No. 4, DHEW Pub. No, (ADM)

76~351, Washington: USGPO, 1976.
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The effects or outcomes of long-term care are at least as dif-

ficult to measure as the quality or process of that care. This problem

highlights the importance of good long-term care planning. Issues of

major concern in this thesis--the comparative costs of home and institu-
tional care, and who should design plans of care--would be far easier

to resolve if outcomes could conveniently be measured. The difficulty

of gauging the outcomes of care of comparable populations in the two
different settings impede efforts to decide what services are necessary
and who should allocate them. Consequently, costs of in-home and in-
stitutional care are difficult to compare, because if outcomes can not
easily be measured they cannot easily be controlled. This difficulty

is further compounded by the practical and ethical problems of controlling
for the characteristics of the members of the two samples (those receiving
home and institutional care). This triad of problems, in sum, makes it
difficult to establish benchmarks, yardsticks, or other devices by which
to learn confidently the relative benefits and costs of home and institu-
tional care. As a result, this thesis will seek a variety of indirect
measures of the effectiveness of long-term care.

It is difficult to measure the effects of long-term care in any one
site. This is one reason why it is hard to compare the efforts of in-
home and nursing home care. The task of learning the effects of care
in these two sites is further complicated by methodological problems
which. stand in the way of obtaining comparablé populations. These prob-
lems will be taken up in the next chapter, as part of the discussion

of cost comparisons.
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Proponents of home care sometimes argue that nursing home care is
relatively ineffective, in that admission to the nursing home is associ-
ated with mortality rates which appear very high.l Kasl, after a careful
review of this literature, has argued that little is indeed known about
whether nursing home admission is the cause or correlate of higher mor-
tality rates.2 He notes that most studies of '"unexpected” mortality at
nursing home admission fail to control for the age, physical frailty, or
medical instability of nursing home entrants. It is possible that a
regression to agnosticism is taking place. Outcomes of nursing home
care are unclear. They may not be as bad as often feared. On the home
care side, reanalysis by Bigot and his associates3 of findings and data
generated by Nielsen and others4 suggests that first indications of the
negative impact of home care on mortality should be discounted because

of methodological uncertainties in early analyses.

lJ.P. Costello and G.M. Tanaka, 'Mortality and Morbidity in Long-Term

Institutional Care of the Aged," Journal of the American Geriatric Society,
Vol. 9 (1961), pp. 959 ff; M. A. Lieberman, "Relationship of Mortality
Rates to Entrance to a Home for the Aged," Geriatrics, Vol, 16 (October
1961), pp. 515-519 are two examples.

2Stanislav V. Kasl, "Physical and Mental Health Effects of Involuntary
Relocation and Institutionalization on the Elderly--A Review,'’ American
Journal of Public Health, Vol. 62, No. 3 (March 1972), pp. 377-384.

3Arthur Bigot, "Protective Services for Older People: A Reanalysis of
a Controversial Demonstration Project,’” a paper presented at the 3lst
Scientific Meeting of the Gerontological Society, Dallas, 17 November 1978.

4Margaret Nielsen, "Home Aide Service and the Aged: A Controlled Study,"”
Part 1, Cleveland: Benjamin Rose Institute, August 1970.
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This climate of agnosticism has probably been reinforced by the
failure to develop a large set of reliable evidence on the comparative
effects of home and institutional care. Mitchell's study of outcomes
of long-term care in three Veterans Administration settings is a valu-
able oasis in this field.l While patients in this study could not be
randomly assigned to treatment sites, multivariate techniques were used
to control for patient characteristics. Holding other variables con-
stant, home care patients typically enjoyed greater improvement than
did patients in two types of nursing homes. Improvement was measured
by an index of functional health status.

Another carefully designed study, by Katz and others,2 considers
only the effect of home care. Half of a group of older patients dis-
charged from a short—term rehabilitation hospital received home care
services from a visiting nurse association. After two years, a major
finding was that 'the avoidance of deterioration was...the most con-
sistent favorable effect, and that even this result could be achieved
only with the younger and less disabled patients.” This constitutes a

cautious endorsement of home care.

lJanet B. Mitchell, "Patient Outcomes in Alternative Long—-Term Care
Settings," Medical Care, Vol. 16, No. 6 (June 1978), pp. 439-452. For a
more detailed view, see Janet B. Mitchell, "Alternatives in Extended Med-~
ical care," Unpublished doctoral dissertation, Florence Heller Graduate
School for Advanced Studies in Social Welfare, Brandeis University,

July 1976.

2Sidney Katz, Amasa B. Ford, Thomas D. Downs, Mary Adams, and Dorothy I.
Rusby, "Effects of Continued Care: A Study of Chronic Illness in the
Home,'" DHEW Pub.No. (HSM) 73-3010, Washington: National Center for Health
Services Research and Development, December 1972.
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Despite the methodological uncertainties alluded to earlier, the
work by Nielsen and her associates also stands as an important effort
to learn the effects of home care. Through a randomized trial, home
care was shown to produce higher levels of contentment, fewer long-term
care admissions, and fewer long-term care patient-days than its ab-
sence.

Why are the effects of long-term care so difficult to measure, such
that we have relatively few good studies either of the outcome of care
in one site or of the comparative outcomes of care in two sites? The
problem of comparable samples will be taken up in the next chapter. For
the present, it should be noted that there exist large gaps in our abil-
ity to conceptualize and measure the impact of long-term care.

While these problems affect acute care as well, they are probably
more serious in long-term care. It is therefore somewhat discouraging
to read McAuliffe's critique of outcome measures.2 Should these asser-—
tions withstand the replies they are likely to draw, they may induce re-

assessment of efforts to develop reliable, valid, and easily secured

lMargaret Nielsen, Margaret Blenkner, Martin Bloom, Thomas Downs, and
Helen Beggs, '"Older Persons After Hospitalization: A Controlled Study
of Home Health Aide Services,' American Journal of Public Health,

Vol. 62, No. 8 (August 1972), pp. 1094-1101.

2William E. McAuliffe, "Measuring the Quality of Medical Care: Process
Versus Outcome,' Milbank Memorial Fund Quarterly: Health and Society,
Vol. 57, No. 1 (Winter 1979), pp. 118-152,
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outcome measures in long-term care. Further, if arguments of
McKinlay and McKinlay,l Illich,2 and Carlson3 are accorded weight, the
goals and methods of acute care itself may merit closer looks.

Some of the major difficulties of measuring outcome in long-term
care can best be introduced by contrast with acute care. 1In acute care,
measured events are clearer and it is probably easier to relate inter-
ventions to changes in patient status. In acute care, mortality, mor-
bidity, and pain are outcomes to avoid. Identified goods, services, and
techniques aim to forestall or prevent these outcomes.

The goals and desired outcomes of long-term care are by no means
as clear. Good health and restoration of full functional ability are
not possible in many cases. Often, the goal is to slow a decline, but
no minimum expectable rate of decline has been established for most con-
ditions. Frequently, chronically ill patients suffer from more than
one problem, making prognosis difficult to set.

The relation of long—term care services to outcomes poses a par-
ticularly difficult problem. In both nursing homes and home care, most

services are non-medical. The great preponderance of effort is devoted

lJohn B. McKinlay and Sonja M. McKinlay, 'The Questionable Contribution

of Medical Measures to the Decline of Mortality in the United States in
the Twentieth Century,'" Milbank Memorial Fund Quarterly: Health and Soc-
iety, Vol. 55, No. 3 (Summer 1977), pp. 405-428.

2Ivan I1lich, Medical Nemesis, New York: Pantheon, 1976.

3Rick J. Carlson, The End of Medicine, New York: Wiley, 1975.
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to compensating or substituting for deficits in functiomnal ability (to
perform activities of daily living like bathing, dressing, and the like)
and in such instrumental activities as shopping, cooking, and cleaning.
Measures of functional ability, discussed in Chapter IV, are used to
predict need for such compensating services. But changes recorded by
functional ability measures usually cannot be expected to reflect the
effectiveness of these compensatory services. That is, an older woman's
functional independence, for example, does not improve because a home
health aide bathes her daily. Rather, she is cleaner,

Thus, measures of outcome of long-term care must attend to personal
and household cleanliness, personal mobility and nutritional levels, and
the like. Some services may be devoted to preventing, slowing, or re-
versing medical or functional or social-psychological deterioration.
Reliable and valid instruments exist in some of these areas but must be
developed in others.

Comprehensive assessment of outcomes in all these realms is a dif-
ficult, costly, and time-consuming job. Instruments to do this job are
being advanced. When available, these devices will prove to be invalu-

able benchmarks for assessing the effectiveness of long-term care.l For

lAmong the work in this area is that recorded in Battelle Human Affairs
Research Centers, "Evaluation of the Outcomes of Nursing Home Care,' pre-
pared for the Nationmal Center for Health Services Research, Seattle:
Battelle, October 1976 (NTIS PB 266-301); Alan S. Rosenfield and Milton F.
Bornstein, '"Quality of Life and Care in Long Term Care Institutions: An
Empirical Study,: Worcester, Mass.: Commission on Elder Affairs, 1978;
Laurence G. Branch, "Understanding the Health and Social Service Needs of
People Over Age 65," Boston: Center for Survey Research of the University
of Massachusetts, 1977; and Alan Sager, "Decision-making for Home Care,"
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the present, the weakness of our ability to measure the outcomes of
long—-term care, combined with our desire to learn the cost of 'com-
parable" care in homes and institutions, obliges that thoughtful consid-
eration be given to the process of planning long-term care, Now follows
a discussion of consumer choice in long-term care, which will be shown
to be one aspect of the care planning process. In Chapter III, the re~-
liability of decision-making by professionals will be taken up. Taken
together, these two treatments introduce the problem of care planning in

the setting of long-term care cost comparisons,

Choice and consumer sovereignty constitute the second argument ad-

vanced by proponents of higher federal home care spending. For some,

the right of the elderly to choose the site in which they receive long-
term care seems to be posed almost as an ethical issue.1 Others assert -
this right as a practical matter: Older people may know best what is

in their interest and/or being permitted to choose, to avoid compulsory
institutionalization (or remaining at home) is itself so beneficial as

to outweigh the ill effects produced by choice of a site of care believed
by professionals to be relatively ineffective. In either case, it is

Interim Report to the U. S, Administration on Aging, Waltham, Mass,;
Levinson Policy Institute, Brandeis University, March 1979

lU.S. House of Representatives, Select Committee on Aging, Subcommittee
on Health and Long-term Care, "New Perspectives in Health Care for Older
Americans,' Washington: USGPO, January 1976,
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argued, the consequence of choice is preferable to the consequence of
compulsion.1

In long-term care, a wide variety in the range of choice to be per-
mitted to patients has been endorsed. In one context, it is insisted
that patient choice as to which nursing home to enter, combined with a
greater bed supply, would help improve the quality of institutional care.2
Greater choice would be permitted by those who would grant the elderly
some measure of influence on whether they would be cared for at home or

. . . . 3
in an institution.  Others go further and assert that the elderly can

lBudd N. Shenkin, "Stalking the Irrational,” Review Essay, Journal of
Health Politics, Policy, and Law, Vol., 1, No. 3 (Fall 1976), pp. 355-371;
Nelida A. Ferrari, "Freedom of Choice," Social Work, Vol. 8, No. 4
(October 1963), pp. 104-106; Anne R. Somers and Florence M. Moore,
"Homemaker Services--Essential Option for the Elderly,” Public Health
Reports, Vol. 91, No. 4 (July-August 1976), pp. 354-359; M. Powell Lawton,
"Social and Structural Aspects of Prosthetic Environments for Older Peo-
ple," paper presented at the Third Annual Institute on Man's Adjustment
to a Complex Environment, V.A. Hospital, Brocksville, Ohio, 1963, cited
in Institute of Medicine, The Elderly and Functional Dependency: A
Policy Statement, Washington: National Academy of Sciences, 1977, p. 9.

2Amitai Etzioni, Alfred J. Kahn, and Sheila B. Kamerman, "Public Manage-
ment of Health and Home Care for the Aged and Disabled," Position Paper,
New York: Center for Policy Research, January 1975.

3Institute of Medicine, The Elderly and Functional Dependency: A Policy
Statement, Washington: National Academy of Science, 1977, p. 9. State
Communities Aid Association, "Report of the Arden House Institute on
Continuity of Long Term Care," New York: The Association, 1978, p.8.
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and should be permitted to make 'mecessary decisions regarding such
major changes in their lives as being moved to an institution for
needed care.”1 Significant judicial support for the right of disabled
groups other than the elderly to obtain care in the "least restrictive"
setting has been developed. This has been especially true for the

mentally retarded.2 One decision, that of Sheldon v. Tucker,3noted

that a "'purpose cannot be pursued by means that broadly stifle personal
liberties when the end can be more narrowly achieved.‘”4 This prin-
ciple is of great importance. It may be extended logically to groups

other than the retarded.5

1Institute of Medicine, op. cit., p. 9; see also American Public Welfare
Association, "Report on Long-Term Care,' Washington: The Association,
November 1978.

2For a general discussion, see The President's Commission on Mental Re-
tardation, The Mentally Retarded Citizen and the Law, New York: The
Free Press, 1976, especially pp. 234-5.

3364 U.S. 479, 488 (1960).

4C:'Lted in The President's Commission on Mental Retardation, op. cit.

5A suit to compel more generous provision of home care to present and
prospective residents of intermediate care facilities in Massachusetts
is contemplated. Robert C. Benedict, "Emerging Trends in Social Policy
for Older People,'" Presented at the 1977 National Round Table Conference,
American Public Welfare Association, Washington, 9 December 1977, sup~
ports the right to the least restrictive form of care,



-113-

Calls for choice in site or provider of service is by no means
limited to care of the elderly or the mentally retarded. Women who
desire to give birth at home, attended by a physician or other care-
giver, raise this issue as well.l If the effect of freedom of choice
in long-term care on outcome were strong, it might be possible to im-
prove both autonomy and safety. This would be particularly true if
patients were able to make decisions as well as typical professionals,

Greater choice in site of care of the elderly should not be res-
tricted to long-term care. Trades between acute and long-term care
should be considered as well. Indeed, one possible source of funds for
greater choice in long-term care--to permit more care at home--would
be to divert funds now spent on acute care. The 'death with dignity"
movement raises clearly the possible choice,. for some people, between
quality of the last days or years of life and the length of life itself.
In part, this movement springs from medical advances which permit many
of the very ill or disabled to live longer today than in earlier years.
These treatments are usually fully reimbursed for the elderly by Medicare
or Medicaid. Tubiana argues that "'doctors...must learn to give up their
relentless right-to-live therapies and end the laughable lies that sur-

round the dying...'.2 The hospice as a device for in-patient and in-

home delivery of services to the terminally ill, seems designed to

lGeorge J. Annas, "Homebirth: Autonomy vs. Safety," Hastings Center
Report, Vol. 8, No. 4 (August 1978), pp. 19-20.

2Maurice Tubiana, cited in Francois Dupuis, "France: Restoring Dignity
to Death,' Washington Post, 23 May 1974
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deliver balanced care and elicit and then respect the preferences of
those who are dying.

The principle of care in the least restrictive environment may also
be extended logically, for the elderly, to making available choice about
the content of care in a given site. Freedom over both site and con-

<

tent of care would be supported by a general extension to all the dis-
abled of the scheme of cash payments, "the aid and attendance allowance,”
devised for disabled veterans.1 A generous, if somewhat more narrow,
range of choice would be permitted by voucher schemes such as those ad-
vocated in the field of public education.

Cash benefits, such as the aid and attendance allowance, and vouchers
make it clear that choice by the disabled is to be permitted. This would
permit selection of a more restrictive site of care, if the patient
desired. While guarantees would be needed to prevent inappropriate press-—
ure by families or professionals to induce patients to enter institutions,
Brody's position 'that the service to be provided is the least restrict-

ive alternative"2 may itself remove desirable elements of freedom. In-

creasingly, it appears that the right to choose a more restrictive setting

lAmerican Foundation for the Blind, Washington Report, December 1977,
p. 2.

2Stanley J. Brody, 'Testimony on 'Health Care for Older Americans: The
Alternative Issue, '" before the U. S. Senate Special Committee on
Aging, 17 May 1977.
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of care is being denied in principle by home care advocates. To pro-
tect the elderly who may prefer or who may require institutional care
from judges desiring to mandate freedom or administrators and legis-
lators desiring to save money, the right to choose institutional care
should probably be guaranteed.

Brody's position can perhaps best be understood g5 a reflection of

a general dislike for all institutions. There seems to have been a
growing feeling that schools do not educate (or even teach); hospitals
do not prolong life (or even improve health); corrective institutions do
not correct (or even deter). The validity of this impression is unclear:
it does seem widespread today. Its strength may diminish in the future

if established institutions come to be seen again as bulwarks against

instability~-not as obstacles to freedom.

The right of older patients to have wider latitude to exercise
their preferences for setting of long-term care has received a fair
measure of attention only in recent years. Guttman has noted that:

"The study of decision-making in old age, with regard

to resource utilization is a relatively new and uncharted
territory as far as social gerontology is concerned. In

contrast to the overwhelming literature on young adults,

studies on decision-making of older adults are relatively
scanty.”l

1David Guttman, "Seekers, Takers, and Users--The Elderly as Decision
Makers," A paper presented at the 30th Scientific Meeting of the Ger-
ontological Society, San Francisco, November 1977,
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Davis1 and Schulz and Hanusa2 have begun the job of testing prac-
tical methods to increase older dependent citizens' choice and control,

Proclaimed rights of the elderly to select the site in which they
will receive long-term care, and the practical work to support such a
right seems to have had little impact. In a Florida study, Bell found
that over 807% of mentally alert Medicaid recipients of nursing home care
and over 807% of those at home 'would prefer to live out the remaining
years of their lives at home and not in an institution.”3 Nonetheless,
as Barney4 has noted and the data on proportionate spending on home and
institutional care confirm, the option of choosing home care is usually
denied.

There are several reasons for this. One is the fear that to permit

greater choice of site of care would lead to a considerable increase in

lMarcella Z. Davis, "The Organizational-Interactional Structure of Patient
Participation in Continuity of Care: A Framework for Staff Intervention,"
a paper presented at the 30th Annual Scientific Meeting of the Gerontolog-
ical Society, San Francisco, November 1977.

2Richard Schulz and Barbara Hartman Hanusa, "Long-Term Effects of Con-
trol and Predictability Enhancing Interventions: Findings and Ethical
Issues,' Pittsburgh: Carnegie-Mellon University Department of Psychol-
ogy, 1977 (mimeo).

3William G. Bell, "Community Care for the Elderly: An Alternative to
Institutionalization,' Tallahassee: Program in Social Policy and the
Aging, Florida State University, June 1971.

4Jane L. Barney, ‘'The Prerogative of Choice in Long-Term Care,' The
Gerontologist, Vol. 17, No. 4 (July 1977), pp. 309-314,
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long-term care spending: As noted in section D of this chapter, many

of the services covered under the heading of home care are to many people
quite desirable in themselves, especially in contrast to institutional
long~term care.

Beyond this visible pattern in long-term care looms a general prob-
lem in social services, medical care, and perhaps publicly funded goods
and services generally. 1In the face of the need to ration resources in
medical care itself, Mechanic foresees a growth in bureaucratic power.
This could scarcely work to yield greater autonomy for patients.l

A problem beyond cost may stand in the way of granting patient con-
trol over long-term care site and services. This is that some (the
proportion is not known) consumers may really prefer not to choose.
Neuhauser describes the often positive role of the placebo effect on
acute care patients, owing to blind trust in authoritative decisions.

It may be imagined reasonably, by some, that older patients should
not be trusted to choose the setting in which they will receive care or
the services to be delivered to them. Perhaps they will ask for far
more than they need, ruining budgets and leading to avoidable over-

dependence. Conversely, it may be feared that some older patients

lDavid Mechanic, "'The Growth of Medical Technology and Bureaucracy: Im-—
plications for Medical Care," Milbank Memorial Fund Quarterly: Health
and Society, Vol. 55, No. 1 (Winter 1977), pp. 61-78.

2Duncan Neuhauser, '"The Really Effective Health Delivery System,' Health
Care Management Review, Vol., 1, No. 1 (Winter 1976), pp. 25-32.
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heroically--but inappropriately--insist that they ''can manage fine"
with levels of assistance so low that preventable harm is suffered:
bedsores, falls, malnutrition, or other damage. These considerations
should be borne in mind in evaluating the data presented in part three
of this thesis.

Reasonable responses to these positions might be to permit choice
by only those patients who desire it. A process for identifying and pro-
tecting others would have to be devised. Further, costs could be con-
strained by permitting choice only to a population which, in total, could
be cared for at the same cost in institutions or in their homes.

There are several positive reasons to offer in favor of permitting
choice to patients. First, to permit choice may in itself improve out-
come of care. Long-term services are delivered principally to compensate
for losses in functional ability. Physically, these losses reduce in
varying degrees the freedom of action enjoyed by the person when young.
In this context, to be compelled to accept care in an institution can be
demoralizing.

Second, patients may typically be able to select settings and types
of services which objectively yield outcomes superior to those of settings
and services selected by professionals. Most long-term care services
are non-technical in nature, involving help with personal care, house-
keeping, and related functions. Older people may indeed have excellent
ideas of what help they require. For technical matters, such as mon-

itoring vital signs or special nursing or therapeutic procedures,
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advice from expert professionals should be provided and, hopefully,
used. Devices for accomplishing joint care planning in a cooperative
atmosphere would have to be devised. What would have to be constrained,
therefore, is the defining of long-term care as a medical problem. For,
"When medicalization is based on the problems of living and the de-
termination of the 'quality' of one's life, the limits of social control
seem boundless."l

To permit patients choice in this area follows common patterns, in
virtually all societies, of permitting consumers to spend their dis-
posable incomes as they wish. Consumers are considered competent to do
this unless they harm themselves. Means are needed to determine which
older persons could safely exercise varying degrees of influence or
control over the settings and types of services they receive.

This pragmatic argument for permitting patients some measure of
freedom to decide their long-term care services will be considered in
this study. It will be considered in the contexts of difficulties of
measuring outcomes, discussed earlier in this section; difficulties of
comparing the costs of in-home and institutional care, taken up in
section C of Chapter III; and uncertainties surrounding the reliability
of decision-making by professionals, explored in section D of Chap-

ter III.

lArnold Arluke (Department of Sociology, Northwestern University) and
John Peterson, "0ld Age as Illness: Notes on Accidental Medicalization,"
delivered at the annual meeting of the Society for Applied Anthropology,
San Diego, California, April 6-9, 1977.
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The discussion to this point has considered only the types of
arguments advanced on behalf of greater choice by patients. But pat-
ients are not usually the only consumers of long-term home care:
families receive it as well. This is especially true when the patient
lives with family members who provide much care, supplemented by paid
providers. Families are not compelled to deliver care, either in their
own home or in the separate home of an older relative. If they feel
that the types and/or quantities of paid, formal home care support are
inadequate and that, consequently, they are carrying too heavy a burden,
they may give up their work and seek to have their relative institu-
tionalized.

Thus, three types of actors can be seen to have possible roles in
the home care planning process: patients, their families, and different
professionals. In part three of this thesis, the views on home care
(requested services) of members of the three groups will be examined,
and the consequences for cost and outcome of home care will be suggested.

This section now closes with examinations of how federal long-term
care policy has responded to the advocates of greater choice in long-

term care, and of why it has responded in these ways.

Federal policy on long-term care for the elderly today: a descrip-

tion and an explanation. Response by Congress and the federal bureau-

cracy to the advocates of more generous provision of in-home benefits

has consisted principally of hearings, proposals, legislative activity,
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and rhetoric. There has, in addition, been a small but measurable
increase in home care spending (see Table II-E). Significant pro-
grammatic initiatives, such as improved eligibility or significant
expansion of benefits, have not been seen. There are several reasons
for this: the weaknesses of the advocates of better home care; the
widespread dissatisfaction in Washington with how federally-aided pro-
grams in both home care and nursing home care work; and, in the contexts
of interest in national acute medical care insurance and perceived real
budget tightness, the powerful fear that new home care benefits would
be uncontrollably costly. Now, home care initiatives are described
and all but the last of the reasons for their failure are analyzed.

The cost question is examined in section C of Chapter III.

The advocates of increased home care funding have not been silent,
and they have not been without allies in the U.S. Congress. In the 94th
Congress, for example, over 80 bills to expand home care benefits were
filed.l This includes only legislation which would specifically fund
home care, and omits bills that would make more money for home care
available under such general approaches as raising the Title XX federal
ceiling.

A variety of approaches to finance and organize a broader range of
in-home services for more older Americans have been advocated., Most
would make possible public payment for non-medical, non~technical in-

home services of the sorts not well covered under Medicare, Medicaid,

lLetters to this writer from Ms. Janet Kline, Legislative Analyst,
Congressional Research Service, Library of Congress, 6 March 1976,
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or Title XX today. At present, federal home care funding is ham-

strung in several ways: Spending and eligibility under Medicare are
open, (there is no budget ceiling), but personal care and house-
keeping services are not covered. Medicaid does permit payment for non-
technical services, but it is both means—-tested and subject to varying
state policies. Most of these policies in practice restrict Medicaid
home care spending to very small sums in all but a few states, Title XX
funds can pay for all non-technical care, but it is means-tested and has
a budget ceiling on federal participation as well. Finally, Titles III
and VII of the Older Americans Act have supported many forms of care to
help older citizent remain at home. While not means-tested, these

funds are targetted toward low-income older people; a budget ceiling is
present as well.

These patterns are disappointing in view of the aims proclaimed for
these programs by Congress. Medicaid, Title XX, and the Older Americans
Act all include carefully spelled out mandates to fund and promote
home care Widely.l

Legislative approaches to carrying out these aims have been sev-
eral. Improvements in Medicare's home care benefit package has been
the most frequently sought end. 1In the 95th Congress, active efforts

were made to eliminate the 100 visit limitation under Part A and Part B,

Lhor Medicaid, see 45 CFR 249.10(b) (15) (i) (A); 42 USC 1396 a(13), (19),
(20), (21). For Title XX, see 42 USC 1397. For the Older Americans
Act, see 42 USC 3001.
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to eliminate the homebound and skilled nursing requirement for elig-
ibility, and to add a homemaker benefit, None of these efforts suc-
ceeded—-—not even those whose cost would have been so low that their
success would have been almost entirely symbolic.l

Attempts to reorganize the delivery of home care have taken sev-
eral forms. Some would make available project money for ''case management"
services to coordinate existing benefits. Others would go so far as to
establish a new Part under Medicare, which would become the funding
source for virtually all federal spending on long-term care services.
The most common approach here would be to make available flexible block
grants to states and sub-state regions.

Why have efforts to increase federal funding for in-home services
fared so poorly in Congress? An expression of the difficulty is found
in the aging committees of the two houses. Each lack legislative author-
ity to send bills to the floor of its house. Both hold hearings and

attract a considerable amount of attention.3 Neither could be abolished

lFor one pertinent bill, see HR 10738 (95th Congress).
2One of the best examples is HR 2268 (94th Congress).

3See, for example, the House Aging Committee's Subcommittee on Long-
Term Care's report on "New Perspectives in Health Care for Older
Americans,'" Washington: USGPO, January 1976; and the Senate Aging
Committee's series of hearings on "Health Care for Older Americans:
The 'Alternatives' Issues," Washington: USGPO, 1979.
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in recent Congressional reorganization, although serious attempts
to do so were made in the Senate. Still, both are usually forced to
remain on the periphery of the legislative process.

In the Department of Health, Education, and Welfare also, the
forces for higher home care funding are not strong. A report on home
care which Congress ordered HEW to complete by October of 1978 had not
been released six months later. It appears that the major reason for
the delay is the desire to remove from the report recommendations for

new initiatives.

Given the extent of dissatisfaction with nursing homes in this
country today, and the seeming attractiveness of home care as an
alternative, why have the advocates of home care fared so poorly?

First, it seems that advocates have not been able to bring to bear
on Congress a concentrated lobbying force. Why is this? The frail or
medically unstable disabled older person can only, with difficulty, act
as an effective self-advocate. Further, although, as noted above,
perhaps 257 of older Americans will live in a nursing home before they
die, and most say they fear or dislike the prospect, older persons
who do not yet need long-term care do not seem to have been able or (in

some cases) willing to invest a great deal of their political assets
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in improved long-term care. As Binstockl and Hudson2 have agreed,
the elderly and their allies have been unable to secure enactment of
legislation to reduce the severe unbalance in quality of life that
exists between those older Americans who are well-off and those who are
very old, poor, dependent, ill, and alone. They have been far more
successful in gaining higher Social Security payments. This behavior
may perhaps be explained in part by self-interest and in part by denial
of the prospect of (much feared) dependence. Finally, those who care
for the disabled elderly may themselves be old, frail, and ill. This
contrasts with the position of parents and others who advocate better
programs for the developmentally disabled.

A second set of obstacles to increased home care funding seems
to lie in the general dissatisfaction with long-~term care generally:
nursing home cost and charges of fraud, problems in assuring nursing
home quality, and fears that these will pervade new or expanded home
care programs as well. Early evidence in support of these suspicions

has already appeared.3 In recent years in Washington and perhaps for

lR. H. Binstock, "Interest Group Liberalism and the Politics of Aging,”
The Gerontologist, Vol. 12, No. 3 (Autumn 1972), pp. 265-280.

2Robert B. Hudson, "The 'Graying' of the Federal Budget and Its Con-
sequences for Old-age Policy," The Gerontologist, Vol. 18, No. 5,
Part 1 (October 1978), pp. 428-440.

3U.S. Senate, Committee on Government Operations, Subcommittee on Federal
Spending Practices, Efficiency, and Open Government, ''Problems Associated
with Home Health Agencies and Medicare Program in the State of Florida,"
Washington: USGPO, August 1976, U.S. House of Representatives, Select
Committee on Aging, "New York Home Care Abuse,' Comm, Pub. No, 95-145,
Washington: USGPO, 1978.
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some time to come, it may be difficult to secure an objective assess-—
ment of home care's merits and liabilities.

Third, the fear that problems which have been associated with
nursing home care will spill over to home care should be viewed within
a larger legislative context. This begins with the interest in de-
vising a national health insurance program (for acute care only) and
the comparative disinterest in long-term care. It continues with sus-
picions that the elderly already receive more than their fair share of
federal funds.l And it concludes within the perceived national mood
of tax and spending limits: seemingly, it is feared that new home
care benefits' costs would be unpredictable and uncontrollable.

If Congress and HEW could be more confident about the comparative
effectiveness of home and nursing home care (difficult to calculate for
reasons discussed earlier in this section) and about the comparative
costs of care in the two sites (taken up in the next chapter), the
future of home care could be legislated and administered with greater

confidence.

lsee evidence cited by Robert B. Hudson, op. cit.
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F. Summary

This chapter has covered a good deal of ground. It began by
noting the extent and nature of increased long-term care spending
in this country. Then, the sources of increased demand for formal
long-term care by the elderly were explored, along with the reasons
for disproportionate public funding for institutional care. Three
of the principal arguments employed by advocates of higher home care
spending--quality, effectiveness, and choice--were examined., Difficul-
ties in measuring effectiveness and the consequence of these dif-
ficulties for research and policy were noted. This theme of method
will be carried to Chapters III and IV as they discuss how to measure
comparative costs of care at home and in institutions. Finally, the
present setting of federal long-term care policy was discussed. This
served as the final piece of the foundation for assessing the evidence

on the comparative costs of home and institutional care.



Chapter III

THE EVIDENCE ON COMPARATIVE COSTS;

ITS WEAK FOUNDATIONS

A. Introduction

Section E of Chapter II examined a first difficulty in comparing
the costs of home and institutional care: problems in controlling for
outcomes or effectiveness of long-term care. This chapter has two
principal sections. 1In each, yet another difficulty in comparing costs
is discussed. Section B begins by presenting a summary of available
evidence on comparative costs. It then indicates limitations of most
of the studies which developed this evidence: lack of real control on
groups or samples whose initial characteristics are dissimilar.

Sources of these limitations are discussed.

In the face of problems of controlling for initial characteristics
and measuring outcomes, section C considers an alternative to the use
of experimental and control groups to compare the cost of home and in-
stitutional care. This is to let a sample serve as its own control..
Patients are actually cared for in only one setting. The hypotheti-
cal cost of their care at a defined level of effectiveness, in the
other setting is estimated by health and social service professionals.
Reliability of professional views about the costs of care in the hypo-

thetical setting would inspire confidence that recommends services were
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indeed of the effectiveness specified. But, if the types, quantities,
and providers of home care services -- and their costs -- recommended
by different professionals were quite divergent, this would tend to
call into question professionals' capacity to design long-term care
plans of defined effectiveness.

In light of research findings about the reliability of professional
judgment in several fields, and of the discussion of consumer sovereign-
ty in long-term care in Chapter 1I, section C closes by pointing toward
the method used in the present study to prepare a foundation on which

to compare the costs of home and nursing home care.

B, Evidence on the Comparative Cost of Home and Institutional Care

The total cost of a new home care program, like any other,is
the product of its utilization and on the average cost of care received
by those helped. Because, at the time the present study was designed,
it appears that relatively good estimates were available of the size of
the population needing home care but not receiving it, and relatively
poor estimates were available of the average cost per person of home

. . 1
care, it was decided to learn more about the latter. Although this

1

For useful material on the population in need, see Laurence G. Branch
and Floyd J. Fowler, Jr., The Health Care Needs of the Elderly and Chron-
ically Disabled in Massachusetts, Boston: Survey Research Program of the
University of Massachusetts, March 1975; Laurence G. Branch, Understand-
ing the Health and Social Service Needs of People over Age 65, Boston:
Survey Research Program of the University of Massachusetts, 1977; Lev-
inson Policy Institute, Alternatives to Nursing Home Care: A Proposal




-130-

study will concentrate on cost of care for individuals and pay little at-
tention to system costs, Chapter VII will consider the effect on system

costs of various types of diversion of nursing home residents to home care.

Comparing costs by four methods. One customary approach to comparing

the costs of home and institutional care has been to introduce a new home
care service, measure its costs, and then compare these with the savings
thought realized by shortening or eliminating institutional stays. The
sample serves, in a sense, as its own control. This approach has been ap-
plied to home care as a substitute for various types of nursing home and
hospital care. Studies which take this approach usually show that the in-
troduction of an in-home benefit leads to a net reduction in cost of care.
Such results have reinforced the arguments of those who propose increased
public home care funding on grounds of quality and effectiveness.

Among the compilations of data which take this approach are those of
the home care programs of Blue Cross of Greater Philadelphia and Associated
Hospital Service of New York.l Both of these programs appear to have been

well run, but neither seems to have been designed principally to obtain

prepared for the U.S. Senate Special Committee on Aging, Washington: USGPO,
1971, stock no. 5270-1248; American Public Welfare Association, "Report on
Long-Term Care,'" Washington: The Association, November 1978.

Brahna Trager, '""Home Health Services in the United States," A Report to
the U.S. Senate, Special Committee on Aging, Washington: USGPO, April
1972, Appendix 3, Items 1-2, pp. 82-114,
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data on comparative long-term care costs. This is common: As La Vor and

Callender note:

Most of the available literature on cost effec-

tiveness of home care has resulted from the appli-

cation of certain criteria to already existing

programs that were not designed to be research

studies....

It appears that this first method presents at least six problems:

1) Seldom is any evidence offered of reduction in nursing home costs =--
or even of reduction in the rate of increase of those costs. Beds emptied
may be quickly filled. Is this new use marginal and discretionary, or does
it represent a legitimate demand for beds which are in too-short supply?
2) The question of whether the patients receiving home care would have re-
quired the duration of institutional care thought '"saved" is often addres-
sed inadequately. The assumption is usually made by a professional on the
scene that a given patient would have required n days of institutional care.
The present study is designed in part to address the reliability of similar
types of professional judgement, in this case, about needed home care ser-
vices. 3) The home care benefit investigated is usually for short-term
recuperation from an acute illness. Seldom is funding included for even
short-term custodial care in the home. The costs of these services are
therefore usually excluded. 4) Savings from institutional care foregone

are taken at the average cost of institutional care. If these patients

were less ill than the average resident of the institutions concerned, the

Judith La Vor and Marie Callender, "Home Health Cost Effectiveness:
What Are We Measuring?" Medical Care, Vol. 14, No. 10 (October 1976),
Pp. 866-8720
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real cost of nursing home care for these patients would be below average.
5) Are all the substitute home care services needed? Are additional ser-
vices appropriate? 6) As presented, these studies seldom provide ade-
quate descriptions of their patient samples. This information would help
answer some of the questions just raised.

This first approach to learning the cost of a home alternative seeks
to learn the savings which accrue from appropriate de-institutionalization.
A second common method, a mirror image of the first, has been to examine
the individual and program costs of removing from nursing homes those "in-
appropriately institutionalized.'" Here, too, the sample serves as its own
control. Regrettably, the word "inappropriately' is not always tightly
defined. 1In some reports, it seems to refer to patients who do not require
some or all of the services in their facility or at their level of care.

In others, it signifies patients who, it is thought for some reason, could
be cared for more cheaply in other settings. Further, it sometimes means
all patients wrongly placed, receiving too much care or too little; at
other times, only those receiving too much care. Methods of determining

who is wrongly placed vary with these definitions.1

The literature on this subject is quite large, See among others,
Kathleen Connelly, Philip K. Cohen, and Diana Chapman Walsh, "Periodic Med-
ical Review: Assessing the Quality and Appropriativeness of Care in Skilled
Nursing Facilities," New England Journal of Medicine, Vol. 296, No.l5 (April
1977), pp. 878-880; Alan C. Beckman, Linda S. Noelker, and Debra David,''PEER
REVIEW: Overt and Covert Factors in the Decision to Institutionalize,"
Cleveland: Benjamin Rose Institute, 1977, paper presented at the 1977 meet-
ing of the Gerontological Society; and John Halahan and Bruce Stuart, ''The
Extent and Cost of Unnecessary and Inappropriate Utilization,'" in Chapter II
of Controlling Medicaid Utilization Patterns, Vol. II, Washington: Urban
Institute, 1977, U.R.I. 17700.
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Estimates by different methods in different places and at different
levels of institutional care not surprisingly reveal a wide variation in
the proportion of patients considered wrongly placed. A useful compilation
by the Congressional Budget Office identifies estimates that 67 to 65-767%
of various institutional populations are inappropriately placed.1

The present study adopts some of the methods embodied in these two
approaches to cost comparisons. It seeks to learn what proportion of cer-
tain new nursing home residents are being "inappropriately institutional-
ized" in that they could be cared for more cheaply at home. Therefore, it
must face up to the problems just identified. This task is attempted in
Chapter IV,

A third method for comparing the costs of home and institutional care
involves a natural experiment, using retrospective selection of matched
samples. Here, clients of home care agencies are matched with residents
of nursing homes who have similar medical, functional, psychosocial, demo-
graphic, and environmental characteristics. By observing the variety of
current practice with an open-mind, the presumption of selecting people and
designing service packages for experimentation is avoided.

Retrospective matching suffers from practical and conceptual problems.

Matching is difficult to accomplish when the patients served in the two

settings are generally dissimilar. This seems to have been the experience

1 Congressional Budget Office, Long-Term Care for the Elderly and Disabled,
Washington: USGPO, 1977, Appendix B,
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of a recent project in Minnesota.1 Reports by the Congressional Budget
Office and by Smyer, however, argue that there does exist a group in the
community which is similar to a fraction of institutionalized patients.2

On the conceptual level, Campbell and Stanley offer a set of method-
ological arguments against retrospective matching.3 Greenberg has recently
asserted that if it is possible to model the basis on which patients ulti-
mately received care in two settings, it is possible to adjust for the dif-
ferent characteristics of the two groups.4 When this can be done it pro-
mises to be a useful tool in comparing the costs of long-term care in dif-
ferent settings.

The three approaches to comparing costs have been used in long-term
care as second-best substitutes for controlled experiments. The best way
to measure the costs of different services is to conduct a prospective ran-
domized clinical trial (RCT). Cochrane has offered several arguments in

favor of this approach, which would apply in the controlled experiment to

Nancy N. Anderson and others, "A Comparison of In-home and Nursing Home
Care for older Persons in Minnesota,'" U.S. Administration on Aging Project
No. 90-A-682. See also Frederick W. Seidl, Kevin D. Mahoney, and Carol D.
Austin, "Providing and Evaluating Home Care: Issues of Targetting,'" paper
presented at the Gerontological Society's 3lst Scientific Meeting, Dallas,
20 November 1978.

2Congressional Budget Office, Long-Term Care for the Elderly and Disabled,
Washington: USGPO, p. 62; Michael E. Smyer, "Differential Usage and Differ-
ential Effects of Services for Impaired Elderly,' Advances in Research (Duke
University Center for the Study of Aging and Human Development) Vol. 1,

No. 4 (Winter 1977).

3 Donald T. Campbell and Julian C. Stanley, Experimental and Quasi-experi-
mental Designs for Research, Chicago: Rand-McNally, 1966, pp. 15, 47-49.

4 Jay Greenberg, "The Determinants of Bias in Observational Studies: A
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health and social services.

When the RCT can be used, it is the most persuasive of any compara-
tive evaluation of cost. In long-term care, however, the RCT has two dis-
tinct liabilities. One is that sample size must be considerable to permit
measurement of the effects of all the variables being manipulated -- sites,
types, quantities, and providers of services. This seems to be true of
any facet of acute care if its impact on health status is indeed small.2

It may be true of long-term care for the same reason. Moreover, in
long-term care, effects themselves are relatively difficult to measure and/
or imprecise conceptually: contrast morale and functional ability with mor-
tality.

The need to control for secular changes in the status of recipients
of long-term care probably tends to increase desired sample size. If the
number of variables being manipulated under any one cost comparison could
be limited, needed sample size would shrink accordingly. Regrettably, the
number of variables seems difficult to limit. Patient characteristics --
medical, functional, demographic, psychosocial, and environmental -- all
appear to influence needed services. In addition, they interact. Treat-
ment variables -- setting, types, quantities, and providers of care -- are
on ethical grounds, difficult to specify in advance. Finally, if the number

Simulation Study and a Long-term Care Example,' Unpublished Doctoral Dis-
sertation, Harvard School of Public Health, Boston, 1978.

1 A.L.Cochrane, Effectiveness and Efficiency, London: Nuffield Provincial
Hospital Trust, 1972,

2

John M. McKinlay and Sonja M. McKinlay, "The Questionable Contributions
of Medical Measures to the Decline of Mortality in the United States in the
Twentieth Century," Milbank Memorial Fund Quarterly: Health and Society,
Vol, 55, No. 3 (Summer 1977), pp. 405-428,




-136-

of variables is successfully restricted in the interest of controlling
sample size, the generalizability of the findings is likely to be re-
stricted as well,

The second general liability of the RCT lies in the ethical hazard of
requesting informed consent for experimental manipulation of care, and in
the practical difficulty of securing that consent. The traditional RCT be-
gins with: (1) an accepted treatment for a problem; (2) an alternative;
and (3) evidence for suspecting that (2) is better than (1). In some cases,
belief in the accepted treatment is so strong that innovators find it hard
even to win the right to test their alternative. Witness Fisher's efforts
to gain the right to measure the effectiveness of more conservative treat-
ments for breast cancer.

In other instances, such as many areas of long-term care, (1), (2), and
(3) are lacking. While there seems to be no validated treatment for indivi-
dual problems, there are accepted modes of practice. Most publicly-suppor-
ted long-term care is delivered in nursing homes. This site appears to be
the safest, in conventional medical respects, in as much as the traditional
devices of medical intervention -- trained workers and sophisticated machi-
nery -- can, in some circumstances, be brought to bear sooner., In comparing
the costs of care in different sites, it would probably be desirable to ma-
nipulate inputs -- types, quantities, and providers of services -- and learn
thereby the costs of delivering to similar patients care of equal effective~

ness. To upset established patterns with an experiment requires seeking

Victor Cohn, "Science Comes to Medicine -- Slowly,'" Technology Review,
December 1974, pp. 8-9.
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informed consent. Human subjects protection committees now demand that
consent forms contain information revealing expected benefits and risks
of established and experimental treatments. This is difficult to offer
in long-term care. For these reasons, and probably for others as well,
the RCT appears never to have been used to compare the costs of home and
institutional care.

A study is plannedlto help assess benefits and risks. It will first
compare several sets of professional views of the home care needs of a
sample of 100 patients. Then, the possible validity of these views will
be measured by contrasting actual patient outcomes with professionals'
plans for desired services. Professional prescriptions will be compared
with patient and family requests for services. On the foundation of
these two analyses, alternatives for service delivery will be specified

for possible subsequent testing under a RCT.

What is known about comparative costs? In the face of the difficul-
ties of comparing the costs of home and institutional care, it is not sur-
prising that most recent reviews of empirical studies conclude that little
is reliably known and that more careful research is indicated. A review
by Robinson and others of the comparative costs of home and institutional
care concluded that:

—

"Decision-making for Long-Term Care,' Levinson Policy Institute, Heller
School, Brandeis University, 1978-1980.
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The available data support the thesis that home-

maker-home health aide services, when provided

alone or as one of an array of in-home services,

are usually less costly than any of the out-of

home alternatives.,
On the whole, however, as the authors of this review indicate, most of the
data summarized derive from studies which do not control patient charac-
teristics or outcome measures. A similar difficulty plagues a review of
home care costs studies by Homemakers Upjohn.2 Both of these efforts call
attention to the need to consider separately home care as an alternative
to hospital care and to short- or long-term nursing home care. One of the
dominant findings in this literature seems to be that home care for many
convalescents costs less than hospital care -- taking the hospital cost
to be the per diem charge.

A 1975 General Accounting Office review of 20 studies of home and

nursing home costs concluded that nineteen 'presented data which supported
the proposition that home health care can be less expensive under some cir-

3 )
cumstances than alternative institutional care.'"”™ Several problems in

making cost comparisons were noted: finding samples of similar patients

1 Nancy Robinson, Eugene Shinn, Esther Adam, and Florence Moore, '"Costs of
Homemaker-Home Health Aide and Alternative Forms of Service: A Survey of
_the Literature ' New York: National Council for Homemaker-Home Health Aide

Services, Inc., 1974.

Zngost Analysis: Home Health Care as an Alternative to Institutional Care,"
Kalamazoo, Michigan: Homemakers Upjohn, October 1975,

3 General Accounting Office, letter to Rep. Edward I. Koch, MyDp-76-30,
B-164031(3), 17 September 1975.
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who receive similar services, relying on charges (which may be arbitrary) as
surrogates for cost, and relying on average institutional costs as mea-
sures of the costs for particular patients.

Three other reviews have been more critical in their judgments of the
methods and findings of comparative and other studies of the costs and
effects of home and institutional care for the elderly. The three had
some reasons in common; other reasons were individual. Each decided that
research and demonstration projects were, in sum, inconclusive.

Craig's 1975 analysis of twenty-three studies of home care reported
three general barriers to the accumulation of systematic knowledge: (1)
individual efforts varied in their objectives; (2) client populations and
program environments were not controlled; and (3) benefits and their ad-
ministration were widely dissimilar.

The firm of Applied Management Sciences completed in 1976 a review
of several alternatives to nursing home care, including home care and
adult day care. Only eight studies were located which investigated the
costs, efficiency and/or effectiveness of these alternatives. AMS con-
cluded that ''"The available evidence is insufficient either to refute

or support the assertion that in-home care is cost-efficient and/or

1 . . .
John Craig, '"Cost Issues in Home Health Care," in Marie Callender and

Judy LaVor, Home Health Development, Problems, and Potential, Washington:
Disability and Long-term Care Study, Office of the Assistant Secretary
for Planning and Evaluation, Department of Health, Education and Welfare,
April 1975, pp. 48-55.
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effective for all elderly persons."1 This can hardly have been a sur-
prising finding; Care in any one site could not be thought best, by
all or any measures, for 'all elderly persons.' AMS did identify certain
sub-populations for whom in-home care might be preferable.

AMS faulted individual studies of alternatives to institutionalization
on several grounds: sampling methods were thought inadequate; samples were
too small; patients were followed for too short a time; cost data were not
sufficiently detailed; and evaluators were typically themselves numbered
among the direct service providers.

Collectively, several major demonstrations were criticized for their
failure to adopt common methods. Outcome measures, patient variables, and
services offered exhibited considerable differences. Most projects de-
veloped their own instruments for gauging outcomes; in only a few cases
were standard measures, such as the Katz ADL score, used. AMS further
criticized five major demonstration projects then in process because all
were located in the northeast and all but one were in urban areas. Accord-
ing to this argument, failure to standardize some variables, such as experi-
mental services, is an error; but standardization of other variables -- is
also an error. It would appear difficult for researchers to tread a safe

path amid these charges.

Applied Management Sciences, "Evaluation of Personal Care Organizations
and other In-Home Alternatives to Nursing Home Care for the Elderly and
Long-term Disabled," Final Report and Executive Summary (Revised), Con-
tract HEW-0S-74-294, Silver Spring, Maryland: AMS, 1 May 1976,
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Based on its assessment of the inadequacies of past efforts, AMS re-
commended a $58 million demonstration program to test four administrative
arrangements, and four financing and four reimbursement mechanisms's uti-
lity in six delivery systems.

A contrary plan was put forth by the Office of Social Services and
Human Development, in the Office of the Assistant Secretary for Planning
and Evaluation, DHEW.1 An evaluation of 25 experimental non-institutional
long-term care projects for their enhancement of clients' daily function-
ing and their effectiveness in preventing institutionalization was extremely
critical of both research procedures and results. Therefore, it was re-
commended that 'New Experimental Research Should Be Proceeded by Develop-
ment of Theory and by Non-experimental Research."

In the face of these assessments, and those of such other authorities
in the field of long-term care as LaVor and Callender2 and Doherty 95_31,3
the prospects for soon obtaining data on the comparative costs of home and
institutional care for the elderly do not appear bright. Thus, it seems
likely that home care advocates will be obliged to continue to argue with-
out the support that cost data might provide.

A noteworthy exception to this generalization may shortly materialize.

"Critical Review of Research on Long-term Care Alternatives Sponsored by

the Department of Health, Education, and Welfare," Washington: ASPE, DHEW,
June 1977.

2 Judy LaVor and Marie Callender, op cit.

3 Neville Doherty, J. Segal, and Barbara Hicks, ''Alternatives to Institu-
tionalization for the Aged," Aged Care and Services Review, Vol. 1, No. 1
(1978), pp. l-16.
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Careful work by the U.S. General Accounting Office in Cleveland, using

Duke's OARS instrument seems to have developed measures of the cost of
home care for a large sample. If estimates of the average cost of com-
parable levels of institutional care for the members of this sample can
be developed, a useful device for assessing cost differences will have

been produced.

In view of the difficulties of experimentally controlling -- either
prospectively or retrospectively -- for the initial characteristics of
patients receiving home and institutional care, and in view of the general
difficulties of measuring the outcomes of long-term care, the present study
seeks to compare the costs of the two types of care hypothetically. The
sample is actually cared for only in one site: the nursing home. Thus, the
sample serves as its own control and the problem of comparability of initial

characteristics is avoided.

This leaves only the problem of estimating what would have been the
costs and outcomes of care in both sites. The cost of nursing home care is
known. This study, by means of a series of pre-planned and adaptive devices,
has sought descriptions of the home care service packages which are in gen-

eral at least as effective as the institutional services actually provided.

For work to-date, see Controller General of the United States, '"Report
to the Congress on Home Health -- The Need for a National Policy to Pro-
vide Better Care to the Elderly," Washington: General Accounting Office,
HRO 78-19, 30 December 1977; William F. Laurie, "Employing the Duke OARS
Methodology in Cost Comparisons: Home Services and Institutionalization,"
in Multidimensional Functional Assessment: The OARS Methodology, 2nd ed.,
Durham, N.C.: Center for the Study of Aging and Human Development of Duke
University, 1978, ch, 12, pp. 110-120.
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It is believed that this condition has been met. (The devices for so
doing are described in Chapters IV and V,)

The remaining problem is to learn whose views of the hypothetical
cost of home care should be compared with the actual cost of institutional
care. Who can be trusted to know what package of home care services is
"appropriate''? Whose views can be taken to be valid, in that they re-
commend not so much care that patients become dependent nor so little
home care that they suffer avoidable harm. Since home care services are
not actually provided, the general difficulty in long-term care of measur-
ing outcome is compounded in the present study. Consequently, the quality
of the care planning process and the reliability and validity of care plan-
ners views are of prime importance.

Two general approaches, described in part three, try to learn whose
views of home care needs =-- and therefore of the cost of home care --
should be accepted. These are to relate recommended home care service
units to certain patient characteristics, and to test by a variety of de-
vices the consistency of professional views about needed services.

There are several conceivable candidates for the position of planner
of home care services: patients themselves, their families, and various
professionals. Claims of patients and their families were described in
Chapter II; those of different professionals will be taken up shortly.

If professionals' views of patients' home care needs were generally con-
sistent or reliable, this would arguably strengthen the case that profes-
sionals should control allocation of home care resources. It was suspec-

ted, however, that professionals would not agree very well among one
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another about patient's needs. A considerable literature, principally in
other fields, but touching on long-term care as well, generated this sus-
picion. Section C now reviews the relevant literature on professional

agreement.

C. Planning Care: The Reliability of Professional Views

This section examines the extent of agreement among professionals
about what patients or other people need., Reliability, or consistency,
should be seen as a prerequisite for validity. That is, if professionals
do not agree very well with one another about the needs of an individual
patient, they cannot be expected to produce effective or valid plans of
care. Reliability is not enough in itself to ensure validity. Profession-
als may agree with one another, but they may all be wrong. Nonetheless,
confidence in professionals is greater if their views are consistent. How
much consistency is "enough" is hard to say, but, other things equal, more
is better.

In this thesis, it was decided to have many views about the home care
needs of individual patients because the literature on professional deci-
sion-making, reviewed shortly, does not inspire a great deal of confidence
in the general reliability of professionals and because the special circum-
stances of long-term care seem likely to increase the chance of disagree-
ment. The general literature on decision-making is important also because
it places possible disagreement in perspective. That is, given circumstan-

ces disposing to disagreement in long-term care, and the disagreement
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in other professional fields, to discover a measure of disagreement in
long-term care would not discredit the field as an object for funding.

This section now examines the reliability of professional views in
home care, nursing home care, acute medical care, and several other fields.
It will close with a discussion of the sources of disagreement in general

and of the peculiar circumstances in long-term care in particular.

A note on definitions is important. The process of obtaining profes-
sional views of patient need will be referred to as '"care planning.” The
products of this process will be called "care plans," "prescriptions,"
"professional recommendations," and the like. Thus, deciding what people
need will be distinguished from describing their post or current physical,
medical, functional, psycho-social and/or other status. The latter task
will be referred to as 'assessment.'" Assessment, to produce a timely and
objective (insofar as possible) view of patient status is only a founda-
tion for deciding needed care.

All too frequently, care planning and assessment are confused, or it
is thought that they are identical, or that the content of the care plan
flows smoothly and inevitably from an understanding of current condition.
This view appears, for example, in the generally excellent report on long-
term care by a task force of the National Conference on Social Welfare:

Once a functional capability assessment of a sample
base of the population is obtained, the data can be
translated into service[s]..., costs can be deter-

mined, standards established and the technology
moved into place to serve the needs. Interventions
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and therapies are readily related to
functional levels.

In opposition to this outlook, the opinion seems to be widely held

that "There is no set of criteria matching levels and combinations of dis-
ability with appropriate types of institutional or noninstitutional treat-
ment"2 and that '"We lack methods to ... relate the assessment of a patient's
medical condition to the quality of care and types of LTC services they
receive ..."3

The difficulty of making this linkage is by no means restricted to
long-term care. It is a problem, of debated dimensions, in acute care
as well.4 That such a debate should occur signals a departure from Weber's
view of the professional as a rational cog. The judge, for example:

in the bureaucratic state with its rational laws

is more or less an automation of paragraphs: the
legal documents together with the costs and fees

1 National Conference on Social Welfare, "The Future of Long-term Care
in the United States,'" The Report of the Task Force, Washington: The
Conference, February 1977 (multilith).

2 Congressional Budget Office, Long-term Care for the Elderly and Dis-
abled, Washington: CBO, February 1977, p.33.

3 Health Care Financing Administration, '"Memorandum for July 14, 1978
Briefing, Major Initiative: Long-term Care/Community Service," Washing-
ton: HCFA, 1978, Appendix 9.

For one side of the agreement see HCFA, op.cit. and David A. Hamburg
and Sarah Spaght Brown, '""The Science Base and Social Context of Health
Maintenance: An Overview,'" Science, Vol. 200, No. 4344 (26 May 1978)
pp. 847849; for the opposing view, see John Lister, 'Training for What? --
Winter of Discontent," London Post, New England Journal of Medicine,

Vol. 300, No. 12 (22 March 1979), pp. 656-658.
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are dropped in at the top with the expec-
tation that the judgment will emerge at the
bottom together with more or less sound agree-

ments -- an apparatus, that is, whose func-—
tioning is by and large calculable and pre-
dictable.

Critics of professionals today may on occasion state their case more force-
fully than the available evidence warrants. This may be in part a reaction
to descriptions, such as that by Weber, of professionals as disinterested

" truth processors. 1In part also, they may be reactions to claims that com-
petent professionals, such as doctors, simply did their best, and that ob-
jective standards for judging their ability were unavailable. An example
of this view is the definition of good medical care put forth by Lee and
Jones in 1933 (and asserted often today). It is " 'the kind of medicine

practiced and taught by the recognized leaders of the medical profession

. . . 2
at a given time or period ...' "

Hamburg and Spaght,3 and Cochrane,4 have been among those calling for

. 5 ..
better outcome measures in acute care; Kane and Kane  have argued similarly

Max Weber, Parliament and Government in Germany, Appendix 2, '"'Bureaucracy
and Political Leadership," in Guenther Roth and Claus Wittich, eds., Econo-
my and Society: An Outline of Interpretive Sociology, (Guenther Roth and
Claus Wittich, eds., New York: Bedminster Press, 1968, p. 1395.

2 R.I.Lee and L.W.Jones, The Fundamentals of Good Medical Care, Chicago:
Press, 1933, cited in David M, Kessner, "Quality Assessment and Assurance:
Early Signs of Cognitive Dissonance,' New England Journal of Medicine,
Vol. 298, No. 7 (16 February 1978), pp. 381-386.

3 op.cit,

4 A.L.Cochrane, Effectiveness and Efficiency, London: Nuffield Provincial
Hospital Trust, 1972,

5 Robert L. Kane and Rosalie A. Kane, ''Care of the Aged: Old Problems in
Need of New Solutions,'" Science, Vol. 200, No. 4344 (26 May 1978) pp. 913-
919.
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in long-term care. Difficulties in measuring outcome1 have led to renewed
intefest in grounding medical therapy in process or in consensus among ex-
perts.2 It is likely, however, that critics of health professionals will

regard other than outcome measures as clearly second-best,

Critics of professionals' ability -- that they have unique access to
special knowledge =-- and of their motives in seeking control over knowledge,
resources, or decisions, has been linked by Glazer to critics of institu-
tions themselves.3 The latter argument was taken up in Chapter II, Section
E. The present purpose, however, is not to decide if professionals are gen-
erally wise or ignorant, concerned with promoting competence or restricting
competition. Rather, this section seeks to report evidence on how well pro-

fessionals seem to agree with one another.

In home care itself, the care planning process which underpins resource

allocation appears to have been the subject of only one detailed study.4

William C. McAuliffe, '"Measuring the Quality of Medical Care: Process ver-
sus Outcome,'" Milbank Memorial Fund Quarterly: Health and Society, Vol. 57,
No. 1 (Winter 1979), pp. 118-152.

Witness the large-scale Research Development Consensus Project of the Na-
tional Institutes of Health, conducted during 1977-1979.

3 Nathan Glazer, '"'The Attack on the Professions,' Commentary, Vol. 66,
No. 5 (November 1978), pp. 34-41.

4 Bay Area Welfare Consortium, Final Report of the Homemaker-Chore Study,
Berkeley: University of California School of Social Welfare, September,
1977. See also U.S. Congress, ''Proprietary Home/Health Care,'" Joint Hear-
ing Before Subcommittee on Long-term Care of U.S. Senate Special Committee
on Aging and Subcommittee on Health and Long-term Care of Select Committee
on Aging of U.S. House of Representatives, 28 October 1975, Washington:
USGPO, 1976.
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This investigation found a considerable measure of both horizontal and ver-
tical inequity: clients with similar needs were frequently treated differ-
ently, and clients with different levels of disability frequently did not
receive services commensurate with their requirements. Moreover, patterns
of care varied by county of residence and by procedure for assessment and
care planning. Like reliability of planning, equity would point toward va-
lidity. Consistent plans could prescribe inappropriate services, and equi-
table plans could be ineffective or wasteful, but they carry a greater pre-
sumption of thoughtful consideration of clients needs.

In view of these results, and others presented below, certain assump-
tions made by federal institutional long~term care regulators should be care-
fully examined. These assumptions are visible in two areas: PSRO monitor-
ing of nursing home care, and the drafts of proposed conditions of partici-
pation for skilled and intermediate care facilities in Medicare and Medicaid.
Similar thoughts are not manifest in home care, probably because it has not
yet been the object of significant regulation.

One of the three components of pilot PSRO review of nursing home care
is "medical care evaluation.'" This is the component most closely related
to patient care. Nonetheless, medical care evaluation does not review the
content of care against validated standards. Rather, it calls for the com-
pletion of procedures reasonably thought to be necessary (but not sufficient)
for good care: did the physician complete a plan of care, did medications
relate to diagnoses, were goals of care recorded? Unlike the PSRO medical
audit for acute care, which does attempt to rely on a broad consensus
among physicians about what constitutes acceptable care, PSRO review of

long-term care lacks a firm scientific base. In part, this follows from
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PSRO's control by physicians, who generally are less interested in long-
term care than in acute care. Physician domination of PSRO's nonetheless
limits the latitude of knowledgeable and interested nurses, social workers,
and other professionals in helping to prepare standards for long-term care.

Further, less certainty in diagnosis or treatment of long-term care
problems can typically be expected, in comparison to acute care problems.
The nature of chronic problems themselves, the likelihood of multiple
diagnoses, and the relative lack of data on outcomes in long-term care
may well contribute to this,

Nonetheless, optimistic assumption about the efficacy of regulation
of long-term care appears in the draft conditions of participation for
skilled and intermediate care facilities in Medicare and Medicaid. This
draft is the basis for public hearings held during the summer of 1978.

One major option being considered is to de-emphasize certification of
nursing homes' policies and capacities and, instead, stress ''quality of
care and services provided to patients."2 One revised condition of par-
ticipation designed to effect this option is that for patient care manage-
ment. This would call for detailed assessment shortly after admission, re-
vised assessments as appropriate, discharge planning, if appropriate, and
patient care planning. Assessment would include "social and background
data, diagnoses, physical impairments, functional impairments, behavior,
special procedures, care being provided, drug regimen reviews, and an es-

timate of discharge potential.'" These items are the union of data called

l Health Care Financing Administration, 'Long-term Care Quality Assurance,"
Memorandum, 24 June 1978 (draft).

2

Health Care Financing Administration, DHEW, '"New Directions for Skilled
Nursing and Intermediate Care Facilities," Notice of Public Meetings, N.d.
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for in PSRO nursing home medical care evaluations and in the patient ap-
praisal and care evaluation (PACE) form. As in the case of the PSRO medi-
cal care evaluations, gathering the data required to perform patient assess-
ment is a necessary, but far from sufficient, condition for good long-term
care.

Patient care planning is required by the draft conditions of partici-
pation; individualized care plans must be written and revised, at least
quarterly. To require nursing homes to engage in care planning will for-
malize what is often done intuitively today. Greater thoughtfulness and
consistency may ensue. But the benefits of this requirement are difficult
to gauge, in the absence of valid evidence about the needs of individual
patients and how to meet them.

A final issue in institutional care pertains to placement of patients
at the correct levels. After reviewing this problem, the Moreland Act
Commission found only a weak relation between patient needs and level of
care.1 A point system for patient classification which was introduced in
response to the Commission's criticisms was itself attacked as capricious
and insensitive to important differences in individual needs.2 After review-
ing issues in assigning institutional long-term patients to proper levels
of care, Lawson concluded that this task '"far exceeds known observer relia-

bility with regard to a simpler situation, such as reading electrocardiograms

1 New York State Moreland Act Commission, Reimbursing Operating Costs and
Assessment and Placement: Anything Goes, Reports 5 and 6, New York: The
Commission, March 1976.

Peter Kihss, '"Point System of Reclassifying Nursing-Home Patients is
Under Attack,' New York Times, December 20, 1977.
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or feeling arterial pulses. It will, therefore, not support the observer
agreement that is required."1

The reported evidence on this question seems somewhat mixed. Wenkert
and others found that

Physician-nurse teams using common concepts of
levels of patient care can make replicable judg-
ments with respect to the care needs and proper
placements of statistically random sgmples of
patients seen in different settings.

Bell, on the other hand, found a considerable range of difference in
the estimates by physicians, nurses, and social workers about the propor-
tion of newly admitted nursing home residents who could have been sustained
in the community had certain in-home services been available.3

Similarly, Seidl and others, learned that actual home care case mana-

gers judged a substantially higher proportion of their clients to be at

risk of institutionalization than did a disinterested panel.4 Similar

1 Ian R. Lawson, '"The Antithesis Between Fiscal and Clinical Systems in
Geriatric Care," in Edward J. Hinman, ed., Advanced Medical Systems:

The Third Century, Miami: Medical Books, 1977, pp. 93-101.

2 Walter Wenkert, John G. Hill, and Robert L. Berg, ''Concepts and Metho-

dology in Planning Patient Care Services," Medical Care, Vol. 7, No. &
(July-August 1969), pp. 327-331.

3 William G. Bell, Community Care for the Elderly: An Alternative to
Institutionalization, Tallahassee: Program in Social Policy and the
Aging, Florida State University, June 1971.

Frederick W. Seidl, Kevin D. Mahoney, and Carol D. Austin, "Providing
and Evaluating Home Care: Issues of Targetting a paper presented at the
3lst Annual Scientific Meeting of the Gerontolocial Society, Dallas,
20 November 1978.
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sorts of evidence appears in the work of Pollak1 and of Williams and othersz.

In the realm of long-term care generally, the apparent importance of
consulting professionals from a number of different fields further compli-
cates the task of learning what care is appropriate for patients with var-
ious problems. Such consultation is desirable given the variety of pro-
fessions assisting the elderly in meeting their multi-faceted needs. The
frequently-reported disinterest by physicians in many of the problems of
the aged3 appears to have led to a disjunction among knowledge, interest,
and power. This has probably slowed reduction in the disparity of views
about both the requirements of this population and how to meet them.
Fragmentation of funding sources has probably had the same effect.

If Lawson is correct regarding the greater difficulty of making ac-
curate clinical judgments in such complex areas of long-term care as
level of nursing home placement, how much better is inter-rater reliabil-
ity in the more straightforward realms of acute care? Koran's comprehen-

sive examination of this subject constitutes a moderately chilling

1 William Pollak, '"Utilization of Alternative Care Settings by the El-
derly: Normative Estimates and Current Patterns,'" Washington: Urban In-
stitute, 13 March 1973, Working Paper 963-12,

2 T. Franklin Williams, John G. Hill, Matthew C. Fairbank, and Kenneth

G. Knox, "Appropriate Placement of the Chronically Ill and Aged,"
Journal of the American Medical Association, Vol. 226, No. 11 (10 Decem-
ber 1973), pp. 1332-1335,

3 See for example, Patricia Lee Kasschau and Vern L. Bengston, "The New
American Dilemma: Decision-makers View Aging and Social Policy,'" Los
Angeles: University of Southern California, Andrus Gerontology Center,
August 1977.
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indictment of physician decision making. After reviewing over 50 reports,
he concluded that "if the results of these studies are representative of
the reliability of clinical data, methods, and judgments, there is little
room for complacency."1 The work of Dunn and Conrath2 reinforces this
conclusion,

Koran was willing to offer tentative conclusions about factors in-
fluencing physician agreement. One was that '"the less severe an abnor-
mality, the lower the inter-observer agreement rate will be." Care plan-
ning for patients with chronic conditions, or suffering general frailty
and who are in need of long-term care, is likely to suffer from this dif-
ficulty. 1Indeed, Koran's finding parallels that noted in part three of
this study regarding decision making for home care: within this group of
long-term care patients, the number of hours of care needed by the least

ill and disabled patients were most difficult for professionals to agree

Lorrin M. Koran, "The Reliability of Clinical Methods, Data, and
Judgments," New England Journal of Medicine, Vol. 293, No. 13 (25
September 1975), pp. 642-646, and Vol. 293, No. 14 (2 October 1975),
pp. 695-701.

Carl V. Dunn and David W. Conrath, '"Primary Care: Clinical Judgment and
Reliability," New York State Journal of Medicine, Vol. 77, No. 4 (April
1977), pp. 748-754; see also, Robert H. Brook and Francis A. Appel, '"Quality-
of-Care Assessment: Choosing a method for Peer Review,' New England Journal
of Medicine, Vol. 288, No. 25 (21 June 1977), pp. 1323-1329; and Ward
Casscells, Arno Schoenberger, and Thomas B. Graboys, "Interpretation by
Physicians of Clinical Laboratory Results,'" New England Journal of Medicine,
Vol. 299, No. 18 (2 November 1978), pp. 999-1001.
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1
about. Further evidence regarding inconsistent decisions by profession-
als working in areas removed from acute care is found in Liebman's review
of disability determinations under federal income maintenance programs.2

Characteristics of patient's problems are not the sole influence on
how well professionals agree with one another. Characteristics of pro-
fessionals' training, experience, and information available may be expec-
ted to matter as well, It might reasonably be hypothesized, for example,
that more and better information would be associated with greater inter-
rater reliability, in that sources of uncertainty, requiring assumptions
or guesses, would be removed. It is surprising, therefore, to learn that
agreement about diagnosis or treatment in one study of ambulatory care did

. . 3
not improve as more information was provided.

Other reasonable hypotheses are that professionals with similar
training and experience, filling similar roles, are likelier to agree
with one another. Inter-profession agreement is particularly important
in long-term care, because, while many different professions' skills seem
relevant to patients' problems, budgets are finite. In Chapters IX and X

An interesting exception to this pattern, in the field of mental retars=
dation, is reported by Priscilla Pitt Jones and Kenneth J. Jones, '"Costs
of Ideal Services to the Developmentally Disabled Under Varying Levels
of Adequacy,' Waltham, Mass.: Heller School, Brandeis University,
1 July 1976.
2 Lance Liebman, "The Definition of Disability in Social Security and Supp-
lemental Security Income: Drawing the Bounds of Social Welfare Estates,"
Harvard Law Review, Vol. 89, No. 5 (March 1976), pp. 833-867. Determina-
tions are particularly important under SSDI and SSI because they are yes/no
affairs. No gradations are possible, to provide a margin of safety against
error.
3 Earl V. Dunn and David W. Conrath, "Primary Care: Clinical Judgment and

Reliability," New York State Journal of Medicine, Vol. 77, No. 4 (April
1977), pp. 748-754.
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of part three, the association of these variables with different levels of
agreement about recommended hours of home care will be examined.

In an area related to inter-professional reliability, how well pro-
fessionals agreed with certain standards, Shapiro found that more clinical
experience was associated with better predictive ability.l Perrin and
Goodman, in a study comparing ability of three groups of professionals to
obtain appropriate information and make appropriate suggestions about thera-
py,2 found that nurse practitioners generally did better than either house
officers or practicing pediatricians., Further, more experience and train-
ing did not seem to be associated with house officers' performance.

Looking beyond long-term care and acute somatic medicine, it is of
interest to note that Ennis and Litwack, in an evaluation of the reliabi-
lity and validity of psychiatrists' judgment, argue that psychiatrists dis-
agree so badly and predict outcomes so poorly that they should be denied
any diagnostic, judgmental, or predictive role in civil commitment proceed-
ings. Judges and juries '"'could function quite adequately...without 'expert'
opinion."3

But how reliable are judges' views? Partridge and Eldridge report

1 Alan R. Shapiro, "The Evaluation of Clinical Prediction,' New England

Journal of Medicine, Vol. 296, No, 26 (30 June 1977), pp. 1509-1514.
2

Ellen C. Perrin and Helen C. Goodman, ''"Telephone Management of Acute
Pediatric Illnesses,'" New England Journal of Medicine, Vol. 298, No. 3
(19 January 1978), pp. 130-135.

Bruce J. Ennis and Thomas R. Litwack, "Psychiatry and the Presumption
of Expertise: Flipping Coins in the Courtroom," California Law Review,
Vol. 62, (1974), pp. 693-752. See also, '"Psychiatrists' Views Found
Inconsistent," New York Times, May 30, 1978; and Earl V. Dunn and David
W. Conrath, op.cit.
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striking inter-rate dissimilarities in a study of 50 federal judges' hypo-
thetical sentences of 20 defendants.l For example, large differences were
found in lengths of prison sentences imposed in the same case; in 16 of

20 cases, judges were not unanimous in deciding if any prison sentence was
appropriate; and no evidence was found that experience as a judge tended to

moderate disparity.

Professionals, Patients, and Families. An examination has been made

of the reliability of decision-making by professionals in home care, in-
stitutional long-term care for the elderly, other areas of long-term care,
acute medical care, and other fields. Findings in these areas indicate
that before professional views of the hypothetical cost of a home alterna-
tive to institutional care can reliably be compared with the cost of insti-
tutional care, differences in the consistency of those professional views
should be examined,

Further, in the larger context, that of who should be permitted to
control the allocation of home care and other long-term care resources, a
finding that professionals' evaluations of patients' home care needs disa-
gree considerably would seem to open the door to greater influence over re-
sources by patients and/or families.

Using the terms presented by Bradshaw, disagreement among profession-
als would weaken the case for permitting standards of '"mormative need,"

experts' views, to prevail. Were this to happen, need felt or expressed

1 Anthony Partridge and William B. Eldridge, ''The Second Circuit Sentenc-
ing Study: A Report to the Judges of the Second Circuit, '"New York: Federal
Judiciary Center, August 1974,
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by patients and/or families would seem more important. So too, might com—
parative measure of need: lacking a zero point, it might still be possible
to decide who should have more help and who should have less.1

In this regard, it is interesting to examine two contrasting findings.
Keith identified a considerable divergence between elderly patients' and
public health nurses' rankings of the importance of various services.
Nagi, by contrast, found high congruence between medical and self-assess-
ment of disability in several types of activities.3 It will be of in-
terest to learn which pattern will prevail in hypothetical home care plan-
ning.

Because who controls the allocation or planning of in home services
may be imagined to affect the cost of that care and its effective-
ness, it would be well to learn if professionals agree among one another
about what is required to sustain an elderly person at home. Further, it
would be well to learn if professionals, on average, agree with patients
and their families. (When "agreement' shades off into “disagreement" must
of course be decided.)

Section D now summarizes the argument to this point.

Jonathan Bradshaw, ''The Concept of Social Need,'" New Society, 30 March
1972, pp. 640-644,
2 Pat M. Keith, "A Preliminary Investigation of the Role of the Public
Health Nurse in Evaluation of Services for the Aged,'" American Journal of
Public Health, Vol. 66, No. 4 (April 1976), pp. 379-381.

Saad Nagi, '"Congruency in Medical and Self-Assessment of Disability,"
Industrial Medicine, Vol. 38, No. 3 (March 1969), pp. 27-36,
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D. Summary of Part One

This chapter has been built on several of the earlier discussions in
Chapter II. That chapter began by documenting the steady use in public
long-term care spending in this country over the past 25 years. By placing
nursing home use in the context of institutional long-term care generally,
it noted that the high rate of increase in public spending cannot be attributed
solely to the Medicaid program. Rather, high nursing home spending under
Medicaid captures the effects of shifts in publicly-funded care from a va-
riety of self-paid, voluntary, and local and state government efforts to a
highly visible state-federal program. To a lesser but still important ex-
tent, high nursing home spending also captures the effects of increased
utilization of institutional long-term care by the elderly.

Chapter II continued by noting the types of explanations for increased
demand for formal, paid long-term care support and why this support has been
delivered in this country principally in institutions. The reasons for in-
creased demand for formal supports are most important. The epidemiologic
and socio-demographic forces identified are likely to persist for the fore-
seeable future. Given that only a small percentage of older persons receive
formal support at any one time, it is clear that a slight reduction in the
proportion of older Americans able to reside at home, either independently
or by means of the informal support of their families and friends, will re-
sult in a large proportionate increase in the number requiring formal sup-
port of some type. Thus, slow and barely visible changes in disability le-
vels, in the age and sex composition of the elderly population, and in the

availability or ability of families to provide help can have very considerable
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impact on demand for publicly-funded formal supports.

After setting out the reasons why institutional settings for publicly-
supported long-term care has been preferred, Chapter II described three of
the arguments (quality, effectiveness, and choice) used by advocates of
greater public funding for alternatives -- among them home care -- to in-
stitutional services. In the course of the discussion of effectiveness,
the difficulty of measuring outcomes of long-term care was explained, along
with some important consequences of this difficulty for policy and research.
Chapter II closed by indicating the importance of better knowledge of the
comparative costs of home care and institutional care to legislators and
bureaucrats.

Chapter III has presented four methods for comparing costs of home and
institutional care and has indicated some of the reasons why, together, they
have not yielded conclusive results.

It has been argued that, in view of the difficulties both in control~
ling for initial characteristics of experimental and control groups and
in measuring the outcomes of care in home and institutional settings, a
method of 'hypothetical diversion" might be a sensible method of uncover-
ing useful information about comparative costs. It avoids entirely the
problem of controlling for initial characteristics and, in a less satis-
factory but still adequate manner (described in Chapter IV) controls for
differences in outcome,

But since outcome or cost of home care cannot be observed and directly
measured, because patients are diverted from institutional care only hypo-

thetically, whose views of the types, quantities, and providers of needed
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home care services should be accepted? Clearly, the costs and effects of
home care depend on the services provided. Who really knows what patients
need to live at home safely? In Chapter II, several of the arguments ad-
vanced by advocates of permitting patients and/or family members varying
degrees of influence over the site in which long~term care is delivered.
It was noted that generally they apply as well to influence over which
services -- and how much of them -- are delivered in a given site.

Chapter III reviewed evidence on the reliability of professional
views in several fields. This served several purposes. It suggested
that professional reliability is not usually so good that it could be
assumed that long-term care professionals would automatically agree well
about the contents of hypothetical home care plans. Further, the special
characteristics of long-term care suggest that consistency of professional
views may prove particularly difficult to obtain. The review of the litera-
ture on reliability suggested also several variables which may be associated
with greater or lesser agreement. This association will be examined in
chapter IX of part three.

Lacking strong reasons for relying exclusively on patients', families',
or various professionals' views of need, this study will seek to assess by
two indirect methods the reasonableness of granting to the different parties
control over the allocation of home care services.

Part two now presents the specific goals, methods, and history of the

study.
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CHAPTER IV

DESIGN OF THE STUDY

A. Introduction

This chapter sets out the goals of the study and the methods by
which it was planned to execute them. Modification of certain methods,
discussed in chapter V, became necessary in several areas. These
modifications, while obliging changes in some plans for analysis and
weakening the strength of other analyses, basically left intact the
structure of the study as originally intended.

Diversion is a theme which runs through several aspects of long-
term care policy and research today. The present study was planned
during the spring of 1976. At that time, there was a considerable
amount of interest in the U.S. Congressl in expanding public funding
for home care benefits. Proposals to increase the scope of home care
services under Medicare and Medicaid were particularly numerous. Many
bills called for Medicare and Medicaid to go beyond their traditional
emphasis on skilled, medically related services and offer coverage of
social, personal care services. Many advocates of home care were
concerned about the costs of a new public program. In the 94th Congress,
one approach considered was that of authorizing an expansion in the range
of non-medical home care services to include homemaker, personal care,
and other non-technical services only to those older citizens who faced
lOver 80 pieces of legislation to expand home care benefits had been
filed in the 94th Congress. Letter to this writer from Ms. Janet Kline,

Legislative Analyst, Education and Public Welfare Division, Congressional
Research Service, Library of Congress, 5 March 1976.
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institutionalization, and for whom home care would cost no more than
institutional care about to be delivered.l In effect, this approach
was designed to allow a marginal increase in freedom of choice of site
of long-term care for those about to enter nursing homes, while at-
tempting to hold harmless federal and state fiscal liabilities. (It
is acknowledged that such a policy presents several problems. For
example, efforts to control costs would have failed if large numbers
of older Americans suddenly presented themselves as candidates for
nursing home care only in the ultimate hope of receiving non-technical
home care services.)

This particular legislative strategy, permitting more generous
federal funding of home care benefits for patients about to enter
nursing homes, if the cost of home care were no greater than that of
institutional care, parallels the method for comparing the costs of
home and institutional care derived in chapters II and III. The method
is appropriate for estimating the costs per person of such a new home
care benefit. Cost estimation via hypothetical diversion is a sensible
way to evaluate the costs per person of real diversion.

Hypothetical diversion is desirable in that it avoids the problem
of controlling for initial patient characteristics and can deal with the
problem of measuring outcomes. Further, it relies on the real-world
costs of institutional care, delivered by an established industry, but

1Pertinent bills in the 94th Congress were Representative Pike's H.R.
4869, Representative Koch's H.R. 10422, and Senator Bentsen's S.2591.
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deliberately does not take as given the real-world costs of home care.
Home care, in most parts of this country today, is not well coordinated.
Physician, home health, and social services are fragmented. In many
areas, vital services are not available. Daily service around the clock
often cannot be obtained. Finally, until outcomes can be measured, we
will really not know with confidence what services people require to
live at home safely. Without this knowledge, comparisons of the cost

of in-home and institutional care are extremely difficult to conduct.

Therefore, if the hypothetical costs of home care are to be compared
with the real costs of institutional care, it must be decided whose views
of types, quantities, and providers of home care-—and therefore its
cost—-should be employed.

Patients, families, or various professionals are the logical can-
didates. Each offers advantages. For patients, influence or control
over care planning may be good in itself, in that greater choice about
services, at a time of declining autonomy in other realms, may directly
improve health, functional ability, or morale. Further, most services
are non-technical, so patients may know themselves and their needs best,
and perhaps can be trusted to request only those services needed.

Families, alternatively, may be more able to be objective about
patients' needs. Especially if they reside with the patient, they will
be familiar with his or her needs. In addition, if families are pro-
viding help prior to receipt of formal support, it will be most im-

portant that they are content with the level of that support, or they
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may refuse to continue their share of the burden.

There are several arguments in favor of professionals as decision
makers in home care: they may be trusted to be objective; by virtue
of training and experience they can both supply technical information
when needed (about rehabilitation potential and techniques, oppor-
tunities for training for independence, need for medical monitoring
or special nursing procedures, and the like) and, make the inter-
patient comparisons necessary to equity.

Control by members of each group also carries, in theory, possible
disadvantages. Because the non—-technical home care services could be
attractive in themselves to many patients, they might demand inappro-
priately high volumes of help. Consequently, costs would be higher
than necessary. Well-being could suffer also if patients become
avoidably dependent and passive. (Some patients might prefer passivity;
inappropriately placing values on "objective' behaviors and outcomes
in long-term care is all too easy.) Alternatively, patients might err
in the other direction, and seek less than needed to permit them to
live at home safely. Being unduly optimistic, they might suffer harm.
Patients might find it difficult to gauge how much care is actually
required to accomplish what they desire.

Families, given control, might seek more than the help needed to
support their own efforts and thereby slough off onto paid providers'

jobs which they could reasonably be expected to continue to do.
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Finally, professionals might inappropriately assign too high a
proportion of home care effort to skilled curative services and too
little effort to supportive caring services. They might dispute
boundaries of control: In which areas of home care are nurses expert?
physicians? physical or occupational therapists? social workers?
What if they disagree markedly within or across lines of training?
Who then should control the allocation of in-home services? Perhaps
professionals might in general be too cautious or too prone to take

risks. If so, how might it be decided which is the case?

B. Goals

The goals of the present study emerge from the considerations just
discussed. 1If for political reasons a policy of more generous funding
for home care services were chosen, on the condition that only patients
for whom home care was no more costly would be eligible; and if, for
reasons of method, there are advantages to learning the costs of a
hypothetical alternative to institutional care; then a base is necessary
on which to estimate the cost of the in-home services. Many possible
candidates could be asked their views of the cost of home care for
people about to enter nursing homes. This study seeks the recommenda-

tions of most of the potential candidates.
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This study has four principal goals. They are now presented and
the techniques of analysis used to reach them in part three are sketched.
Plans for gathering the data which serve as grist for these techniques
are described in the next section of this chapter.

Goal I is to learn the extent of agreement among patients, their
families, and various professionals about the types, quantities, and
providers of hypothetical home care services needed to sustain patients--
individually and collectively-—at home. This is done by examining
closely the service requests of members of the three groups. Results
are not presented in the same order as goals in the interest of enhancing
comprehensibility of the findings. Goal I is taken up in Chapter VIII,

Goal II is to assess whose views of home care need seem more valid,
should patients, their families, and professionals disagree about needed
services. This goal will be pursued in two ways. First, correlation
and multiple regression will be used to gauge the relation of objective
patient characteristics to the types of services recommended by members
of the three groups (chapter VIII). Second, the extent of agreement
among professionals themselves will be explored. The term "agreement"
itself will be examined from a variety of directions. Analysis of
variance, Kendall's W, Cronbach's Alpha, and factor analysis—-supple-
mented by descriptive statistics-—will be used to gauge the extent of
agreement within and across professional lines (Chapter IX).

Goal III is to learn how the various views of hypothetical home

care cost compare with the actual cost of institutional care, and what
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proportion of the patients could be cared for at home at no greater
expense. Further, by applying savings, achieved through diversions of
some patients to home care, to subsidizing other patients for whom
institutional care is marginally cheaper, how many could be maintained
at home with no increase in system cost (chapter VII)?

Goal IV is to learn more about both long-term care policy and
planning for individuals' needs by mining the by-products of data
generated to reach Goals I-IITI. The data suggest opportunities for
establishing a cooperative model for home care planning, incorporating
views of patients, families, and professionals. It appears that the
cost of care plans generated through such a model would be reasonable
and affordable (chapter X).

Disagreement about the control or influence of dependent older
persons, their families, and various professionals over long-term
services has been in part a product of uncertainties about the goals
of those services, their costs and effects, and the legitimacy of
professional knowledge. These uncertainties interact. For example,
if the principal goal of long-term care is to maximize longevity,
physicians and/or related professionals might be best able to allocate
funds. Should these professionals disagree about allocation, or should
they agree but their prescribed services prove of little effect, the
legitimacy of their control over resources is called into question.

Alternatively, patients, families, and professionals might begin

with different goals. 1In a particular case, the patient, understanding
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her condition to be terminal, might choose to live at home in relative
comfort and reject life-prolonging interventions. Her family might be
unwilling to continue to care for her at home and therefore prefer
immediate nursing home entry. The patient's physician might argue

for aggressive therapy and rehabilitation in hospital. Full real costs
or benefits of any choice are not borne by, or even visible to, any
party. To decide who should have the right to choose setting or type
of care involves medical, ethical, legal and social considerations.
What, for example, is a patient's right to choose home care if her
family cannot provide it and adequate formal supports are not available?
What should a hospital do when its continuing care department believes
home care to be unsafe but a patient declines to enter an institution?
What are the rights of patient, family, and physician to seek care that
is very costly, when funds are limited?

Depending on the goal(s) of long-term care for a particular person,
the patient, family, or one or more professionals can be supposed best
able to allocate available resources to reach the chosen end(s). Today,
given poor articulation of goals, various restrictions on spending,
and setting of care, and often such exigencies as the need to empty a
hospital bed, professionals generally choose sites and quantities of
care usually after little consultation with patients.

Possibly, better goal articulation and cooperative planning should
not even be pursued if costs are likely to preclude real choice. This

would be regrettable because greater autonomy in long-term decision
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making is important to aged persons, particularly to those whose
freedom of action generally is contracting. Given the non-technical
nature of most long~term care services, the potential for a greater
measure of consumer sovereignty certainly exists. Should the three
groups disagree, devices are needed to reconcile patient, family, and
professional preferences and budget limits.

To help lay a firmer foundation for home care planning for in-
dividual patients, the following information should prove to be of
help: data on the characteristics of patients about whom professional
agreement is relatively good or bad; on which patients are thought
to need more or less home care; on which services and providers
agreement is best; and on which services and providers are thought
most useful for which patients by which professionals. Finally, the
effects of various types of information on professional prescriptions
is measured in the hope that it will shed some light on what consti-
tutes appropriate care planning and utilization review procedures
(Chapters VIII and IX).

Absent outcomes measures and given the widespread belief that
the long-term care system works badly (care is inefficient and of
low quality, fraud is common, patients are misplaced, outcome is
poor), a better care planning process-—one which seems equitable,
reasonable, and reliable--may help to convince legislators and
bureaucrats that higher appropriations for long-term care in general

and for home care in particular would not simply amount to "throwing
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money at problems."1

C. Study Methods

The method adopted by the present study was to identify a group
of patients about to enter nursing homes. There would be no inter-
ference in placement or provision of services. These patients would
be admitted into nursing homes. The average per diem costs of their
institutional care would be measured. But, before entering nursing
homes, they would receive a full functional, medical, and psycho-
social assessment. Based on this assessment and other information,
a group of health and social services professionals—-physicians,
hospital discharge planners, and home health agency care planners——
would individually design detailed home care plans for each patient
included in the study.

Data-gathering was planned to be accomplished in four phases.
These were to: (1) compile the study sample at four Massachusetts
hospitals, (2) assess patients, (3) interview patients and a member

their families, and (4) obtain professional home care plans.

lIt is believed, in sum, that these goals would, if attained, help
respond to many of the concerns raised in Anthony Lenzer and Avedis
Donabedian, '"Needed...Research in Home Care," Nursing Outlook, Vol.
No. 10 (October 1967), pp. 42-45.

of

10,
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The sample. A total sample of 100 patients was sought for the
study: 30 from a Boston-area teaching hospital, 20 from a Boston-
area community hospital, 20 from a teaching hospital elsewhere in
the state, and 30 from a community hospital elsewhere in the state.
These proportions were based on those types of hospitals' 1975 share
of total Massachusetts total acute hospital discharges by institutions
of 150 beds or more. Hospitals were to represent only this class of
institution because, it was felt, only large facilities could generate
the volume of discharges needed to complete the sample in adequate
time. Of all patients admitted to nursing homes in 1973-1974, 34.8%
had "resided" in acute care hospitals before entry into the home.l
The study sample, therefore, represents this group, allowing for
differences in types of patients cared for at large versus small
hospitals.

Hospitals were to be selected on several grounds. The first was
their location and type of facility. The second was whether they seemed
typical of their class. A hospital specializing in care of a certain
type of illness had to be excluded. The third was whether the pertinent
staffs and boards of the hospital were willing to grant permission. For
the Boston area hospitals, a fourth criterion was added, that the facili-
ties be convenient to consultants who would be briefly visiting patients.
lNational Center for Health Statistics, "Characteristics, Social Con-
tacts, and Activities of Nursing Home Residents, United States 1973-1974,"

National Nursing Home Survey, Vital and Health Statistics, Series 13,
No. 27 (May 1977), Washington: USGPO.
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The screening process. To be included in the study, patients

had to meet several requirements. First, they had to have resided

in the "community,"

not in an institution, prior to the hospital
admission. This condition was set to assure that, when interviewed
about their own home care service requirements, patients had a recent
source of information about those requirements.
Patients about to enter nursing homes from the community were
preferred to patients already in institutions for another reason.
The former plan would be likelier to better mimic real-world policy
conditions—--making available home care services for patients about
to enter institutions. It is relatively difficult to deinstitution-
alize older patients who have lived for a long time in nursing homes
and lose their housing and other roots in their neighborhoods.l
Second, the discharge planner—-—social worker or continuing care
nurse~—in the hospital had to decide that the patient would be dis-
charged to a long-term care facility--rehabilitation hospital, chronic
disease hospital, skilled nursing facility, intermediate care facility,
or rest home-—for a stay of not less than two months. (The stay in
a first facility could be less than two months, if it was expected
that the patient would subsequently be discharged to another long-—
term care facility, yielding a stay in both institutions of over
lOn the difficulties of deinstitutionalization, see Barry Siegel and
Judith Lasker, "Deinstitutionalizing Elderly Patients: A Program of

Resocialization," The Gerontologist, Vol. 18, No. 3 (June 1978),
pPP. 293-300.
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two months.)

Third, the patient's physician was asked to permit participation
in the study. No patient was approached and asked to participate
without this permission. Fourth, the hospital discharge planner was
asked to decide if the patient was competent to understand the nature
of the study, respond to questions, and give informed consent. Pa-
tients judged not competent were not approached.

Fifth, the hospital discharge planner was asked to decide if the
patient could cope well enough with the emotional stress of thinking
about home care, at the time of discharge to a long-term care insti-
tution, to permit participation in the study. Patients judged unable
to cope were excluded. Finally, patients and the members of their
families who knew the patient best (the "caregiver") were approached
separately and asked if they were willing to participate in the study.
Consent was desired from both patient and caregiver, because each
would be interviewed.

Because delays arose in the course of executing this plan, changes
were made in the type of patients who could be included, the hospitals
they were drawn from, and the size of the sample. These delays, and
the reasons for them, will be discussed in chapter IV. The remainder
of the study design, which now follows, was not modified.

Patients who were excluded from the study for any of the reasons
noted above were not ignored. The reason(s) for their hospital ad-

missions, their medical diagnoses and disabling conditions, their
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known hospital and long-term care facility admissions, their socio-
demographic characteristics (age, sex, race, ethnicity, religion,
education, marital status, living arrangement, occupation, and em-
ployment status) were recorded. Based on this information, it was
possible to measure’how similar the study sample-—-those screened

into the study--is to those screened out of the study; see chapter VI,

The patient assessment form. Once a patient was included in the

study, an assessment form was completed. This included, in addition
to the data just described, information about the patient's: (1)
functional ability to manage activities of daily living (walking,
transferring, dressing, bowel and bladder function, and the like);
(2) independence in such instrumental activities of daily living as
shopping and housework; (3) architectural barriers in the home;

(4) composition of household; (5) capacity of informal support system;
(6) psychosocial characteristics; (7) impairments and limb motion;
(8) abnormal medical signs; (9) medications; (10) special nursing
procedures; and (11) special personality, family, cultural or other
characteristics.

The purpose of the assessment form was to assemble objective data
about patients, to be used by consulting professionals as the base on
which to design home care plans. Summary data were not presented to
consultants, only information observed about patients in hospital,
recorded from their medical records, or reported by them and/or their

families.
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Uninterpreted, objective data were presented to professionals to
provide a common base for planning individual patients' services. In
this way, one potential source of disagreement regarding needed ser-
vices, patients' characteristics, would be eliminated. Nonetheless,
three other sources of disagreement remain. This should be borne in
mind when interpreting the meaning of the levels of agreement reported
in chapters IX and X.

Given knowledge of patients' history and current status, profes-
sions might differ in their views of prognosis absent services.l Given
agreement about status and prognosis, choice of different goals could
lead to service packages of varying size or composition. Finally, even
given unanimity about status, prognosis, and goals, professionals might
still differ in their estimation of the efficacy of various services
and, therefore, in recommended types, quantities, or providers of care.

The patient assessment form is a version of the patient appraisal
and care evaluation (PACE) form. The form was adapted to home care
planning by the addition of information about architectural barriers,
household composition, and similar variables.2 The advantages of the
lRobert H. Brook and Francis A. Appel, "Quality-of-Care Assessment:
Choosing a Method for Peer Review," New England Journal of Medicine,
Vol. 288, No. 25 (21 June 1973), pp. 1323-1329; and Margaret W. Linnm,
Lee Gurel, and Bernard S. Linn, "Patient Outcome as a Measure of Quality
of Nursing Home Care," American Journal of Public Health, Vol. 67, No. 4
(April 1977), pp. 337-344 offer evidence on disagreement about prognosis.
2The PACE is the product of collaboration among workers at four univer-

sities. See Ellen W. Jones, Barbara J. McNitt, and Eleanor M. McKnight,
Patient Classification for Long-term Care: User's Manual, Department of
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PACE form were thought to be several. First, it seemed at the time
that the PACE was going to be extensively used to evaluate federally
supported long-term care progranms. Study data would, therefore, be
comparable with those of large-scale efforts. Second, it presented
data about patients in discrete, undigested form, allowing profess-
ionals to assimilate information as they wished. Finally, the bulk
of the information would be observed and recorded by health care and
social service professionals who were well acquainted with patients.
The PACE form was designed to perform many functions, among them re-
search. It seems to fill most of the general requirements for good
assessment forms.l

Several other assessment vehicles were reviewed before the PACE
was selected. The one given most serious consideration was the Older
American Resource and Services (OARS) inventory.2 The OARS form had
several important assets. It was carefully developed with extensive

support, and it appeared likely to be used in a variety of research

Health, Education, and Welfare Pub. No. HRA 74-3107 (Washington, D.C.:
Bureau of Health Services Research and Evaluation, December 1973).

1These requirements are described in: Institute of Medicine, The
Elderly and Functional Dependency: A Policy Statement (Washington,
D.C.: National Academy of Sciences, June 1977), pp. 16-17; M. Lawton
Powell, "The Functional Assessment of Elderly People," Journal of the
American Geriatric Society, Vol. 19, No. 6 (December 1971), pp. 465-481.

2Eric Pfeiffer, ed., Multidimensional Functional Assessment: The O0ARS
Methodology (Durham, N.C.: Duke University Center for the Study of
Aging and Human Development, 1975).
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settings——as indeed it has been.l Further, the reliability and in-
ternal validity of its components were being measured, and they
appeared high. The OARS was ultimately rejected because, first, most
data had to be obtained from the patient. It was felt that, under
the patients' circumstances in this study, too much time would be
demanded. Also, to obtain so much data directly from patients might
weaken its validity.2 Second, the OARS seemed more applicable to a
population less ill and disabled than that expected to be included
in this study's sample: 1little detailed data on medical status or
nursing deeds were called for. Third, it was feared that the OARS
was not compact enough to permit the study's consultants to review
its raw data in detail, in sufficient time to make its use economical.
After data collection for the present study was completed, find-
ings were reported which suggest that medical records, an important
source of certain PACE data, are inadequate in some respects. While
this presents some difficulty for the present study, the problem is
not serious because care plans are only hypothetical. To rely on

similar sources for real-world care planning presents the danger of

lDuke University Center for the Study of Aging and Human Development,
Multidimensional Functional Assessment: The OARS Methodology (Durham,
N.C.: The Center, 1978), Appendix C.

2Janet Plant, "Various Approaches Proposed to Assess Quality in Long-
Term Care,'" Hospitals, Vol. 51, No. 17 (September 1977), pp. 93-98.
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. . : ‘1. R . . 1
harming patients by providing them with too little care or too much.

Patient and caregiver interviews. The second source of data ac-

quired for the study was to be obtained by conducting separate inter-—
views with patients and with their principle "caregivers." The latter
was the family member, friend, or neighbor who would help the patient
the most, and who was consequently familiar with his or her needs.

In view of the apparent importance to well-being of older people
of ability to make decisions for themselves, it was thought useful
to ask patients, hypothetically, what services they would need to live
at home in a ''safe, adequate, and dignified" manner. Such questions go
beyond patient choice about site of care; they open the door to learn-
ing more about how older people regard their needs for service. 1If
patients' control over setting of long-term care is judged important,
it seems reasonable to consider control over level of service to be
important as well. ’

It was thought useful to learn several things. First, in what
areas did patients see themselves as needing help? Patients would
be asked, service by service, for 41 separate areas, whether they
needed assistance and, if so, how many times per week they would need
that help. These services included several in the area of personal
lLinda K. Demlo, Paul M. Campbell, and Sarah Spaght Brown, "Reliability

of Information Abstracted from Patients' Medical Records," Medical Care,
Vol. 16, No. 12 (December 1978), pp. 995-1005.
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care, such as bathing and dressing; several housekeeping services,
such as cooking and cleaning; a range of nursing services; and a set
of medical and therapeutic services. A full list of all services is
appended to this chapter. 1In addition, patients were asked how many
times per week they thought an unpaid provider would be able to render
assistance in each service area. The difference between the total
number of episodes of help sought and the number of unpaid episodes
would be the number of paid episodes for which formally organized
services would be required.

Based on these data, comparisons could be made between patients,
between patient and caregiver, and among patient, caregiver, and
professionals regarding the types of services where help was thought
necessary, how many episodes were requested, and the breakdown of
requests into paid and unpaid help. Similar comparisons could be
made for total episodes of help sought and for each of the four cate-
gories—--personal care, housekeeping, nursing, and medical-therapeutic--
just mentioned.

Patients' views were sought for several reasons. If patients
were to have some sovereignty as consumers of long-term care services,
it would be useful to compare what types of help, and how much they
thought necessary, with the views of caregivers and professionals.
This would make it possible to compare, in a rough way, the potential
costs of the help requested by patients with that thought necessary

by caregivers or professionals.
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Episodes of help were the only items requested from patients
or family members. Professionals were asked as well to indicate
the duration of each episode and the preferred provider(s) of care.
In this way, the cost of professional plans could be estimated with
fair accuracy, but professional-caregiver-patient plans could be
compared only using episodes. (This decision was made to shorten
the interview with patients and caregivers to 15-20 minutes to reduce
stress on them.)

If, for example, patients requested many more episodes of help
than did caregivers or professionals, it might be feared that the
costs of providing the care sought by patients would be unjustifiably
great. The reverse is also possible. Patients might request fewer
hours of care than other groups thought necessary. It could then
seem that patients were too overconfident about their ability, or too
self-denying; or that the other groups were too pessimistic about
patients' capacity to care for themselves. In this case, if patients
were to have control over service, total cost would be reduced.

Agreement among patients, caregivers, and professionals would,
as a signal of reliability, induce confidence that the services re-
quested were the services needed. Reliability points to validity.
This is not enough to insure validity, but without it, validity (or
confidence that selected services would be effective services) is
impossible. If there is disagreement among patients, caregivers, and

professionals, it must be decided who should be permitted to allocate
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services. There are several goals to try to reach in making this
decision. They include the importance of choice itself to many patients;
the need to support caregivers, to sustain their efforts; and the de-
sire to provide the services which will do the most to enhance medical,
functional, and emotional well-being of the patient. Patient, caregiver,
and one or more professionals, respectively, might be thought the best
decision makers.

In sum, patients were interviewed to learn what services they thought
they needed to live at home in a safe, adequate, and dignified manmer.
The volume of help they sought--paid and unpaid--would be compared to
that prescribed by other groups. Caregivers were to be interviewed for
many of the same reasons as were patients: to learn their views of
patients' needs, and to be able to compare these views with those of
patients and professionals. In particular, caregivers were thought
best able to gauge the availability, ability, and willingness of unpaid,
informal supports to provide help. Congruence between patients' and
caregivers' views would be examined to learn if they agreed in their
estimate of the number and proportion of total hours which informal

supports might provide.

Professional care plans. Each of eighteen professionals was asked
to write a detailed care plan for each patient in the study sample. The
care plan was designed to be completed service by service and provider

by provider, to avoid inducing professionals to overlook services which
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they believed necessary to patients' well-being. For each service,
such as bathing, meal preparation, supervision of medications, or
physical therapy, the professional was asked to indicate: first,
whether the patient required the service; second, how long it would
take to provide the service on average on each occasion; third, the
total number of episodes per week (or month) the service would be
needed; and fourth, who should provide the service and how often.

A separate care plan was sought for each of two successive three-
month periods following hospital discharge.1 This would yield an
estimate of the types, quantities, and providers of services thought
necessary for the patient to live at home in a safe, adequate and
dignified manner.

When first conceived, the study design was to have each profes-
sional prepare three separate care plans for each patient. The first
was to be an optimal plan, containing all the services from which the
patient might be expected to benefit. The second was to be a plan
designed to approximate in its effectiveness the care the patient
could be anticipated to receive in an institution of average quality
which offered the level of service the patient was expected to require
at discharge. The third was to be a minimal plan, containing the fewest

possible services necessary to safety. The cost of preparing, editing,

lTo ask professionals to look forward six months seemed reasonable.
Happily, it has been learned that this estimate coincides with that

of Margaret W. Linn, et al., op. cit. No validation of the reasonable-
ness of choosing this duration is yet available.
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key-punching and computing all these data made it necessary ultimately
to reduce to one the number of plans sought. It was decided to set as
the standard for the hypothetical prescriptions that level of service
which the professional thought would yield "safe, adequate, and digni-
fied" home care.

It was realized in defining this level for home care that the
ability directly to compare the costs of home and institutional care
of equal effectiveness would be reduced. The decision was made in
this way: since it was possible to obtain only one home care plan,
the optimal plan was discarded as extravagant; the minimal plan did
not seem to provide a decent level of care. This left home care of
effectiveness equal to that of nursing home care. This plan, alone,
did not seem adequate. It required professionals first to decide the
effectiveness of institutional care and then to design an equivalent
home care package. It was thought that this might be difficult to do.
Further, the resulting care plan might bear no strong relation to
patients' real service needs. It is believed that the goal "safe,
adequate, and dignified" constitutes a standard at least as effective
as care in the average nursing home. Further, the detailed and pain-
staking procedure required to complete the care planning formitself
was devised to help prevent professionals from omitting needed services.

For these reasons, it was decided to set as the standard for home
care the services which each professional thought necessary to enable

the patient to live at home in a safe, adequate, and dignified manner.
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The comparison of the costs of home and institutional care would be
attacked indirectly, in the manner described in chapter VII.

In asking the professionals to write care plans, it was assumed
that any patient could be safely cared for at home, given appropriate
care. All conceivable goods or services could be hypothetically brought
into the home. It was up to each professional to prescribe the types
and quantities and providers of services necessary to care for the
patient in a safe, adequate, and dignified manner. Drugs, appliances,
supplies, and equipment were omitted from the care plan. It was assumed
that these would vary directly with needed services, and a cost equal
to 5% of the cost of services was included in calculating the total
cost of home care.

As originally conceived, the project would employ nine consultant
professionals. Each would prepare a care plan on each of 100 patients.
Three of the professionals would be physicians of different specialties;
three would be hospital discharge planners; and three would be home
health agency care planners. The latter six would, it was hoped, be
evenly split between nurses and social workers. Members of different
professions, carrying out different roles, were sought because each
was thought to have an important perspective on patients' needs. It
was desired to know how well the three groups--physicians, nurses, and
social workers—--agreed with one another about patient needs. Two sorts
of comparisons were sought: intra-profession (how well physicians

agreed with one another, for example) and inter-profession (how well
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physicians agreed with discharge planners, for example). In the
subsequent analyses, role, rather than training, is the variable
most frequently used to divide professionals from one another.

It has been desired throughout to obtain from each care planner
his or her own, independent views of patient needs. While it might
be argued that each sort of professional should be considered expert
in his or her field,1 the present study treats this argument not as
given but to be investigated. For example, according to Berg, et al.:

The decision as to what health care is needed is
generally regarded as the physician's responsi-
bility, but he may not always be well informed
regarding the availability of the needed services
in different settings. In particular for the
chronically ill or disabled patient who does

not require institutional care, nurse observers

can often judge the supervision of services re-
quired as well as or better than physicians.

1Kathleen Connelly, Philip K. Cohen, and Diana Chapman Walsh, "Periodic
Medical Review: Assessing the Quality and Appropriateness of Care in
Skilled-Nursing Facilities,'" New England Journal of Medicine, Vol. 296,
No. 15 (14 April 1977), pp. 878-880. On the advantages of team plan-—
ning generally, see Sidney Katz, Laura Halstead, and Mary Wierenga,

"A Medical Perspective of Team Care,'" in Sylvia Sherwood (ed.), Long-
term Care: A Handbook for Researchers, Planners, and Providers (New
York: Spectrum, 1975); John E. Schuman and Harold N. Willard, "Role

of the Acute Hospital Team in Planning Discharge of the Chronically
I11," Geriatrics, Vol. 31, No. 2 (February 1976), pp. 63-67.

2Robert L. Berg, Francis E. Browning, John G. Hill, and Walter Wenkert,
"Assessing the Health Care Needs of the Aged," Health Services Research,
Vol. 5, No. 1 (Spring 1970), pp. 36-59; they cite R. Walker and C.

Frost, '"Measurement of Social Restoration of the Mentally Ill by the
General Adjustment and Planning Scale," Health Services Research, Vol. 4,
No. 2 (Summer 1969), pp. 152ff.
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It was decided in the course of the present study that, given the
range of problems borne by patients in need of long-term care, it
would be a useful exercise to attempt to learn whether different pro-
fessionals indeed tended to be more consistent in their views of needs
in the areas falling within their own fields of specialization--or
whether all professionals tended to agree equally well across all
needs.

In addition to the team approach to care planning, which follows
from acceptance of the specialization argument, a Delphi approach to-
planning was considered and rejected.l Again, it was desired to learn
the views of the individual professionals now practicing. It should
be noted that some professions whose views of patient need are most
important (such as physical or occupational therapists) were excluded
from the sample simply in the interest of achieving a number of each
group included sufficient to permit useful analysis of differences
within professions and average across professions. When it became
possible to expand the sample of professionals, it was decided to vary
the information available for care planning rather than the number of
lRachel M. Rosser, "The Reliability and Application of Clinical Judg-
ment in Evaluating the Use of Hospital Beds,'" Medical Care, Vol. 14,
No. 1 (January 1976), pp. 39-48; see also the comment and reply in
Medical Care, Vol. 15, No. 6 (June 1977), pp. 527-531. For an exciting
use of a mechanized Delphi incorporating clinical judgment and empirical
observations, see Richard M. Burton, William W. Damon, and David C.

Wellinger, "Estimating the Impact of Health Services in a Community,"
Behavioral Science, Vol. 21 (1976), pp. 478-489.
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professions.

Each of the nine original professionals was to rely only on the
PACE form in prescribing home care. When the opportunity arose to
double the sample of professionals, it was decided at the same time
to test the effect of the type of information available to professionals
on the prescribed types, quantities, and providers of services. Before
writing their care plans, six of the additional prescribers would, at
the Boston area hospitals only, review the PACE forms and then briefly
(for five-ten minutes) visit each patient just prior to hospital dis-
charge. Two of the six were physicians, two were hospital discharge
planners, and two were home care planners. Because these professionals
would visit only the patients at the Boston area hospitals, the nature
of their care plans could be compared with those of the nine who never
visited, to distinguish the effect of visiting from the effect of their
individual characteristics as professionals. Dunn and Conrath found
that reliability of professional views seemed independent of informa-
tion levels.l It was desired here to see if reliability and validity
in home care planning varied with information.

Three additional professionals who knew individual patients well
were also asked to write care plans. These were each patient's own
physician, discharge planner, and primary care or floor nurse. They

were asked to rely on the PACE and their own detailed knowledge of the

lDunn and Conrath, op. cit.
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patient. Each of these three professionals would be expected to write
only a few care plans: physicians and floor nurses might prepare one
or two; discharge planners would prepare one for each of their patients
screened into the study. By contrast, each of the other fifteen pro-
fessionals would write a plan for each patient. The fifteen are re-

" "yigitors" (six), or "non-visitors" (nine).

ferred to as "consultants,
The remaining three are called "hospital care planners."
Figure IV-A presents an overview of the care planning process.
It indicates that some patients were visited, that others were not,
and that recorded on the PACE form were data describing each individual.
Of the fifteen consultant professionals, nine relied exclusively
on PACE data for all patients; six other consultants visited some
patients but relied exclusively on PACE data for the others. The three
hospital professionals used PACE data and their own personal knowledge
in all cases. The data recorded in each plan were analyzed in total
(hours, episodes, and costs of care) and in detail by type of service

and by type of provider. These various subtotals will be explained

in part three.

In the remainder of this part, chapter V describes the execution
of the study and sets out modifications in method adopted in response
to opportunities and obstacles which appeared in the course of data-
gathering. Chapter VI then takes up the composition of the study sample

and discusses its representativeness.
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FIGURE IV-A

A SCHEME OF THE CARE PLANNING PROCESS

Patients (50)

(described by PACE variables)

visited (16) not visited (34)

Information Available to Professionals

Hospital
Consultants + Workers = Total
Role

Non- Sub-

Visitor + Visitor = Total
Physician 3 2 5 1 6
Discharge Planner 3 2 5 1 6
Home Health 3 2 5 5
Floor Nurse 1 1
Total 9 6 15 3 18

Care Plans (900)

aBy Services (41) and Service Subtotals (4); Providers (58) and
Provider Subtotals (10).

b
By hours; costs ($); and episodes.



APPENDIX TO CHAPTER IV

THE FORTY-ONE SERVICES

Personal Care

Caregiving/Supervision-—continuous

Periodic checking

Bathing

Dressing

Toilet

Transferring

Supervision of medication
Turning in bed

Grooming

Eating & drinking

Household

Shopping

Meal preparation

Telephone

Transportation

Socialization

Light housework

Heavy housework

Laundry

Management of personal affairs

Nursing

Bowel/Bladder training
Decubitus care

Wound care

Eye care

Bladder irrigation
Suctioning/chest PT
Inhalation/IPPB therapy
Other oxygen therapy
Range of motion exercises
Nutritional/Diet exercises
Medications administered
Monitoring of vital signs
Mental & neurological status
Foot care

Teaching--other
Nursing——other

Other Professional Services

Primary medical care
Medical specialist care
Dentist

Podiatrist

Physical therapy
Occupational therapy
Psychotherapy/Counselling
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APPENDIX TO CHAPTER IV

CATEGORIES OF PROVIDERS

PAID PROVIDERS

MEDICAL
M.D.-Primary (G.P., F.P., Internist)
M.D.-Specialist
Dentist

Podiatrist

NURSING
Registered Nurse
Licensed Practical Nurse
Nurse Practitioner
Physician's Assistant

Psychiatric Nurse Clinician

PERSONAL CARE

Homemaker

Home Health Aide
Homemaker/Home Health Aide
Personal Care Attendant

Orderly

SUPPORT
Social Worker
Escort Service

Sitting Service
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Daily Checking Service
Visiting Aide
Community Geriatric Coordinator
Community Mental Health Worker
Companion

Lawyer

THERAPY
Inhalation Respiratory Therapist
Physical Therapist
Physical Therapy Aide
Occupational Therapist
Occupational Therapy Aide
Recreational Therapist
Dietician
Dietary Aide
Speech Therapist

Laboratory Technician

MISCELLANEOUS

Home Delivery (groceries, etc.)
Meals-On-Wheels

Laundry/Diaper Service

Heavy Chore Service

Cleaning Agency

Ambulance

Medicab
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Redi-Van/chair car
Hairdresser

Talking Books

UNPATD PROVIDERS

RESIDENT
Family
Friend

NON-RES IDENT

Family

Friend

Clergy

Friendly Visitor

Transportation service- e.g. Minibus for Senior Citizens

Building Superintendent



SKILLED PROVIDERS

M.D.-Primary (G.P., F.P., Internist)
M.D.-Specialist

Dentist

Podiatrist

Nurse Practitioner

Physician's Assistant
Psychiatric Nurse Clinician
Registered Nurse

Licensed Practical Nurse

Lab, Technician

Social Worker
Inhalation/Respiratory Therapist
Physical Therapist

Occupational Therapist
Recreational Therapist
Dietician

Speech Therapist

Clergy

Lawyer

UNSKILLED PROVIDERS

Homemaker

Home Health Aide
Homemaker/Home Health Aide
Personal Care Attendent
Orderly

Escort Service

Sitting Service

Daily Checking Service
Visiting Aide

Friendly Visitor

Home Delivery Service
Community Geriatric Coordinator
Physical Therapy Aide
Family- resident

Family- non-resident
Friend- resident

Friend- non-resident
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Redi-van/Chair car
Ambulance

Medicab

Meals-on-Wheels
Laundry/Diaper Service
Heavy Chore Service
Cleaning Agency
Building Superintendent
Hairdresser

Talking Books
Community/Mental Health Worker
Companion

Transportation Service- e.g. Minibus for Senior Citizens



Chapter V

EXECUTION OF THE STUDY

Data gathering was planned to be conducted in six steps: designing
forms, introducing the study in hospitals, orienting consultants, screening
patients, completing forms, and managing information. Five of these pro-
ceeded as expected. The other, screening patients into the study, took
much longer than expected. Consequently, certain aspects of the design
had to be altered, even though these changes would affect somewhat the
analyses planned. This chapter briefly sets out data gathering planms,
discusses problems encountered and how they were overcome, and indicates

how changes in design affected the methods and products of analyses.

A. Designing Forms

The PACE form required a certain amount of adaptation to enhance its
utility to home care planning. A copy of the revised form appears in
Appendix B. Additional space was provided to record medical diagnoses. A
new section on major disabling conditions and their dates of onset was
added. The patient's anticipated site of discharge was indicated, along
with expected length-of-stay at that site. No changes were made in materi-
al on functional ability. A new section on instrumental activities of
daily living was included. To learn patients' needs for assistance in

mobility, inquiry into the presence of stairs and other barriers in the
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home was made.

Information was requested on the composition of patients' households
prior to hospitalization and the hours when family or friends were avail-
able in the home. This was followed by the assessment by the discharge
planner of the ability and willingness of the family or other informal
support to care for the patient in either their home or the patient's
home. The PACE's sections on psychosocial functioning and impairment
were retained with minor changes. Granger's criteria for evaluating ac-
tive limb motion were added.l

The section on medical status was expanded to leave room for many
possible abnormal and normal test results and findings. Purpose of medi-
cations was sought. The nursing procedures section was enlarged to
include space for recording what teaching had been done, For both medi-
cations and nursing procedures, those completing the forms were asked to
indicate wha t was expected to be continued following discharge.

The general design of patient interview and professional care plan
forms was described in the preceding chapter. These forms inquired about
the same services, to permit comparison of requested episodes of care
among patients, caregivers, and professionals., The patient and care-

L' For this and other aspects of Granger's work, see Carl V. Granger,
Marilyn Kaplan, Richard H. Fortinsky, and Donna A, Dryer, 'Long-Term
Care: Evaluation and Proposed Model for Delivery of Services to

Chronically I1l People in the Metropolitan Providence Area', Providence:
Metropolitan Nursing and Health Services Association, 31 March 1978,
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giver interview was designed to be completed in 15-20 minutes. This

seems to have been the case in practice. The professional care plan was
intended to take 30-60 minutes to fill out, depending on familiarity with
the form and the number of services the patient was thought to need.
Because of coding and other requirements, the care planning form was
somewhat time-consuming to complete for the first patient or two. Because
these forms were completed well, it was decided to include the patients in
the study. With practice, it seemed to go well. For hospital profession-
als, most of whom completed only one care plan, the design of the form
probably did not enhance its acceptance. More important, it can be
speculated that lack of familiarity with the form may have been a factor
influencing these care planners' relatively high level of prescribed
hours. Because the hospital professionals were not familiar with the
forms, they may have prescribed duplicate care to ensure that patient’'s
"received" needed services, not realizing that such care had already been
called for. (One piece of evidence weakens the power of this explana-
tion. It is that, while hospital discharge planners' mean prescribed
hours for 50 patients fell slightly below that of hospital physicians,

it exceeded that of floor nurses. Most discharge planners wrote several
care plans. Most physicians or floor nurses wrote only one) Patterns of
prescribing have been reviewed to learn whether increased familiarity
with the care planning form over time was associated with decreased hours,
holding constant other variables. This information is present in

Chapter VII, along with data in patient characteristics and prescribed

care.
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B. Introducing the Study

The task of introducing the study in the hospitals was accomplished
in two phases. The first was to secure permission to conduct the project
in the hospital; the second was to orient to hospital coordinator and
other workers to data-gathering methods.

All of the four hospitals initially approached proved willing té
participate. Discussions were held variously with members of hospitals'
administration; medical staff; nursing, social work, and continuing care
departments; and research and human subjects review committees.

Once permission was obtained, there followed the task of orienting
the in-hospital coordinator to study procedures. The coordinator was
the person responsible for discharge planning, usually the head of the
social service department or the chief continuing care nurse. The
hospital coordinator was responsible for supervising all aspects of
in-hospital data collection: patient screening, obtaining informed
consent, completing the PAQE form, obtaining the three hospital pro-
fessionals' care plans, mailing all completed forms to the study team
at the Levinson Policy Institute, and recording the date, site, and
level of care of discharge. At the Boston area facilities whose patients
were visited, hospital coordinators also undertook to inform floor nurses
when visits would take place, and to leave completed PACE and blank care

planning forms at nursing stations for the use of visiting consultants.
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Coordinating the flow of the data collection was a complex job, All
forms had to be completed prior to a patient's discharge and, at the Bos-
ton area hospitals, in sufficient time to allow scheduling the six visits
by consultants. (To protect patients, coordinators were asked the ﬁumber
of visits per day to be permitted.) After one or two patients had been

screened into the study, it appeared to run smoothly at most hospitals.

C. Selecting and Orienting Consultants

While negotiations with hospitals were proceeding, consultants were
recruited and oriented to the study. Their selection was purposive,
In each category, it was desired to request the participation of well-
trained professionals who were experienced in dealing with older patients
requiring long-term care. Realizing that it would be difficult to per-
form multivariate analyses of the relation of professional variables,
(such as age, experience, and attitude) to the magnitude or composition
of home care plans, it was decided to seek the involvement of profession-—
als who bY reason of training, experience, and reputation seemed likely
to represent good present practice in long~term care -- further that the
number of full-time equivalent years of direct patient care of the
members of the three groups, on average, would be similar, This cri-
terion was met: physicians averaged 8.2 years of full-time equivalent
practice; hospital discharge planners, 11.6 years; and home health
planners, 8.7 years. Of the five consultant physicians, one is a

geriatrician, one a physiatrist, one a psychiatrist and internist, and
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two are internists specializing in cardiology and oncology, respectively,
All work at teaching hospitals in Boston, Three of the discharge
planners were registered nurses, one was a social worker, and one had
degrees in both nursing and social work. Three of the home care planners
were nurses; two were social workers., One worked in a hospital-based
home care program, one in a neighborhood health center, one in a visiting
nurse association, and two in home care corporations (the organizational
vehicles for providing Title XX homemaker and chore services to the
elderly in Massachusetts). All hospital discharge planners and home care
planners are employed in the Boston Metropolitan area,

After consultants were selected, several orientation sessions were
held to acquaint them with the study's goals and procedures, Directions
for completing the care plan form were discussed; requests for clarifi-
cation led to revisions in directions,

D. Screening Patients

Several difficulties were identified during the first two months of
screening. At some hospitals, some physicians were reluctant to permit
their patients' participation, Possible reasons were fear for patients'
safety or reluctance themselves to complete forms. Other physicians were
willing to allow their patients to be included in the study, but were
not themselves prepared to complete care plans, To counter the first
difficulty, opportunities were identified to present information about
the study to physicians. To increase the rate at which patients were

screened into the study, it was decided to drop the requirement that
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physicians be willing to complete care plans. (As a result, hospital
physicians care plans are available on only 52% of patients.)

A second difficulty pertained to the time required to coordinate
the study in the hospital. In some institutions, coordinators proved
too busy to discharge all tasks. Ways of dividing the work were found.
Hospital administrators offered encouragement to help accomplish this.

The third, a more serious difficulty, concerned the slow rate at
which patients were being screened and accepted into the study. At two
of the hospitals, coordinators reported that fewer patients seemed to be
being discharged to nursing homes than in recent years. This may have
been attributable in part to a tightening of the Massachusetts long-term
care bed supply relative to the population of likely candidates for care.

At all hospitals, the tighter bed supply may have resulted in a
change in the distribution of characteristics of patients being dis-
charged to nursing homes. Coordinators reported an increase in the
average frailty, disability, and level of illness of patients being
placed in institutioms.

It might be expected that, in the face of a tighter bed supply, some
nursing home administrators would attempt to accept patients who were
easier to care for. This does not seem to have happened extensively--
at least not for patients referred for this study's sample hospitals
to nursing homes. Rather, nursing homes have been persuaded to accept
patients in greater need of care. Hospital coordinators reported that

they were having to send home some patients who had in earlier years
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been placed in nursing homes. Discharge planners seem to have been try-
ing to ration available nursing home beds,

These changes in both the numbers and characteristics of patients
referred from hospitals to nursing homes had three consequences. First,
they probably reduced the number of patients who could potentially be
screened into the study. Patients had to be cogent and sufficiently
robust emotionally to cope with participation. Second, it probably
meant a change in the composition of the study sample, Arguably, patients
screened into the study were older, more frail, more disabled, and more
ill than would have been the case had the study been conducted two years
or even one year earlier. Third, it slowed the rate of intake into the
study sample. This problem, and how it was dealt with, affected the
size and composition of the sample, its representativeness, and the
goals and analyses of the study itself.

In response to the slow rate at which patients were being screened
into the study, two steps were taken. The number of hospitals included
in the study was increased, and one of the requirements for inclusion in
the study was dropped: Two hospitals, one a Boston area teaching hospital.
agreed to participate in the study, This led to an increase in the study
sample's rate of growth. Even more important was the decision to intro-
duce a new class of patients. These patients might be too frail or ill
to be interviewed or otherwise disturbed by the study, These "limited

1

participants'" role in the study was, therefore, entirely passive; they

were not disturbed: assessment data about them were recorded, their
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principal caregiver was interviewed, and professional care plans were
completed. Data which full participants supplied was obtained from the
caregivers of limited participants. Of the final sample, 58% were full
participants, most of whom were interviewed, and 427 were limited parti-
cipants.

Addition of two hospitals and the inclusion of limited participants
helped speed intake, but not enough to complete the planned sample size
of 100 patients in time to permit processing and analysis of data, There-~
fore, the sample size had to be cut back to 50 patients.,

At the same time, the sample became more representative of the entire
population being discharged from Massachusetts hospitals to nursing
homes. As planned, the sample would have stood for only those patients
alert and emotionally robust enough to cope with full participation,
Inclusion of limited participants after about six-eight patients had
been screened into the study meant that more frail older persons would
be represented as well.

Several other consequences followed. The smaller sample would
represent a more diverse group. It was expected that full participants
would be only about 50% of the reduced sample. So, instead of having data
on 100 full participants, the study would obtain data on only about 25
full participants and 25 limited participants, This would permit analyses
across a broader spectrum of patient characteristics. ' This would be an
advantage. Relations between patient characteristics and service need

across 50 patients could be calculated, but the smaller sample size
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would reduce reliability of associations between a certain level of
need for care and a certain kind of patient. It would be difficult to
say much about the care needs of different classes of patients, The
smaller sample size would constrain the use of multiple regression
techniques of associating independent patient variables with dependent
variables of average hours of prescribed home care, average cost of
prescribed home care, or professional agreement about home care needs.
The representativeness of the sample was reduced somewhat in one
way; the urgencies of recruiting patients meant that one hospital which
met its original quota saw all those patients included in the study,
double the proper proportion of the sample, which had been reduced 50%.
A further consequence of the drop in sample size and the additional
limited participation was the diminution of the number of patients to be
interviewed. Of 28 full participants, only 23 (82%) could actually be
interviewed. This severely restricts the power of the comparison
between patient and professional requests for home care services,
Finally, the caregivers of only 20 of these 23 patients were themselves
interviewed. 1In all, 36 (72%) of the caregivers were interviewed, but
in only the 20 cases could patient-caregivers—-professional comparisons
be made. Nonetheless, these results are interesting for what they suggest,
The smaller sample size has also meant reduced power of discriminant
analyses of the characteristics of patients for whom home care is
cheaper versus the characteristics of patients for whom it is more

expensive. The same difficulty limits factor analyses of professional
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clusters of agreement about patient needs. Alternative methods of
answering these questions have been found and will be presented in
subsequent chapters.

As the study progressed, the importance of measuring professional
agreement about patient needs became increasingly apparent. There
were two reasons. Early results suggested an unexpectedly high level
of disagreement, and the somewhat diminished ability to carry out certain
other analyses highlighted the opportunity to study inter- and intra-
profession agreement. A final mode of analysis here was to see how well
professionals agree with themselves about patient needs. Fach consultant
was asked to re-do ten care plans on patients for whom he had already
written prescriptions. The self-consistency of professional judgments

over time will be measured as part of a continuation of this dissertation.

E. Completing Forms and Managing Information

PACE forms were completed while patients were in the hospital.
Patients and caregivers were interviewed separately during this time.
Before discharge of patients to be visited, hospital coordinators phoned
study staff at the Levinson Policy Institute (LPI). The role of LPI in
this project is set out in the acknowledgements section. Staff scheduled
consultant visits. When a PACE form was completed, it was mailed to LPI,
whence copies were distributed to all consultants who did not visit that
particular patient.

Consultants mailed all care plans to LPI. Hospital coordinators



-208-

collected the three care plans completed by hospital professionals

and mailed them, with the interviews, to LPI. In the entire process,
only one form, a care plan, was lost and had to be re~done. At LPI, a
double-entry log system was established to govern the flow of forms and
to serve as a bookkeeping device to insure that all who completed forms
were paid in a timely manner. It was also a device to learn which forms
might be missing on a given patient, or which care plans might be
outstanding from a given consultant. The diligence of the study staff
in managing data meant that none of over 1500 forms was misplaced.

At LPI, PACE and screening forms were coded; interviews and care
plans were edited and coded. An able staff of Brandeis undergraduates
assisted LPI staff in these jobs. Key-punching was done by contract.
Approximately 29,000 IBM cards of data were generated on the study sample
of 50 patients. All data were edited and analyses run at the Harvard
University Computer Center. The results of many of these analyses will
be reported in part three.

Chapter VI now describes the characteristics of the study sample and

indicates its representativeness.



Chapter VI

THE STUDY SAMPLE

A. Introduction

This chapter has two purposes. The first is to draw together a pic-—
ture of the aspects of study design, execution, and long-term care system
environment which seem to have affected the composition and representa-
tiveness of the study sample. The second is to describe the 50 patients
who make up the sample and indicate in some detail how they variously
resemble and differ from certain larger populations: a) residents of
U.S. and Massachusetts nursing homes and b) those patients at partici-

pating hospitals who were screened out of the study.

Descriptive variables were not chosen because they were interesting
in some abstract sense. Rather, patient characteristics were recorded on
the PACE form in the hope that they would inform professionals' hypo-
thetical home care plans. While describing the sample, the reasons

these variables might influence care planning will be indicated.

B. Forces Affecting Sampling

It will be recalled from Chapter IV that 34.87% of U.S. nursing home
residents in 1973-4 had been discharged from acute care hospitals

directly to nursing homes. In the Northeast region of the country, this
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figure was 41.0%.1 In Massachusetts, however, as indicated in Table VI-A
this proportion is both considerably higher and increasing. Thus, it
is reasonable to assume that, because groups who reside in different
settings before entering nursing homes have d ifferent characteristics,
the study sample is more representative of persons newly admitted to
Massachusetts' nursing homes than a sample similarly drawn in most other
states would be of populations of persons newly admitted to nursing homes
in those states. Finally, it should be noted that not all patients in
the study sample were discharged to "nursing homes". Seven of the 50
were actually placed in rehabilitation/chronic disease hospitals. Massa-
chusetts has an unusually lafge number of beds in such institutioms; it
is widely believed that many of them would by virtue of their services
and their charges be classified as skilled nursing facilities in most
other states. (Massachusetts has a relative deficit of SNF beds).2
For these reasons, it was deemed appropriate to include in the study
sample these seven patients.

Because the small sample studied in the course of this project was
drawn under particular conditions described in Chapters IV and V, these
should be set out to help the reader decide who is represented. Some

analyses in part three, such as that concerning the proportion of the

1 National Center for Health Statistics, Utilization of Nursing Homes,
United States: National Nursing Home Survey, August 1973 - April 1974,"
Vital and Health Statistics, Series 13, No. 28 (July 1977), T.5.

2 Office of State Health Planning, Commonwealth of Massachusetts, ''Report
of the Long-Term Care Task Force,'" Boston: The Office, August 1977.
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TABLE VI-A

SOURCES OF ADMISSION TO MASSACHUSETTS

NURSING HOMES AND REST HOMES, 1973 and 1975

1 2

1973 1975
Source of Admission Number % Number %
Acute Hospital 21,448 57.7% 23,859 67.6%
Mental Hospital 1,746 4.7 1,159 3.3
Other Nursing/Rest Home 3,686 9.9 3,383 9.6
Private Residence 6,768 18.2 5,856 16.6
Other Level of Same Home 2,616 7.0
Other 936 2.5 1,024 2.9
Total All Sources 37,200 100.0% 35,281 100.0%

Sources

1Massachusetts Department of Public Health, Health Data Annual, 1974,
Boston: The Department, 30 October 1974, Table 67.

ZMassachusetts Department of Public Health, Health Data Annual 1976,

Boston: The Department, 12 May 1977, Table 42.
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sample which could have been cared for at home at no increase in cost,
probably are relatively sensitive to sample characteristics, But other
analyses, such as that of inter-professional agreement, may be relatiyely
insensitive to sample characteristics, In all analyses, however, trends
may be identified and then extrapolated to groups which differ from that
studied here.

Several aspects of the design and execution of the study, and of the
long-term care environment during execution, probably affected the compo-
sition of the sample. Some of these influences were consequences of
study method; others accompanied reactions to the slow rate at which
patients were, initially, being screened into the sample; and still others
followed from the tightened availability of nursing home beds in Mass-—
achusetts both generally and - as a consequence of Massachusetts Medicaid
reimbursement policies - particularly for Medicaid-funded patients,

Two forces worked toward a relatively healthy, alert, and robust
sample, and four countervailing forces worked toward a relatively ill,
confused, and frail sample. 1In the first direction, the initial require-
ments that all patients must be medically, intellectually, and emotionally
able to give informed consent and be interviewed excluded patients who
would tend to require more help to remain safely at home. Human subjects
protection obligations and other guarantees of safety built into the

study's screening process seem also to have had this effect.
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Several forces, however, worked to offset these, The most impor-
tant was the introduction of "Limited Participation”, Here, the desire
to interview patients was sacrificed in the interests of securing a
sample and, to a lesser extent, representativeness, In the final sample,
full and limited participants were indeed very different in all important
respects. Across all eighteen professionals, a mean of 45% more hours of
care was recommended for the average limited participant than for the
average full participant.

Several other forces acted to include relatively ill, frail, and
disabled patients in the sample. Because as a condition of participation,
a family member or close friend who knew the patient at home had to be
available to be interviewed; some patients in relatively good condition
had to be excluded from the study. Patients who lived with someone or
who otherwise had help available at home, were able to live at home in
the face of greater disability than those who lacked such help,

Because of the considerable and growing difficulty of obtaining
nursing home beds in Massachusetts during the time when patients were
being screened into the study, more patients who in past years would
probably have been sent from hospitals to nursing homes were sent home
instead. (See Table VI-B) This may also reflect the growing availa-
bility of home care. These were those best able to manage at home,

Statements by study hospital coordinators testify to this practice.
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Table VI=B
PATIENT DISCHARGES FOR LONG~TERM CARE FROM

SAMPLE HOSPITALS, 1975 - 1977

Discharge to % Change From Discharges 9% Change From
Year LTC Facilities* Previous Year to Home Care Previous Year

1975 1995 575

1976 2296 + 15.1% 806 + 40.2%
1977 1938 - 15.6% 1050 + 30.3%
Note

*Chronic care and rehabilitation hospitals, SNFs, ICFs, and rest

homes

Source

Unpublished annual hospital statistical reports.

-~
[,
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Vladeck has reported a similar pattern in New York State.l

It might be expected that, given tight nursing home bed supply,
some nursing homes might seek to "cream'" or "skim" patients by taking
those requiring relatively little care. This does not seem to have been
a common practice, in the experience of discharge planners at hospitals
participating in the present study.

As the nursing home population becomes sicker and older, however, and
as Medicaid payment levels seem to lag behind cost increases, many nursing
homes in Massachusetts have been limiting the proportion of their beds
available to Medicaid patients. Consequently, such patients remain a-
typically long in hospitals, and are therefore likelier to be included
in the study sample.

This comes about because a considerable amount of time was required
to complete study forms: consent, assessment, and interview, and - at
Boston area hospitals - to arrange for consultant visits to patients,
Patients discharged to nursing homes before these steps could be completed,
tended to be in relatively good condition and to have incomes and assets
above the very lowest, in that they did not require Medicaid support at
time of nursing home admission.

T Bruce C. Vladeck, ""Some Issues in the Economics and Financing of
Long-term Care' (paper prepared for the Institute on Continuity of
Long-term Care, Arden House, New York, December 18-20, 1977), Copy~
right the Twentieth Century Fund, Inc. Reprinted by permission,
See also 'Nursing Home Bed Shortage (in Western Massachusetts)',

New York Times, 13 June 1978; and "Shortage of Space in Nursing Homes
Plagues Elderly, '"Washington Post, 16 June 1978; Jean Dietz, 'Useless

Hospitalizations cited in Report on Nursing Home Beds”, Boston Globe,
3 May, 1979. '
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How, as a product of these different pressures, did the study sample
differ from (and how did it resemble) patients newly admitted to, or
resident in Massachusetts or United States nursing homes? The next

section presents this information.

C. The Sample: Characteristics and Comparisons

Fifty patients were screened into the study sample from six differ-—
ent Massachusetts' hospitals over the fifteen months from April 1977 to
June 1978. This section will describe these patients in detail to permit
comparisons with other samples. It will also describe how patients
screened into the study differed from those screened out,

Age and Sex - As Table VI-C indicates, the sex distribution of the
study sample is fairly close to Massachusetts and U,.S. patterns. The
sample has two or three more men than would have been required to con-
form to the general proportions. As measured by median age, both the
men and women of the sample are slightly younger than their state or
national counterparts. Greater age is associated with greater functional
problems. These problems increase especially after age 75.1 Functional
ability, as discussed shortly, seems to be the best predictor of need
for care.

1 See the discussion in Thomas T.H. Wan, William G, Weissert, and
Barbara B. Livieratos, '"Determinants of Outcomes of Care in Two
Geriatric Service Modalities: An experimental Study," a paper presented

at the 31lst Annual Scientific Meeting of the Gerontological Society,
Dallas, 16-20 November,
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Table VI-C
STUDY SAMPLE vs. MASSACHUSETTS, AND U,S, NURSING

HOME POPULATIONS: SEX AND AGE COMPARISONS

Male - Female _Total

% By Sex
Sample 24.0% 76.0% 100,0%
Masst 27.8Y% 72.2% 100,0%
U.s.2 29.6% 70.4% 100,0%
Median Age

By Sex
Sample 75.5 81.0 79,5
Mass® 76.7 81.8 80,7
U.s.3 78.2. 83.1 81,0
Sources

1 Massachusetts Department of Public Health, Health Data Annual, 1976,
op. cit., T. 45. Median age of residents, not admissions, ’

2 National Center for Health Statistics, Vital and Health Statistic,
Series 13, No. 28, op. cit., T.D,

3

Ibid., T.3. Age of residents adjusted to reflect age at admission,
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Marital Status - Sixteen of the patients in the sample (32%) have a

living spouse versus only 12.4% of U.S. nursing home residents. The mean-
ing of this information is not clear. It may signify that home care for
the members of the sample would cost less than for the average member of
the U.S. nursing home population, other things equal, because of greater
availability of help. But other things probably are not equal: married
patients are likely to be sicker or more disabled because if they lacked

a spouse, they would probably not have been able to live outside an
institution for as many years as they did. This point will be discussed
in Chapter VIII.

Functional Ability - Much of this speculation about correlates of

need for care would be unnecessary were data on the functional ability of
larger populations available. Functional ability is the capacity to
perform such ordinary activities of daily living as bathing, dressing,
walking, transferring, eating, toiletting and the like. It seems clearly
to be thought of as the best predictor of the magnitude of need for
long-term care.1 Regretably, no national data on the functional ability
lgenneth M. McCaffree, Sharon Winn, and Carl A. Bennett, "Final Report

of Cost Data Reporting System for Nursing Home Care," Seattle: Battelle
Human Affairs Research Centers, 1 October 1976, Carl V. Granger, et al
op cit.; Sidney Katz, Amasa B. Ford, Roland W, Moskowitz, Beverly A, J
Jackson, and Marjorie W. Jaffe, "The Index of ADL: A Standardized Measure

of Biological and Psychosocial Function," Journal of the American
Medical Association, Vol. 185 (21 September 1963), pp. 914-919,
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of the nursing home population is as yet available in a form permitting
comparison with the study sample. Such data were collected during the
"1976 Survey of Institutionalized Persons.”1 Comparisons should be

possible within one year.

The remainder of this section will be devoted to distinguishing the
study sample of 50 patients from those 296 patients screened out. It is
hoped that this information will fill some of the gaps in our knowledge
of the representativeness of the sample left by the present unavailabili-
ty of national data. As appropriate, the justification for including the

different variables will be indicated.

The differences between patients screened in and out of the study were
compared using soci-demographic, medical-functional, and discharge-

related variables. In general, the two groups were fairly similar.

Greater age, other things equal, is associated with greater need for

home care. As recorded in Table VI-D, the sample screened into the

study is 0.7 years (0.9%) older than those screened out.

The study sample is disproportionately female, Other things equal,
this is associated with reduced availability of spouse to provide
care. Further, women tend to be thought of by care planners as more
willing to discharge ordinary household maintenance tasks. This would

reduce part of the perceived need for help from others.

1 U.S. Bureau of the Census, Current Population Reports, Special Studies,
Series P-23, No. 69 (June 1978)
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TABLE VI-D

COMPARISONS: PATIENTS SCREENED IN AND OUT OF THE STUDY

PATIENT VARTIABLE SCREENED IN SCREENED 0UT
Median Age 79.9 29,2
% Female 76 % 567%
7% Married 32 % 347
Resides:

Alone 36 7% 367%

With spouse 28 % 347

With other relatives 36 7 267

With non-relatives o 7 47

Mean Number of:

Medical Diagnoses 4.1 3.5
Disabling Conditions 2.6 2.1
Hospital Admissions 0.9 0.8
LTC admissions 0.2 0.1
Anticipated Discharge Site:
Rehabilitation Hospital 2 7 6%
Chronic Disease Hospital 6 % 13%
Level I SNF (Medicare) 24 % 297
Level II SNF (Medicaid) 42 % 327
Level III ICF 26 % 20%
Level IV Rest Home 0 7 1%

To Indefinite Placement 68 7% 50%
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Despite the sex composition of the sample, its members are just as
likely as those screened out to be married and to reside with at least
one other person. The screening process does not seem to have affected
this aspect of the sample's attributes as had been feared. About a
third of each group is married; about a third lives with other family;
and about a third live alone. Great availability of family members indi-
cates that many tasks could be discharged by unpaid providers. Hours of
home care recommended by professionals would probably not be affected
very much, but the unpaid proportion of total hours would be lowered,
as would the cost of hypothetical home care. Further, patients who live
with others will be shown to be older and more disabled than others.
This seems to be because patients with given problems who live with
others tend to be able to live at home longer than similar patients who
reside alone. Thus, the latter have a lower disability or frailty
threshold for institutionalizationm.

In the medical-functional areas, the study sample seems to have been
in slightly worse condition than those screened out. Those screened
in had, on average, a slightly higher number of medical diagnoses, dis-
abling conditions, hospital admissions, and long-term care admissions.
While medical diagnoses itself has not been systematically related to
need for long-term care services, the number of different diagnoses was
counted as a possible measure of medical instability or frailty. The

number of disabling conditions was counted for the same season. These

data, together with information on admissions to hospitals and long-term

care facilities provide a meaningful comparison of how medically unstable
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is the study sample and the group screened out.

Regarding anticipated site of discharge, patients screened into the
study were substantially likelier than those screened out to be headed
to level II SNF care and somewhat likelier to go to Level III ICF care,
Those screened in were less likely to be expected to be placed in
rehabilitation or chronic disease hospitals or level I SNF nursing homes,
The concentration of patients screened out in the higher levels of
discharge probably includes both patients in relatively good shape who
left the acute care hospital for short-term rehabilitation too quickly
for forms to be completed on them and patients too ill to be screened in.
This is supported by the relatively low proportion of patients screened
out who were expected to have indefinite placements.

This general picture of the two groups emerges: those screened in
are somewhat older and disproportionately female, They appear to
suffer from more acute medical diagnoses and chronic conditions, and
they are expected to be more likely to remain indefinitely in long-term
care facilities. Their concentration in the level II SNF group strongly
suggests that many are potentially Medicaid-funded patients for whom
nursing home beds are difficult to locate. Because these patients
therefore tend to remain in the hospital for a relatively long time,
it was easier to complete necessary forms on them. In sum, the various
forces discussed earlier in this chapter seem to have acted to yield a
sample fairly representative of the group discharged from study hospitals.

Acutely ill patients, the very sick, seem to have been excluded. Patients
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hospitalized for a short stay, headed for relatively uncomplicated
recuperation from a single ailment, seem usually to have been missed

as well.

Still more detailed information was obtained on patients screened
into the study. Unfortunately time and cost limits made it impossible
to record comparable data on patients screened out. Three major areas
will be discussed now: functional ability, instrumental activities, and

psychosocial status.

Three measures were made of functional ability or independence in
activities of daily living (ADL). The Barthel index was used to measure
independence in walking, climbing stéirs, wheeling (if patient could not
walk), transferring to chair and bed, transferring to tub or shower,
bathing, toileting, bladder function, bowel function, dressing, grooming,
eating and feeding, and mobility outside room and house. The degree of
dependence in these activities suggests the need for many types of
supportive services. A score of zero indicates total dependence on other
persons in these activities and a score of 100 indicates full independ-

ence.

1For information on the Barthel scale, see Florence I. Mahoney and
Dorothea W. Barthel, "Functional Evaluation: The Barthel Index,"
Maryland State Medical Journal, Vol. 14, No. 2 (February 1965), pp. 61-65;
Carl V. Granger, Gary L. Albrecht, and Byron B. Hamilton, "Outcome of
Comprehensive Medical Evaluation: Measurement with the Barthel Index

and the PULSES Profile," Providence: Brown University School of Medicine,
1978 (mimeo). This study's version of the Barthel index is Granger's
modification.
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Table VI~-E indicates the pre-hospital and anticipated distributions
of Barthel scores. A clear drop in functional ability in the course of
the present illness is indicated. For members of the study sample,
important declines in functional ability are associated with the
decision to institutiomalize. On average, such factors as change in fam-
ily willingness to help sustain a patient at home do not seem to have
operated alone.

Pearson product-moment correlations have indicated that higher
pre-hospital Barthel scores are associated with bigger drops in scores
(R2 = .32;significant at& .001) and higher anticipated Barthel scores
are associated with smaller drops (R2 = ,-15; significant at .01). These
relations are to have been expected.

A measure related to ADL is that of patients' independence at eight
instrumental activities of daily living (IADL): shopping, housework,
meal preparation, laundry, taking medication, transportation, managing
money, and using the telephone. Patients were asked whether, prior to
this hospitalization, they did or were able to do these IADL tasks without
help. Eight patients could do none of these independently; 25 could do
one-four tasks; and seventeen could do 5-8 tasks. These data suggest
further the frailty of the members of the sample. They appear more
dependent on the TADL than on the ADL activities. in general, pre-hospi-
tal Barthel and IADL scores correlated closely (R2 = .54; significant

at £.001).
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TABLE VI-E

FUNCTIONAL ABILITY OF THE STUDY SAMPLE

Mean Median
Pre~hospital Barthel score 77.1 82.5
Barthel anticipated at discharge 49.8 45.8
Barthel change -27.3 -36.7
Number
0-74 75-94 95-100
Pre-hospital Barthel score 17 16 17
Number
0-40 41-60 61-100
Barthel anticipated at discharge 17 19 15
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Discharge planners were also asked to assess patients' psychosocial
characteristics. These included such items as whether the patient talked
with other people, smiled or laughed, was 1ethargic; or was abusive to
self or others. Twenty-two patients were scored positively on fewer than

half of the seventeen characteristics.

Of the 50 patients, 24 were originally sought from Boston area
hospitals and 26 from elsewhere in Massachusetts; 25 were to be from
teaching hospitals and 25 from community hospitals. Table VI-F indicates
how closely these overall targets were struck, At a finer level of
detail, however, certain disparities appear. Boston area teaching
hospitals and non-Boston community hospitals were unable, for a number
of valid reasons, to contribute their share of the study sample in
sufficient time. Boston area community hospitals and non-Boston teaching
hospitals picked up the slack. Thus, while the sample does not simul-
taneously represent type and location of hospital, it does represent
both variables viewed overall.

The participation and visit statuses of patients are somewhat-less
well-balanced. Most of the patients (29 of 50) are full participants, but
only sixteen of 50 were visited (See Table VI-G). The low number of
visits is owing to the initial difficulty of securing patients at Boston
area hospitals. A community hospital subsequently added proved too
inconvenient for visiting. Despite this disproportion, sufficient pa-
tients were visited to suggest whether this brief visit affected

planning.
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TABLE VI-F

Type of Hospital

Boston area

teaching
community

Non-Boston area

teaching
community

Total

teaching
community

Actual

23

50

28
22

Planned

24

14
10

26

11
15

50

25
25
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TABLE VI-G

Participation by Visit Status

Participation

Visited

Not visted

Total

Full

10

18

28

Visit Status

Limited

16

22

Total

16

34

50



FINDINGS AND WHAT THEY SUGGEST



CHAPTER VII

COMPARING THE COSTS OF HOME AND

INSTITUTIONAL CARE

This chapter is divided into six sections. 1In section A, the actual
cost of institutional care is indicated, along with how it was calculated
and it relates to patient characteristics. Section B does the same for
home care costs and section C for comparisons between the two.

Section D takes up the relation of professional, family and patient
views to home care cost; section E goes into greater detail on how pro-
fessionals see costs. In section F, data are summarized and their impli-

cations are considered.

A, The Costs of Institutional Care

The cost of institutional care for the members of the study sample
was calculated by a straightforward method. The actual charges for care
in patients' site of discharge was acquired. If, during the six months
following hospital discharge, the patients resided in two or more institu-

1
tions, the weighted average of these was computed. Excluding

1 To allow for patients' personal allowance, drugs, medical-therapeutic
professionals, and other goods and services not included in the nursing
home daily rate charged to Medicare or Medicaid, an additional 15% was
added. (This was not done where the institutional rate was all-inclusive.)
Similarly, on the home care side of the cost comparison, prescribed
service costs were inflated by 5% to cover drugs, supplies, and appliances.
Both of these proportions are best guesses, based on available data and
off-the-record estimates by knowledgeable persons of average costs. They
may be in error, but the possible consequences of even fairly large
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administratively necessary days (time spent in hospital by a patient
ready for discharge because no nursing home bed was available), the
average cost of institutional care for the 45 patients for whom data
could be obtained is $373 per week. When administratively necessary,
days (AND's) are included, institutional cost rises to $410 per week.
Admininstratively necessary days are excluded from most cost comparisons
because they reflect the cost of -- hopefully -- transient and concep-
tually easy-to-eliminate inefficiencies in the present system. Taken
at the hospitals' actual base per diem rates, they represent a fixed
cost equal to 9.9% of actual nursing home costs. Over larger stages,
this proportion would drop. For interested readers, comparisons between
home care costs and institutional costs both with and without the extra

cost of administratively necessary days are occasionally provided.

Patient characteristics and nursing home cost. Multiple regression-

al analysis was performed relating sixteen variables characterizing
patients on the actual cost of their institutional care. Table VII-A
lists these variables and indicates their correlation with nursing home
cost excluding administratively necessary days. Variables are defined in
some detail in Appendix C. Of the sixteen variables, ten had a positive
relation to institutional cost and six had a negative relation. Only one
relationship was statistically significant: the patients' anticipated
discharge site --the level of long-term care which the hospital discharge

planner thought the patient would receive after leaving the hospital --

errors for the analyses in this chapter do not seem to be serious.

£
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TABLE VII - A

Patient Characteristics and Nursing Home Cost

patient variablel correlation with N.H. cost2
age -.130
number of persons patient resided with .053
marital status (yes/ho) -.126
anticipated site of LTC discharge - 684%%%
indefinite LTC placement (yes/no) -.206
number of medical diagnoses 242
number of disabling conditions .054
number of hospital discharges in past year .025
number LTC admissions in past two years -.231
number of medications, in hospital 111
% of nursing services used, in hospital .152
psychosocial score -.072
anticipated Barthel score at hospital discharge .055
change in Barthel score: pre-admission to discharge .198
pre-hospital/ADL score .155
family willing to maintain patient at home (yes/no) .015

these variables are defined in detail in Appendix C
omits administratively necessary days

***significant at ,001
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bore a strong negative relation to actual institutional care costs. This
was expected. As this independent variable was coded, the negative rela-
tion indicates that patients expected to be placed in facilities providing
more care (rehabilitation hospitals, skilled nursing facilities) did in-
deed cost more to care for than patients placed in intermediate care fa-
cilities. This relation was significant at the .00l level. What is very

surprising is that no other variable bore a statistically significant re-

lation (at the 5% level) to actual nursing home cost,

Table VII-B now reports the results of regression analysis of the
relation of the sixteen variables to actual nursing home cost. Four var-
iables -- anticipated discharge site, marital status, number of disabling
conditions, and number of medical diagnoses -- together "explain' about
57% of the variation in nursing home cost. Only the first plays an impor-
tant role. Of the other three, being married and having more disabling
conditions and diagnoses were all positively associated with nursing home
costs. Being married is associated, in this sample, with being in need of
more home care also (as will be seen in the next chapter) probably because
presence of a spouse permits patients to remain at home longer, with given
disability, than had they not been married.

These variables all contrast sharply with those explaining average
levels of hypothetical home care cost., This clearly indicates that the
costs of institutional care and home care relate in very different ways to
patient characteristics. The costs of home care vary more systematically
with patient qualities which reasonably should be associated with cost.

Institutional care costs have only a haphazard relation to patient variables.
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TABLE VII - B

Regression Results: Patient Characteristics and Nursing Home Cost

patient variable1 significance2 unique variance3
anticipated discharge site <.001 437
marital status .012 .079
number of disabling conditions .040 .051
number of medical diagnoses .237 .016

2

R™ = .573 (<.001)

1stepping in stopped when last variable not significant at .07
2t-test

3proportion of variation in dependent variable explained by this
independent variable
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This indicates that the cost of institutional care may in individual cases
be largely a product of such factors as the location or age of the nursing
home, rather than the care it provides. (Newer facilities in metropolitan
areas tend to cost more,) Further, patients might be placed in facilities
unrelated to their needs, or the facilities may not be responding to the
needs.

Alternatively, it might be argued that patients are being placed in
a reasonable way, but the variables employed in this study do not appro-
priately represent care needs or their costs. A companion to this argumént
is that patients' nursing home cost, taken here as average charge by level.
does not reflect the cost of care for individuals, It is likely that a
mixture of these explanations is at play. This discussion's importance

will become clearer in the next section.

B. The Costs of Home Care

A large number of home care hours were prescribed for the patients in
the study sample, For the 50 patients, mean prescribed home care across
eighteen professionals was 125.4 hours weekly, The weekly cost of home
care would therefore seem very high.

However, of these hours, about two-thirds were paid and over 907 were
unskilled. Table VII-C presents these breakdowns in prescribed hours.
Because only some of the hours were paid (the remainder of the prescribed
hours were to be provided by informal supports. generally relatives or
friends residing with the patient) and because almost all hours of care
were to be delivered by unskilled providers, the weekly cost of prescribed

home care is less than the total prescribed hours might suggest.
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Table VII-C

Total Mean Prescribed Hours: Paid versus Unpaid
and Skilled versus Unskilled

Payment Status Hours/week %
paid 84.3 67.2%
unpaid 41.1 32.8%
Total 125.4 100,0%

Skill Status Hours/week %
skilled 7.3 5.8%
unskilled 118.1 91.2%
Total 125.4 100.0%

Note

Almost all skilled providers are paid, but most of the paid providers are
unskilled. Lists of the titles of paid, unpaid, skilled, and unskilled
providers recommended by prescribing consultants are appended to

Chapter 1IV.
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The cost of home care was calculated first by taking the mean, across
50 patients, of the mean of the eighteen professionals' care plans for each
patient. The cost of these presecribed home care services is $514 per week.
Since an average of 84.3 paid hours of care are prescribed weekly, the a-
verage hourly charge for home care is $6.10. (Appendix A of this chapter
lists the hourly rates used to calculate the cost of prescribed home care,)
This relatively low hourly charge reflects the predominance of unskilled
services in the package of paid care.

This mean service cost does not fully reflect the expense of main-
taining a patient at home. Non-service costs can be important. As Bruce
Vladeck has noted:

Cost comparisons between institutional and
non-institutional services have foundered
on the difficulty of comparing the housing,
nutritional, and housekeeping services re-
ceived in an institution with those a non-
institutionalized person receives elsewhere.

While this problem is not particularly serious in the present study,
because of the high ratio between service cost and non-service cost
(housekeeping requirements, for example, are included in the hypothetical
home care plans), it is still necessary to include in the total cost of
home care spending on housing and other goods. Based on the U.S. Depart-

ment of Labor's lower budget for a retired couple for the Boston stan-

dard metropolitan statistical area, this cost was estimated to be $50

1
Bruce C. Vladeck, "Some Issues in the Economics and Financing of

of Long-term Care'" (paper prepared for the Institute on Continuity
of Long-term Care, Arden House, New York, December 18-20, 1977),
p.9. Copyright the Twentieth Century Fund, Inc., Reprinted by per-
mission.
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per week for a patient whose family was willing to maintain her/him at
home, and $76 per week for a patient who would live alone.1 The average
for all 50 patients is $60 per week.

Including non-service requirements, the mean total cost of home care
is $574 per week. Two other methods of calculating total costs of home
care have been used. One has been to take the mean across 50 patients of
the median of the eighteen professionals' plans for each patient. The
other has been to take the mean across 50 patients of the 33rd percentile
of home care costs for each patient.2 To each of the three is added the
non-service costs for individual patients. These results are compared in
Table VII-D. The mean of the medians, $453 per week, is 88% of the mean

of the means. The mean of the 33rd percentilesis only 65% of the means.

1 U.S. Department of Labor, "Three Budgets for a Retired Couple, Autumn
1977," USDL News, 78-698, 13 August 1978. Acute medical care costs were
omitted from the cost comparison on both of the home care and nursing home
side. A factor of 557 was applied to the food budget and a factor of 50%
to all other categories, for patients whose families were willing to main-
tain them at home. For patients living alone, a factor of 11% was applied
to housing costs. All costs were inflated by 6% to reach an estimated

1 July 1978 level. The home care-nursing home care cost comparisons are
not very sensitive to these assumptions in estimating procedures because

the great bulk of the home care costs are due to prescribed services. These
proportions were chosen because they seem to reasonably reflect one person's
share of the retired couple's budget. Readers may adjust these as desired,
but, because of non-service costs' relatively small share (12-18%) of total
homecare costs, these assumptions will not greatly affect cost comparisons.

This standard was chosen arbitrarily. It was desired to learn the cost
of home care based on the care plan of the sixth least costly prescriber
for each of the 50 patients.
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TABLE VII - D

Total Home Care Costs Using Different Measures

Measure of
Service Cost

Mean of 50 means
Mean of 50 medians

Mean of 50 33rd percentiles

Mean Service Mean Non- Total
Cost Service Cost Cost
$514 $60 $574
$453 $60 $513
$335 $60 $395

Jin



-240-

Patient variables and home care costs, The relation of sixteen in-

dependent variables to different measure of home care cost has been exami-
ned by multiple regression analysis. The results of one such examination
are now presented. Table VII-E indicates the correlation between each of
the sixteen variables and the median total cost of home care. (Median
total cost, for each patient, is the median of the eighteen professional
views of service cost, plus non-service cost for that patient.)

Half of the variables are positively related to hypothetical home
care cost and half are negatively related. Five of the variables are sig-
nificantly (at the .05 level or better) related to median total home care
cost. The number of persons the patient resided with prior to hospitaliza-
tion, better psychosocial status, and better anticipated Barthel score
(functional ability) are negatively related to home care cost. The per-
centage of nursing services used in hospital and the size of decline in
Barthel score are positively associated with home care cost. Each of
these relations appears entirely reasonable. It should be noted further
that anticipated site of institutional discharge has only a weak relation
to home care cost: a more expensive institutional placement is associated
with more expensive home care.

The results of multiple regression analysis on median total home care
cost indicate a pattern quite different from that reported in the previous
section, where actual institutional cost was the dependent variable, In the
present case, four variables were fitted into the equation, three of which
were significant at the .05 level or better. Regression results appear in

Table VII-F. Together, the four characteristics '"explain" about 44% of the
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TABLE VII - E

Patient Characteristics and Median Total Home Care Cost

. . 1
patient variable correlation with
home care cost

Age .197
number of persons patient resided with -.316%
marital status (yes/no) .089
anticipated discharge site -.204
indefinite placement (yes/no) . 164
number of medical diagnoses .178
number of disabling conditions .184
number of hospital discharges (past year) -.025
number of LTC admissions (past year) 045
number of medications in hospital -.079
% of nursing services used in hospital .291%
psychosocial score .315%
anticipated Barthel score at discharge - 459%%
Barthel change from pre-admission .359*
pre=~hospital /ADL -.040
family willing to maintain at home (yes/no) 074
1

Variables are described in appendix C of this study.

L

significant at .05

** . . .
significant at .01
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TABLE VII - F

. . R 1
Regression Results: Patient Characteristics and Home Care Cost

s . 2
patient variable

Barthel score anticipated at discharge
number of persons patient resides with
age

anticipated discharge site

R® = .442 (< .001)

. e 3
significance

< .001
.003
.019
.097

l median total home care cost

2 stepping stopped when last variable not significant at .07
3 t-test

4

unique

variance
«225
.138
.078
.037

proportion of variation in dependent variable explained by this inde-

pendent variable
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variation in home care cost. Anticipated Barthel score is the most impor-
tant of the independent variables followed by the number of persons the
patient resides with, age, and anticipated discharge site. This list con-
trasts with the variables -- anticipated discharge site, marital status,
number of disabling conditions, and number of medical diagnoses -- which
explained 577 of the variation in actual institutional costs.

For the reasons set out in the preceding section, it is not possible
to decide whether the relation of patient variables to cost is more sen-
sible in the home care case or the nursing home case. Certainly, some of
the variables relevant to the cost of home care, such as the number of
persons the patient lived with at home, have only an indirect bearing on
how much institutional care should cost. The variable functional ability
should have a stronger relation to the actual cost of institutional care.
It certainly has been taken into account by home care planners. Its weak
impact on institutional costs may follow from this sequence: 1) the cost
of institutional care is closely tied to reimbursed level (SNF, ICF, and
the like); 2) overall need for help, suggested by functional ability has
little to do with level of placement, which is mandated by regulation to

be made largely in 1light of medical considerations.

In the area of home care costs, another regression was run using the
same sixteen patient variables. Here, the dependent variable was each
patient's coefficient of variation in prescribed costs across eighteen

professional care planners. The purpose of this analysis was to learn the
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relation of patient variables to professional agreement about home care
service cost.1 It is interesting to note that the average CoV is 55.5%,
indicating that for the average patient, the standard deviation equals
55.5% of the mean. This suggests a fairly high level of disagreement
among professionals about the average cost of care. Table VII-G sets
out the relation of patient variables to CoV in service costs and
Table VII-H contains the results of the regression itself.

The patients about whose home care costs the professionals agree best
are patients whose functional ability dropped most over the course
of their current illness, who needed many nursing services, who were older,
and who had suffered more acute episodes in recent months. Thus more
change in functional ability and medical status, and greater age, are asso-
ciated with more agreement among professionals. It should also be noted
that patients whose anticipated functional ability at discharge was better

were harder to agree about as well.

Coefficient of variation (Con is the relative standard deviation. This
is the standard deviation in cost, divided by the mean of cost for that
patient. It thus controls agreement for the base of costs, serving thereby
as a standard for comparison across patients.
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TABLE VII - G

Patient Characteristics and Con in Home

Care Service Costs

patient variable2

age
number of persons patient resided with
marital status (yes/no)

anticipated discharge site

indefinite placement (yes/no)

number of medical diagnoses

number of disabling conditions

number of hospital discharges (past year)
number of LTC admissions (past two years)
number of medications in hospital

% of nursing services used in hospital
psychosocial score

anticipated Barthel score at discharge
Barthel change from pre-admission
pre-hospital /ADL

family willing to maintain at home (yes/no)

coefficient of variation = ¥ : S.D.

2 variables are described in appendix C
* significant at .05

*% significant at .01

correlation with
CoV service cost

-.224
.013
. 045
. 149

-.023
$ 222

-.091

-.110
.032
.051

-.361%*
.085
.352%

- 428%%*

-.035

-.157

/L
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TABLE VII - H

Regression Results: Patient Characteristics and Con Home Care

. . 2
patient variable

Barthel change
% of nursing services used
age

number known hospital discharges

R% = .377 ( <.001)

CoV = X

ofe
w0
S

R 3
significance

.005
.006
.037
.112

unique

variance

.128
.125
.068
.038

stepping stopped when last variable not significant at .07

t-test

independent variable

proportion of variation in dependent variable explained by this
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C. Cost Comparisons

The average cost of institutional care, excluding administratively
necessary days, was $373 per week., For total home care cost, the mean
of the individual means was $574 per week. The mean of the medians, $513;
and the mean of the 33rd percentiles, $395. (These are the costs of pro-
fessionals' home care plans. Costs of patients' and families' plans are
taken up in section D.,) Table VII-I presents the numbers of patients for
whom home care was more and less expensive under each of these standards.

While insitutional care is always cheaper for the average of all
patients for home data are available, there is always a sub-set of people
for whom home care is cheaper. As would be expected, the size of this
group rises as the standard for calculating home care costs changes from
the mean to the median to the 33rd percentile of care planners. Its size
is greater when institutional costs include administratively necessary days.

It is noteworthy that even in this very ill and disabled sample of
patients who are being referred to institutions, there is a substantial
number for whom home care is less expensive.

In Table VII-J, the savings that would accrue from placing each
patient in the cheaper setting are set out. (Institutional costs are
given both including and excluding administratively necessary days, thereby
indicating their unimportance.) A substantial saving in total long-term
costs follows, under each of the six comparisons, after patients for whom
home care is cheaper are in fact diverted. These savings range from
11.3% to 25.6%, depending on the standard of comparison. These savings

represent the decreased cost of care for the individual patients directed



Table VII-I

Patients for Whom Home Care is Less Expensive

(A.N.D.'s Excluded’)

Standard for calculating home care cost

Mean Median
X home X nursing X home ilnursing
care home care home
L cost cost L cost cost

Patients for whom
home care is
less expensive 8 $448 $763 9 $408 §727
Patients for whom
home care is
more expensive 37 $622 $289 36 $562 $284
Total 45 $591 $373 45 $531 $373

=

14

31

45

x§3rd Percentile

X home X nursing
care home
cost cost
$309 $604
$461 $268
$413 $373

1 . . . . .
Administratively necessary days (A.N.D.s) are excluded from the cost of institutional care.

R IATAS
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Table VII-J

Total Weekly Costs in Various Settings ($)

Savings
Accompanying
Diversion 7 saved
All patients in (2)-(3) - over (2)
(1) (2) (3)
home inst. less
Standard of cost care care exp.care
Exclude A.N.D.'s
X home care costs 26,595 16,785 14,277 2508 14,9%
median home care costs 23,895 16,785 14,896 1889 11.3%
33rd percentile 18,585 16,785 12,634 4151 24.,77%
Include A.N.D.'s
X home care costs 26,595 18,450 15,665 2785 15.1%
median home care costs 23,895 18,450 15,111 3339 18.1%
33rd percentile 18,585 18,450 13,721 4729 25,6%

less expensive care
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to home care. They do not represent net system savings. The latter would
depend on how the total costs of home and institutional care were affected
by changes in the numbers and characteristics of patients receiving care
in the two sites.

The impact on the long-term care system at large of the diversion of
individual patients must be considered. If patients are diverted to home
care and the nursing home beds they would have occupied are filled by
others, who would not be eligible for home care, then total long-term care
costs would rise by the costs of home care for those diverted % the dif-
ference in the cost of nursing home care for the two groups. If the beds
which would have been occupied by diverted patients are closed, a net sav-
ings is likely. This would depend on whether the drop in total nursing
home cost is or is not offset by the rise in total home care cost.

Institutional care is cheaper for the majority of patients in the
study sample, regardless of the standard used to calculate home or in-
stitutional costs. By each standard, however, some patients are identi-
fied for whom home care is less expensive. Even greater numbers of patients,
if the savings on the patients diverted to home care were used to subsizide
care for those for whom home care was marginally more expensive.

Using a standard of diverting to home care the nine patients
(Table VII-I) whose median prescribed cost fell below institutional cost
excluding administratively necessary days, $1889 would be saved weekly
(Table VII-J). If this sum were applied to subsidizing home care for
patients whose institutional care was marginally cheaper, an additional

fifteen patients could have been diverted. Thus, 24 of 45 patients (537%)
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could have been cared for at home with no increase in cost.

What are the characteristics of the patients for whom hypothetical
home care was thought cheaper versus the characteristics of those for
whom it was thought more expensive? The standard of comparison used to
categorize patients is the 33rd percentile of total home care costs versus
institutional costs which excluded administratively necessary days. There
were fourteen patients for whom home care was cheaper and 31 for whom
nursing home care was cheaper. The home care group was somewhat less
likely to have resided alone prior to this hospitalization; its members
were less likely to be married; but the family was somewhat likelier to
be willing to maintain the patient at home. The Barthel score anticipated
at discharge was ten points (12%) higher for the home care group. This
group was taking more medications in-hospital but it received fewer nursing
services., The home care patients were slightly more likely to be full par-
ticipants. Perhaps the most important distinction is that fully nine (62%)
of the fourteen home care patients were being referred to rehabilitation or
chronic disease hospitals or Medicare SNFs while only seven (237%) of the
nursing home patients were being referred to these more intensive and costly
facilities. Table VII-K displays in detail the characteristics of the two
groups. Home care seems to have fared relatively well in the cases of
patients whose institutional care is quite expensive. As Thomas R, Willemain
has noted, it is not so much that home care is cheaper for these patients;

it is that their institutional care is more expensive.

Personal Communication, Thomas R. Willemain, February 1979,

'~
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Table VII-K

Characteristics of Patients for Whom Home Care is Cheaper

Versus Those for Whom It Is More Expensive

Variable

number of patients

age (X

% female

% residing with others
% married
% family willing to maintain at home

anticipated Barthel score (%)
Barthel change X)
% IADL positive

no. of diagnoses (X) _
no. of hospital discharges )
no. of current medications X) _
% of current nursing services X)

% indefinite institutional placement

% rehab,, chronic, Medicare SNF placement

% Medicaid SNF placement
% Medicaid ICF placement

% full participants

Home Care
Cheaper

14

80.0 years
71.47,

71.4%
21.47%
85.7%

54.5

-30.6
44.0%

71.47,
64.3%
14.37
21.47%

54.1%

Nursing Home
Care Cheaper

31

78.8 years
74.2%

58.1%
41.9%
71.0%

44,6
-30.2
38.5%

23.3%
43.3%
33.3%

51.6%
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This pattern is quite different from that arguedlor found2 in other
studies. The usual pattern is that home care is likelier to be less ex-
pensive than institutional care for the less ill or disabled. This may
well be true among the general population of older citizens who need help,
but, at least in the sample studied here, the reverse is likelier to hold.
This suggests that real opportunities may exist in caring at home for per-
sons with serious functional or medical problems. For them, institutional
care may have become so expensive that home care is cheaper.

Figure VII-A graphs these possible relations. 1In the range between
points A and B, home care is more expensive for the average patient. 1If
the range of disability of the members of the study sample extends between

points X and Y, some of the above cost findings would be explained.

The relation of patient characteristics to the relative costs of home
and institutional care has been analyzed by multiple regression in addition
to the technique just discussed. Home care costs and institutional costs
were formed into two dependent variables. One was the difference between
the two; the other was their ratio. Results under the two analyses are gen-
erélly similar so, for the sake of coherence, only regressions on median
total home care cost minus institutional cost (excluding administratively

necessary days) will be discussed. A higher value for this dependent

Jay Greenberg, 'The Costs of In-home Services,'" in Nancy N. Anderson, A
Planning Study of Services to Non-institutionalized Older Persons in Minne-
sota, Minneapolis: Governor's Citizens Council on Aging, 1974, Part II.

2 Comptroller General of the United States, ''Report to Congress on Home
Health--The Need for a National Policy to Better Provide for the Elderly,"
Washington: General Accounting Office, HRD-78-19, 30 December 1977. A
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FIGURE VII-A

ONE VIEW OF HOME AND INSTITUTIONAL CARE COSTS

jtutional
Care (%)

Home Care
(%)
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Cost/
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Day
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Illness/Disability
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variable means that home care is more expensive; a lower value means that
institutional care is more expensive.

How do the different patient variables influence the direction of the
cost comparison? This question is answered by the data in Table VII-L,
which presents the correlation coefficients between each of the patient
characteristics and the difference between home and institutional care
costs. A positive relation means that a higher value for the independent
variable is associated with a probable increase in the relative cost of
home care. Anticipation that the patient will be discharged to a more in-
tense level of care is strongly associated with home care being cheaper.
Conversely, a higher Barthel score anticipated at discharge is fairly
strongly associated with home care being cheaper. Both of these relations
hold when other variables are not controlled. Table VII-M displays the re-
gression results themselves. They indicate that more intense levels of
anticipated institutional placement, higher anticipated Barthel score, and
greater numbers of residents in the patient's household are all associated
with greater likelihood that home care will cost less than institutional
care. Conversely, the greater the number of disabling conditions the patient
suffers from, the higher the likelihood that home care will cost more than
institutional care. The last relation is not strong, but it does offer sup-
port for the conventional view that people who need more help are cheaper

to care for in institutions. The host of factors confounding appropriate

possible limitation on the applicability of this approach lies in its
use of average institutional cost across all disability levels,
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TABLE VII-L

PATTENT CHARACTERISTICS AND THE COMPARATIVE COSTS

OF HOME AND INSTITUTIONAL CARE

Patient Variablel

Age

Number of Persons Patient Resides with
Marital Status (yes/no)

Anticipated Discharge Site

Indefinite LTC Placement Expected (yes/no)
Number of Medical Diagnoses

Number of Disabling Conditions

Number Known Hospital Discharges (past year)
Number Known LTC Admissions (past 2 years)
Number of Medications in Hospital

% Nursing Services Used in Hospital
Psychosocial Status

Anticipated Barthel Score at Discharge
Change From Pre-admission Barthel
Pre-hospital IADL

Family Willing to Maintain at Home (yes/no)

lVariables are described in Appendix C.

Correlation with H.C2
Cost minus N,H, Cost

.151
-.272
125
+398%*
. 266
-.290
.215
-.041
.166
-.150
.097
-.156
-.332%
.049
-.120
.085

Home care costs rise relative to institutional costs as value for
dependent variable rises; a negative correlation means that as value
of independent variable rises, it is probable that cost of home care

falls relative to cost of institutional care,

* Significant at .05

%% Significant at .0l
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TABLE VII-M

REGRESSION RESULTS: PATIENT CHARACTERISTICS AND THE

COMPARATIVE COSTS OF HOME AND INSTITUTIONAL CARE

PATIENT VARIABLE1 SIGNIFICANCE2 UNIQUE VARIANCE3
Anticipated Discharge Site .001 .236
Anticipated Barthel Score .002 .156

# of Persons Patient Resides with .013 .098

# of Disabling Conditions .087 044

R? = .465 ( .00L)

lStepping—in stopped when last variable entered not significant at .07.
2T—-Test

3Proportion of variation in dependent variable explained by variation in
this independent variable.
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placement or actual cost of institutional care, which were discussed
earlier in this chapter, may dim the conventional view's perspicacity in
regard to the study sample.

In general, these regression results support the earlier analysis of
the characteristics of patients for whom home care is likely to be less
expensive. In this study sample of patients about to enter Massachusetts
long-term care facilities, it appears that real opportunities for saving
might be found by diverting to home care selected patients bound for re-
latively intensive levels of institutional care., The study sample is far
too small to permit even the suggestion that policies should be re-made
to permit greater diversion of such patients. But these findings do sug-
gest the desirability of looking more closely at the possibilities for

home care for selected patients in this group.

D. Professionals', Patients', and Families' Views of Cost.

All analyses of cost to this point have concerned only professionals'’
views of cost of hypothetical home care. Means, medians, and 33rd percen=-
tiles of professionals' views have been examined.

This has followed largely from the composition of the available data.
The cost of professionals' prescribed plans could be accurately estimated
because, as noted in Chapter IV, each home care plan called for a service-
by-service statement of the episodes, hours, and providers of care. To
protect patients and family members from the stress of a lengthy interview,
they were asked only the service-by-service episodes of help required, and

whether these episodes would need to be delivered by paid or unpaid providers.
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Thus, a rough measure of the comparative costs of professionals',
patients', and families' requests for help may be gained by considering
episodes of paid services sought.

There are only 20 patients for whom both patient and family inter-
views could be completed. For these patients, the median cost of pro-
fessionals' home care plans was less expensive than institutional care
in five of the eighteen cases (28%) in which institutional cost data were
available. The median number of paid episodes prescribed by professionals
for the 20 patients was 88 episodes of care weekly. Patients sought only
75 paid episodes; family members, 72. Patients sought less help than pro-
fessionals in eight cases (40%);family members sought less than profession-
als in 13 cases (65%). As will be seen in Chapter IX, this seems to have
been due more to greater reliance on unpaid providers by patients and fami-
lies than to any meaningful reduction in total episodes thought necessary.

On this basis, it seems reasonable to conclude (barring differences in
average durations of episodes for the three groups) that patients' and fam-
ilies' care requests would probably cost a bit less to meet than would the
care plans of the median professional, If the mean of professional views

were employed, patient and family requests would look cheaper still.

E. Breakdown of Home Care Costs

The total cost of home care has been divided by characteristics of
prescribing professions, services prescribed, and providers recommended.
In the two discussions that follow, costs of different professionals' views

of hypothetical home care need are cross-cut first by services and then by
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providers.

Professional prescribers are the five physicians, hospital discharge
planners, and home health agency care planners (who together comprise the
fifteen consultants), and the three hospital care planners (the patient's
physician, discharge planner, and floor nurse). Service sub-totals are per-
sonal care, housekeeping, nursing, and medical-therapeutic ("other'"). The
41 individual services, sorted into the four sub-totals appear in a list ap-
pended to Chapter 1IV.

As Table VII-N indicates, the three hospital care planners prescribed
more expensive care than the fifteen consultants. By analysis of variance,
this $105 per week difference is significant at .005. It is not clear which
of these views of need is more appropriate or valid; this question will be
taken up in subsequent chapters.

Among the consultants, a range of $145 was found between the pean

weekly costs of physicians’® and hospital discharge planners" views, Home
health planners fell almost exactly in between. These differences were

significant at .001.

A most striking pattern which emerges across the various means of the
groups of professionals is the similarity in the proportion of total cost
allotted to each of the four categories of service (see Table VIiI-0).

By calculating the average coefficient of variation across all patients
within each professional group, it was found that hospital consultants
agreed best about costs, followed by consultant physicians, discharge plan-
ners, and home health planners. For no group, however, was agreement about

cost very good. The average coefficient of variation across a1l care
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Professional

Care Planner
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Sub-Total

Hospital
Sub-Total

Total

1

ACROSS SERVICE SUB-TOTALS

1
Service Sub-total (S$/week)
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TABLE VII-N

WEEKLY COST OF CARE DISTRIBUTED

Personal

Care

$395

264

293

331

401

$343

Mean (X) for each group

Nursing

House-~

keeping
$81 $39
76 40
107 49
90 44
104 59
$92 8§47

Other‘ Total
$30 $545
20 400
26 475
26 491
32 596
$27 $509



PROFESSIONAL VIEWS: PERCENTAGE OF WEEKLY COST DISTRIBUTION

Professional
Care Planner

Physicans

Discharge
Planners

Home Health

Consultant
Sub-Total

Hospital
Sub-Total

Total

ACROSS SERVICE SUB-TOTALS

Personal
Care

72%

667%

62%

677%

677
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TABLE VII-O

%Z OF COST TO

Housekeeping

Nursing

Other

Total

15%

19%

23%

18%

17%

18%

9%

6%

5%

5%

5%

100%

100%

100%

997%

/o
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planners was 40.9%.

Costs can be broken down into a large number of provider sub-totals.

For this analysis, only a distinction between the costs of skilled and un-
skilled providers will be drawn (see Appendix to Chapter IV for lists of pro-
viders by sub-total).

Among the consultants, physicians recommend the most skilled help, fol-
lowed by discharge planners and home health planners. Differences among con-
sultants are significant at .04. Consultants generally recommend substan-
tially less costly skilled care than do hospital professionals; this differ-
ence is significant at .015 and far exceeds the disagreement between consul-
tant and hospital professionals regarding unskilled services. These data are
reported in Table VII-P.

The relatively high cost of unpaid providers, 82% of the total across
all professionals' care plans, suggests real opportunities for reducing the
costs of in-home care. Skilled providers tend to be busy in the course of
their visits. By caring for more than one patient in a given location, the
only saving would be reduced travel time (an important home care overhead
cost). Unskilled providers are busy in much of what they do, but much other
unskilled care is devoted to delivering continuous supervision.

This single service required an average of $293 per week, across all
prescribers, patients, and providers. Almost all providers were unskilled.
This sum was 707% of the cost of all unskilled care and 477 of the total cost
of care. The costs of home care per person would be markedly reduced by a
doubling-up of patients. Further, in other areas of personal care, and in

housekeeping as well, there exist opportunities for economies of scale.

7
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These suggestions may run beyond the scope of home care for individuals
into shared housing, foster care, and domiciliary arrangements. These
all carry difficulties in quality assurance and, in general, they fall
beyond the scope of this study. But the clear and predictable opportu-
nities for savings in these areas indicate the need for continuing in-
vestigation into the alternatives mentioned. Up to the present, shared
housing and foster care seem to have been suggested largely for frail
older persons without serious medical difficulties. They may also be
suitable sites of care for older citizens who, like many members of the
study sample, have problems requiring supervision by skilled profession-

als.
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Physician
Discharge Planner

Home Health

Consultants

Hospital

Total

lDifference among
and professionals

2Difference among
and professionals
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TABLE VII-P

COSTS OF SKILLED AND UNSKILLED PROVIDERS

$/WEEK

SKILLED PROVIDERSl UNSKILLED PROVIDERS? TOTAL
$100 (18%) $445 (82%) $545
67 (17%) 334 (83%) 401

62 (13%) 414 (877%) 476

79 (16%) 412 (847%) 491

153 (26%) 442 (74%) 595

$ 91 (18%) $417 (82%) $508

consultants significant at .04; between consultants

at .015.

consultants significant at .001; between consultants

at .235.
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F. Summary and Implications

This chapter/has looked at several aspects of the comparative costs of
home and institutional care, First, very different groups of patient cha-
racteristics explained actual institutional costs and hypothetical home
care costs. This would be appropriate if different aspects of patients
actually affected real costs of care in the two settings. Alternatively,
if professionals' views of home care need are accurate, the relation of
patient variables to institutional costs could well reflect distortions
which accompany regulating financial and practical aspects of nursing
home placement and payment., There is little relation between hypothetical
home care costs and real institutional costs: R2 = ,02. Further, median
home care hours, which would perhaps better reflect the real burden of pro-
viding home care, correlate with institutional costs at only .05.

Several important patient variables were identified which predict
whether home care or institutional care would tend to be more (or less)
expensive. More intense level of institutional placement, higher Barthel
score (functional ability) anticipated at discharge, and greater number of
persons residing with the patient at home each predict increased likelihood
that home care will cost less than institutional care.

Care in both settings is expensive., By diverting to home care those
patients for whom it is markedly cheaper, substantial savings may be won.
When these savings are applied to subsidizing the home care of patients for
whom it is marginally more expensive, a total of about half of the sample
could be cared for at home with no increase in overall spending on these

patients.

=3
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Patient and family views about episodes were compared with the median
of professional views. Patients and family members generally requested
a bit less paid help than professionals thought necessary. This indicates
at least that the cost of permitting to patients or family members control
over service allocation would probably be no greater than the cost of
professional control,

Differences in hours recommended by professionals for the various
services and provider groups are clearly statistically significant in
most cases. The predominance of unskilled hours in all care plans suggests
opportunities could be realized through shared housing, faster care, or
other arrangements. In this way, the large share of home care cost which
is owing to the need to have a caregiver in place, to prevent or contain
harm to patients, is spread over many patients, Clearly, however, moves
in this direction must be made with the dangers in mind that the growth
of small and unsatisfactory semi-institutions might thereby be nurtured.

The impact on long-term care system cost of diversion to home care
of patients for whom home care is no more expensive is unclear. Since
it depends on the size and savings accrued from diversion of individuals,
on how these savings are spent, on the characteristics of patients
diverted and of those who replace them in nursing home (if any), and on
the types of controls placed on entry into the expanded home care benefit
structure. These important issues fall beyond the scope of the present

study.
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This chapter contains virtually all of the material that will appear
on comparative costs. The discussion from this point will rely on
recommended hours of home care as principal units of measurement.
Chapter VIII will report on professional-patient-family agreement about
care needs and on the relation of patient characteristics to prescribed

care; Chapter IX considers the different aspects of agreement among

professionals themselves.
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APPENDIX TO CHAPTER VII

Provider Charges

2
) Hoquz Rate

Provider Category

Medical
M.D.—primary1 (internist, G.P., F,P,) $55,00
M.D.-specialist 60,00
Dentistl 1 40,00
Podiatrist 24,00
Nursing
Registered 12,47
Licensed practical nurse 10.05
Personal Care
Homemaker 4,85
Home health aide 5,17
Personal care attendant 5.74
Support
Social worker 9.62
Escort service 4,25
Visiting aide 4,00
Therapy
Physical Therapist 14,00
Physical therapy aide 7.50
Occupational therapist 14,00
Dietician 20,00
Miscellaneous Services
Meals—on—-Wheels3 1.673
Heavy chore service 8,00
Cleaning service 7,00
Medicab: 37.503

lWhere applicable a visit or episode rate, equal to 1/2 the hourly rate,
was used in calculating costs.

2Based on Medicare, Medicaid, Title XX, and other home care charges in
effect during period for which institutional costs were calculated.

3 s . . . .
This service was delivered on an episode basis only.



CHAPTER VIII
PROFESSIONAL, PATIENT, AND FAMILY VIEWS OF HOME
CARE NEEDS; THEIR RELATION TO PATIENT CHARACTERISTICS
In three sections, this chapter reports: a) the extent of agreement

among professionals, patients, and their families about home care needs;
b) the relation of patient characteristics to perceived home care needs;
and c) the effect of these same characteristics on inter-professional
agreement about needs.

A. Do Professionals, Patients, and Family Members Agree About Needed
Hours of Home Care?

The brief answer to this question is that they seem to agree fairly
well on average but somewhat less well in individual cases. A more
detailed answer now follows.

Whenever possible, the patient and the family member (or other care-
giver) who knew the patient best were interviewed (separately) to learn
how much help they thought wasrequired to permit the patient to live at
home in a safe, adequate, and dignified manner. Each was asked, service
by service, how many episodes of help would be necessary. A total of 23
(79% of the full participants, who could be interviewed) patients and 36
family members were interviewed.

Overall, the two groups agreed with one another well in most respects.
This was expecially true of the 20 cases where both patient and family
members were interviewed. As seen in Table VIII-A, patients requested

a mean number of 118 discrete episodes (such as being bathed or receiving
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physical therapy) of service weekly. Family members thought that 130
episodes were necessary. Most of the professional groups, and the
professionals on average, recommended slightly more episodes in total
than the patients requested, and about as much as the families requested.
Professional groups agreed well among one another.

In the area of paid services, however, as indicated in Table VIII-B,
both patients and family members sought considerably less paid help
than professionals prescribed. Further, regardless of their views of
the number of total episodes needed, patients and families—-particularly
the latter——-felt that unpaid providers could carry an appreciably
greater share of total episodes than did professionals. Patients believed
that unpaid providers could deliver an average of 43 episodes weekly
(36% of the total). For family members and professionals, these figures
were 58 (45%) and 38 (297%), respectively. Thus, compared to both
patients and families, professionals under-estimated both the quantity
and proportion of episodes which unpaid providers could deliver.

It is particularly noteworthy that family members were highest in
their estimates of availability, ability, and willingness of the informal
support system to help sustain patients at home. It might be argued
that families are overstating how much help they and other informal
supports would provide because they felt guilty at the prospect of their
relative being institutionalized. In response, others might assert that
family members are best informed about how much the informal supports

would be willing to do. Predictions would have to be compared with
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Table VIII-A

PROFESSTONAL-PATIENT-FAMILY VIEWS OF TOTAL NEED1

Need as
Viewed by Total Weekly Episodes Needed in
Personal  House-

Care keeping  Nursing Other Total
Physicians 80 34 22 4 140
Discharge Planners 75 38 27 2 142
Home Health Planners 60 29 18 3 110
All consultants 72 34 22 3 131
Hospital professionals 67 30 23 3 123
All Professionals 71 34 22 3 130
Patients 60 32 23 3 118
Families 70 29 27 4 130
1

N = 20 patients
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Table VIII-B

PROFESSIONAL-PATIENT-FAMILY VIEWS OF PAID EPISODES NEEDED1

Need as

viewed by

Physicians
Discharge Planners

Home Health Planners

All consultants

Hospital Professionals

All Professionals
Patients

Families

1N = 20 patients

Paid Weekly Episodes need in

PeEgggal 885?5 Nursing Other Total
63 21 19 4 107
54 21 19 2 96
46 20 15 2 83
54 21 18 3 96
40 18 14 3 75
52 20 17 3 92
43 16 13 3 75
36 15 17 4 72
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behavior to learn whose views of family effort are correct, but the
above data, on a small sub-sample, suggest that if professionals were to
negotiate with family members about the relative contribution of the
latter to home care plan fulfilled by paid and unpaid providers, family
members would be forthcoming.

The preceding discussion of perceived need rests on the assumption
that the average episode prescribed by professionals is of a duration
similar to that requested by patients or their families. Implications of
these findings for costs of care sought by the three groups may be
suggested if a parallel assumption is made: that the average cost per
episode of care by paid providers would be similar across the three
groups.

The relatively low imputed value of unpaid help prescribed by pro-
fessionals themselves can be estimated without such assumptions, Across
fifty patients, a mean of 40.7 hours per week of unpaid help was pre-

scribed by professionals. This figure represents the mean across patients

of the mean of eighteen individual professionals' prescriptions for
unpaid hours for each patient. For this help to be delivered in the
absence of family and other unpaid help, paid providers would be required.
Perhaps, the most appropriate paid provider to substitute for unpaid help
is the generalist homemaker-home health aide. In this study, as noted in
the Appendix Chapter VII, the hourly cost of a homemaker-home health
aide's care is estimated at $5.17. Thus, the average cost of replacing

unpaid help with that of a homemaker-home health aide is estimated to
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be $210 per week. Table VIII-C summarizes these data and presents
quintile values for the cost of substituting paid providers. It can be
seen that for many patients, even the relatively low professional
estimates of hours of unpaid help represent a considerable contribution

to home care.

To this point, the examination of the extent of agreement among
professionals, patients, and family members about needed home care
episodes has compared only the averages of each group's recommendations.
When the number of episodes recommended for individual patients is
examined using Pearson product-moment correlation analysis, agreement fades
badly in many cases., In general, the patient-family diad showed best
agreement. Patient-professional and family-professional agreement about
total episodes of care needed was only fair; about paid or unpaid episodes.
it was worse still. (See Table VIII-D.) These data indicate that dis-
agreements about individual patients across patient-family-professional
lines can be obscured when averages alone are considered. For program of
budgetary purposes, congruence among the three groups is excellent: when

planning care for individuals, conflicts may well be anticipated.

B. Patient Characteristics and Different Views of Need

It was argued in earlier chapters that Barthel score anticipated at
discharge, a reliable and valid measure of independence in functional

ability (in activities of daily living), is probably the best single
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TABLE VIII-C

THE IMPUTED VALUE OF UNPAID HELP PRESCRIBED

BY PROFESSIONALS

Value Unpaid Help Mean of Means Mean of Medians
Hours/week 40.7 35.3
Value/week $210 $182

Distribution of Mean Hours and Value Hours/Week Value/Week

Patient with highest prescribed hours 85.7 $443
10th 72.4 374
20th 57.0 295
30th 30.7 159
40th 8.6 44

Patient with lowest prescribed hours 1.5 8
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TABLE VIII-D

PATIENT - FAMILY - PROFESSIONAL AGREEMENT

ABOUT NEEDED EPISODES OF HOME CARE

PEARSON PRODUCT MOMENT CORRELATION

r r-squared gi

A. TOTAL EPISODES

Patient - Family .67 45 . .002

Patient - Professional2 .50 «25 .030

Family - Professional2 .57 .32 ..010
B. PAID EPISODES

Patient - Family .70 48 < 001

Patient - Professional2 .26 .07 .266

Family - Professional? .35 .12 141
C. UNPAID EPISODES

Patient - Family 74 .55 « .001

Patient - Professional 43 .19 .061

Family - Professional .25 .06 .283

1Two - tail test

2Mean of 18 professional care planners
n =20

In several cases, patients or family members deferred to professional
judgment for various technical sources. Professional views of these
deferrals have been included in the appropriate patient or family
totals.
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predictor of need for home care services., Barthel score is not only
important in itself. 1In the present study, it also correlates well
with other variables which can reasonably be expected to affect need
for home care services, For the sample of 50 patients, anticipated
Barthel at discharge relates significantly to psychosocial status

®?

= ,17; significant at .0l) and independence in instrumental acti-
vities of daily living (R2 = ,09; significant at .05). While these
Pearson product-moment correlations are not impressive, they do lend
some support to an agreement that anticipated Barthel score is a fairly
good predictor of the overall need for home care.

Pearson correlations were performed for patients' anticipated Barthel
scores with the number of episodes of home care requested by patients,
family members, and the mean of professionals. Each group sought reason-
able numbers of episodes of home care; requested episodes bore a clearly
negative relation to functional ability. (See Table VIII-E.) Each group
considered that patients with greater functional ability indeed needed
fewer episodes of home care, According to each of the three groups, the
relation was roughly linear. Professionals appeared to adhere closest to
this pattern, although the use of an "average'' professional care plan
makes comparability of R2 values difficult.

It is not possible to say, on the basis of this analysis, that any
one of the three groups of prescribers can be trusted to write care

plans which are clearly most equitable, All three can distinguish

patients who seem to need more care from those who need less;
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TABLE VIII-E
WHAT IS THE RELATION OF THE NUMBER OF EPISODES OF HOME CARE

REQUESTED BY PATIENTS, THEIR FAMILIES AND PROFESSIONALS TO
PATIENTS' ANTICIPATED BARTHEL SCORES?

Anticipated Barthel Score at

discharge with number of home Pearson Produgt - Moment Correlation

care episodes requested by: 1

r r - squared P

Patient -.62 .39 .005

Family -.57 .32 .010
. 2

Professionals -.76 .58 <:.001

1One-tail test

2Mean of 18 professionals
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professionals are best able to do this, The nature of the relation of
anticipated Barthel score to needed episodes of care has not, however,
been established well enough to say with assurance that professionals
are more likely to have been right. It is, for example, possible that
professionals are on average over-rigid in their use of the anticipated

Barthel score standard.

Because interviews with both patients and family members could be
obtained in only 20 cases, the above analysis of equity of care planning
by members of the three groups is certainly limited in its generalize-
ability. For the same reason of sample size, only the relation of
professionals' prescribed hours of home care to patient variables will
now be examined in detail, The purposes of this examination are first,
to learn how predictable are professionals' views in light of patient
characteristics and second. to compare this predictability across

different areas of home care services and providers.

Patient variables and professionally prescribed hours of home care.

Sixteen different patient characteristics, the same as those employed

in chapter VII, were selected as independent variables for multiple
regression analyses. (The importance of these variables is described

in Appendix C to this study.) Dependent variables considered first were
hours of care prescribed by the average of the eighteen professionals

in eight service areas, five different sub-totals of services, and total

hours, A series of five tables, VIII-F to VIII-J, appended to this
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chapter, reports the results of these regression analyses. These
results are now discussed.

Several findings are salient. First, given the small sample size,
it is interesting to note that from three to six independent variables
bore statistically significant relations to each dependent variable.
Second, these variables "explained" a high proportion of the variation
in the dependent variables, as shown by the R2 results. The high st
thus indicate that just a few independent variables are useful in pre-
dicting hours of home care prescribed by the mean of professionals.
This means that professional views are, on average, relatively pre-
dictable——a finding of no small importance. Professionals' plans may
or may not be effective, but they do at least seem reasonable. Further,
the integrity or reasonableness of average professional views is rein-
forced by the selective predictive utility of different variables for
different services and service sub-totals. That this selectivity seems
reasonable will be shown by the nature of association between classes
of variables. Documentation for these findings follows.

The dependent variables selected for analysis are the four service
sub~totals, one-three of the individual services making up each sub-
total, total prescribed hours, and total minus continuous supervision
hours. The last item was included because about 51% of all hours
prescribed by professionals were on average allotted to the one service,
continuous supervision. The eight individual services analyzed were

selected as interesting illustrations of the care planning process and



-280-

because it was thought that they were important and fairly repre-
sentative services.

For personal care services (Table VIII-F), the proportion of
variation in prescribed hours explained by just a few independent
variables (Rz) is quite high. While this explanation does not go
so far as to indicate that care plans are valid, it does indicate
that the "average professional" used this information about patients
in a consistent manner. Patients with lower functional ability were
thought clearly to need more help; younger patients, less help; and
so on. It is, however, surprising that the family's willingness to
maintain the patient at home should be negatively associated with
prescribed total hours. A negative relation of family willingness
with paid hours on total cost would be expected; with total hours,
not.

Professionals were not able to use data about patients to prescribe
needed hours of household help in so consistent a manner. The R%;in
this group are measurably lower. In each case, however, prescribed
hours of care appear most sensible. This is particularly true for
transportation (Table VIII-G), which at first glance seem to suffer
from reversal of coefficients' signs: high Barthel and psychosocial
status, for example, are associated with greater prescribed help with
transportation. The most reasonable interpretation here is that some
patients were thought safe to transport more frequently because they

were in better condition.
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The pattern of professional prescribing in the nursing field also
indicates that appropriate variables informed decisions. Witness the
importance of nursing services used in hospital to total prescribed
hours of nursing care, and the importance of Barthel change to the
need to monitor vital signs (Table VIII-H).

In the medical-therapeutic area, patients whose institutional
placement was expected to be indefinite (probably because they had
suffered too much harm or lacked informal support permitting them
to go home) were thought by professionals to need markedly less care
overall and less physical therapy in particular (Table VIII-I). It
cannot be said whether this represents reasonable resource allocation
or a tendency to invest too little effort in actively caring for
patients not expected to improve.

The prescribed total need for home care, and for the total less
continuous supervision, is explained very well by only a few patient
characteristics: anticipated Barthel score, age, and psychosocial
status. This high R? suggests that '"cookbook" formulas might be
useful in establishing guidelines for budgeted home care hours for
patients with given characteristics. Only a few such characteristics
might have to be recorded and incorporated into possible care planning
or utilization review equations. Of course, this should not be done
until the average of the professionals' views; or some other standard

of home care need, is actually validated.
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Regression results on mean prescribed hours have, to this point,
concerned only individual services or service sub-totals. Regressions
were run as well on the provider sub-totals. Multiple correlations
and their significance are the only results on providers which
will be discussed. These are presented in Table VIII-K, at the end
of this chapter. Worth noting are these points: patient characteris-
tics generally have better power in explaining differences in average
prescribed hours for the unskilled providers or for the unpaid pro-
viders (particularly residents of the patient's household), than for
the skilled providers or the paid providers. Thus, for example, in
light of families' declared willingness to provide more episodes of
care than professionals prescribed-—both absolutely and proportionate-
ly--it is of interest to note the high R2 relations patient variables
to mean hours of unpaid help prescribed by professionals. Professionals
may be underestimating family ability or willingness to provide help,
but they are doing so in a most reasonable manner, given the informa-

tion made available to them.

C. What Are the Characteristics of Patients About
Whom Professionals Agree?

Across the 50 patients of the study sample, an average of 124.8 hours
of home care weekly was prescribed by the mean of the eighteen profes-
sional care planners. One measure of agreement among professionals about

an individual patient's needs is the standard deviation across the
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eighteen professionals' hours of care prescribed for that patient.
The standard deviation ranged from 11.9 to 67.1 hours weekly. The
mean standard deviation across patients was 48.8 hours weekly.

But is the standard deviation a good yardstick for measuring how
well professionals agree about one patient versus another? A general
trend has been observed (empirically), in many areas, that standard
deviations tend to increase with the mean. In these instances, vari-
ability may be compared by using the relative standard deviation or

"coefficient of variation,"

the standard deviation's proportion of
the mean.

In the present study, it has been decided to use the standard de-
viation to examine the characteristics of patients about whom profes-
sional agreement is best and to use the coefficient of variation for
inter~-service and inter-provider comparisons., This is because,
across patients, the standard deviation does not increase with the
mean. Rather, the relation between the two is slightly negative:
rg = -0.129 (Spearman rank-order correlation). Thus, to use the
coefficient of variation as the inter-patient yardstick would in-

appropriately over-control the standard deviation in prescribed hours

per patient.

Patient characteristics have been found to explain between 13.5%
and 41.27 of the differences in standard deviations in professionally

prescribed hours for each patient. In personal care, lower age, lower
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pre-hospital IADL independence, and greater family willingness to
maintain the patient at home characterized patients about whom pro-—
fessional agreement was better. (See Table VIII-L.) Among the
household services, professional agreement was better for patients
whose Barthel scores had fallen relatively little and for patients
whose psychosocial status was judged relatively poor. Poor psycho-—
social status, low anticipated Barthel score, and use of many nursing
services in hospital were associated with better professional agree-
ment about hours of nursing care needed. Agreement about medical-
therapeutic services (Table VIII-M) was better for patients whose
institutionalization was expected to last indefinitely, whose anti-
cipated Barthel score was expected to be high, and whose psychosocial
status was relatively poor.

For the important service called continuous supervision, agreement was
good for patients who were younger, had lower pre-hospital IADL scores,
and used more nﬁrsing services in hospital. The category, all hours
of care other than continuous supervision, presents a different picture:
higher Barthel score meant better agreement, as did discharge to a
more intensive level of care.

Agreement about total home care hours was predicted principally by
greater family willingness to maintain patients at home and lower
patient age (Table VIII-N).

Why professional agreement is better about patients with certain

characteristics, and why presence of particular characteristics en-
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hances agreement in some areas but not others cannot be answered by
the foregoing exploratory discussion. But there is a wide range in
the standard deviation in prescribed hours across individual patients.
Better information about the factors enhancing agreement about parti-
cular service needs of particular patients might help yield improved
understanding of how professionals plan care. This sort of detailed
look at the building blocks of the home care plans might help profes-
sionals make manifest their own views of service need and expected
effectiveness. The importance of this incremental approach to care
planning will be more apparent after the material in the following
chapter has been presented.

Earlier in this section, the intention was stated to employ the
coefficient of variation to compare agreement among professionals about
need for specific services, service sub-totals, and provider sub-totals.
Appendix E to this dissertation presents these descriptive data.
Selected patterns are now briefly identified.

Among the service sub-totals themselves; the lowest coefficient of
variation is found for household services, followed by personal care,
nursing, and medical-therapeutic (in that order). Average coefficients
of variation across 50 patients are lower for sub-totals than for in-
dividual services. This probably reflects a cancelling-out of the
individual differences.

Among the personal care services, bathing's coefficient of variation

was lowest; that for periodic checking was highest. Among household
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services, best agreement was about shopping; the worst, about assistance
with telephoning. For nursing: best was monitoring of vital signs;
worst, decubitus care. For medical-therapeutic services, best was
primary medical care; worst, dentists' services.

The pattern which emerges here is that professionals generally agreed
best about hours of care required to discharge more necessary and press-—
ing functions. .This might have been expected; its presence is none-
theless a reassuring sign pointing toward the reasonableness of
professional decision making. It should also be noted, however, that
while agreement iS'Better about the more necessary and pressing services,
it seems none too good overall. Across 50 patients, a mean coefficient
of variation equal to 41.7% of prescribed hours suggests wide con-
fidence intervals. The extent and nature of inter-professional agree-

ment about patients' care needs is the subject of chapter IX.

D. Summary of Findings: Their Implications

In the first section of this chapter, evidence was offered to
indicate that, on average;‘agreement was good among professionals,
patients, and family members about needed episodes of home care.

This agreement was not very good in individual cases, but differences
tended to average out. That averaging out occurs is important because
it suggests that the preferences of the three groups could be accom-
modated within a single program budget. Agreement about planning

care for individual patients--how to carve up the budget--is by no
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means as good (as the Pearson product-moment correlations indicated).

Of particular interest was the finding that family members' esti-
mates of the number of episodes unpaid providers would deliver was
the highest of the three groups—-both absolutely and as a proportion
of total episodes. Because the number of hours of unpaid help cculd
be calculated only from professional care plans, these were used to
estimate the imputed values of unpaid help. These values for most
patients were significant, pointing to the potential importance of
family effort on behalf of a group even so ill and disabled as the
study sample.

The second section of the chapter took up the relation of patient
characteristics to prescribed care. Members of all three groups--
professionals, patients, and family members--sought episodes of care
whose numbers varied inversely with anticipated Barthel score. This
negative relation points to the reasonableness of all three groups
of care planners.

A more detailed look at the relation of professional prescriptions
to patient characteristics was made possible by the larger sample size
available for this analysis. Multiple regressions were performed on
the mean number of hours prescribed per patient (across eighteen pro-
fessionals) for a group of different services and service and provider
sub-totals. Mean professionally prescribed hours could be approximated
with fair accuracy (R2 typically »60% were found) using only a relatively

small number of patient characteristics. The particular characteristics
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varied in sensible relation to the dependent variable, in most cases,
further testifying to the overall reasonableness of the average pro-
fessional's prescription. This reasonableness may be taken as an
indication of equity in care planning, in that patients who, by their
characteristics seem to need more care, have more care prescribed for
them. A similar pattern was identified earlier, in which episodes
of care sought by patients, family members, and professionals all
bore equitable relations to anticipated Barthel score. This evidence
on equity is by no means strong or conclusive. It does, however,
point in an encouraging direction.

Finally, the third section of this chapter explored the relation
of patient characteristics to professional agreement: who were the
patients (and for which areas of home care) about whom (which) pro-
fessional agreement was relatively good? No firm conclusions emerged
from this exploratory analysis, but more careful work in this area
might help to build a firmer foundation of professional agreement about
patients' home care needs. The same can be said about the extent of
professional agreement about particular services and providers. Here,
consistency seemed better about the more necessary or pressing services,
but it was not very impressive in most areas.

The extent of professional agreement about all aspects of the hypo-

thetical home care needs of the elderly is taken up in the next chapter.



TABLE VIII-F

REGRESSION RESULTS: PERSONAL CARE: MEAN PRESCRIBED HOURS AND PATIENT VARIABLES

-68¢-

S.T. Personal Care Bathing Eating-Drinking

Patient Variable Std. 1 2 Unique Std. Unique Std. Unique

Coeff. Sig. Var. Coeff. Sig. Var. Coeff. Sig. Var.
Antic. Barthel -.657 <.001 . 346 -.855 <.001 .686 -.547 <.001 .232
Resides with 134 .051 .017
Main. at home -.123 .074 .014 -.177 .115 .025
Age .349 <.001 .106
Psychosocial -.239 .013 046 -.245 .037 .045
# disabl. cond. .280 .011 .069

2

R .707 .821 .582
Significance <,001 < .001 < .001

1Standardized coefficient.
2F—testo

3Proportion of dependent variable explained by this variable alone.



REGRESSION RESULTS:

HOUSEHOLD SERVICES:

TABLE VIII-G

MEAN PRESCRIBED HOURS AND PATIENT VARIABLES

S.T. Household Transportation Light Housekeeping

Patient Variable Std. Unique Std. Unique Std. Unique

Coeff. Sig. Var, Coeff. Sig. Var. Coeff. Sig. Var.
Antic. Barthel -.267 .062 .056 .392 .004 .123
Antic. disch. site .374 .004 122
Age -.279 .027 .068
Psychosocial -.238 .095 .045 .215 .096 .037 -.302 .015 .076
Marital stat. 411 .002 144
IADL -.256 .061 .057 -.396 .004 112
# diagnoses -.267 .026 .062
Indef. place? -. 247 .049 .048

2

R .325 .450 .523
Significance .001 <.001 <.001

-06¢C-



TABLE VIII-H

REGRESSION RESULTS: NURSING SERVICES: MEAN PRESCRIBED HOURS AND PATIENT VARIABLES

S.T. Nursing

Monitoring Vital Signs

Patient Variable Std. Unique Std. Unique
Coeff. Sig. Var. Coeff. Sig. Var.

Barthel change .516 .001 .188

# disabl. cond. .275 .032 .070

TADL -.268 .066 .051

Antic. disch. site -.228 .073 .048 N
et

Antic. Barthel -.372 .002 .099 '

% nurs. serv. .382 <.001 .128

Psychosocial -.367 <.001 .108

Reside with .168 .076 .027

R2 .653 .388

Significance <.001 <.001



TABLE VIII-I

REGRESSION RESULTS: MEDICAL-THERAPEUTIC SERVICES: MEAN PRESCRIBED
HOURS AND PATIENT VARTABLES

S.T. Med.-Ther. Primary Med. Physical Therapy
Patient Variable Std. Unique Std. Unique Std. Unique
Coeff. Sig. Var. Coeff. Sig. Var. Coeff. Sig. Var.

Indef. place? -.568 <.,001 .269 .240 .080 .057 -.609 <.001 .356

Antic. Barthel -.330 .012 .077 -.489 <.001 .229 .
)

Marital stat. .260 .041 .049 N
1

# disabl. cond. .345 .018 .108 -.184 .082 .033

# current meds. .285 .046 .075

2
R .527 .225 546

Significance <.001 .011 <.001



TABLE VIII-J

REGRESSION RESULTS: TOTALS: MEAN PRESCRIBED HOURS AND PATIENT VARIABLES
Total Continuous Supervision Total Minus Cont. Super.

Patient Variable Std. Unique Std. Unique Std. Unique

Coeff. Sig. Var. Coeff. Sig. Var. Coeff. Sig. Var.
Antic. Barthel -.670 <.,001 .359 -.524 <,001 .220 -.596 <.001 .209
Age .317 <.001 .088 .396 <.001 .137 .175 .023 .025
Psychosocial -.276 .003 061 -.244 .038 .048 -.287 <.001 .065
Antic. disch. site -.142 .086 .018
7Z nurs. serv. 224 .004 .042

2

R 754 .553 .813
Significance <.001 <.001 <,001

-€6¢C-
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TABLE VIII-K

REGRESSION RESULTS: PROVIDER SUB-TOTALS (MEAN. HOURS)

Category of Providers' R Significance
Medical .190 .009
Nursing .383 <.001
Care .530 <.001
Support 412 <.001
Therapy 477 <;001
Miscellaneous .395 <.001
Paid <475 <.001
Unpaid .640 <.001
resident 674 <.001
non-resident .368 <.001
Skilled .421 <.001
Unskilled 711 <,001
Total .754 <.001

1 X
See appendix to chapter IV for categorization.



TABLE VIII-L

REGRESSION RESULTS: PATIENT CHARACTERISTICS AND PROFESSIONAL AGREEMENT: SUB-TOTALS
Personal Care Housekeeping Nursing

Patient Variable Std. Unique Std. Unique Std. Unique
Coeff. Sig. Var. Coeff. Sig. Var. Coeff. Sig. Var.

Age 014 .116

Main. at home -.251 .066 .062

IADL .153 .037

Psychosocial -.302 .034 .091 -.346 .010 .098

Barthel change -.235 .097 .055

Antic. Barthel -.319 .022 .076

% nurs. serv. 224 074 .045

2
R .235 .143 412
Significance .008 .032 .001

-G6C-



REGRESSION RESULTS: PATIENT CHARACTERISTICS AND PROFESSIONAL AGREEMENT:

TABLE VIII-M

SUB-TOTALS

Medical-Therapeutic

Continuous Supervision

Total Minus Cont. Super.

Patient Variable Std. Unique Std. Unique Std. Unique
Coeff. Sig. Var. Coeff. Sig. Var. Coeff. Sig. Var.

Indef. place. -.424 .003 .167

Antic. Barthel -.308 .035 .078 .295 .042 .084

Psychosocial -.199 .175 .031

Age .262 .062 .065

IADL -.334 .019 .106

% nurs. serv. -.234 .102 .049

Antic. disch. site 172 .228 .029

2
R .276 .229 .135
Significance .003 .010 .039

-96¢-
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TABLE VIII-N

REGRESSION RESULTS: PATIENT CHARACTERISTICS AND
PROFESSIONAL AGREEMENT: TOTAL.

Total
Patient Variable Std. Unique
Coeff. Sig. Var.
Maintain at home -.283 .052 .071
Age .276 044 .076
# known LTC admissions .180 .210 .029
RZ .225

Significance .011



CHAPTER IX

AGREEMENT AMONG PROFESSIONALS: PATTERNS OF
CONSISTENCY AND VARIATION

A. Introduction

This chapter will examine the extent of agreement among profes-
sionals about the home care needs of the elderly. If professionals
agree well, such reliability points to the possibility that prescribed
services would be effective. And, given the difficulty of measuring
effectiveness of long-term care services, this pointer would be most
welcome. If professionals do not generally agree well, it would be
desirable to explore when they do agree and, if possible, why. This
would indicate opportunities for improving reliability in the future.
Multiple clusters of views, if they were found to exist, would point
to opportunities for clinical trials or natural experiments to attempt
to learn who is right. Finally, low levels of professional agreement,
could help open the door to greater patient and family influence over
the design of home care plans.

There are four potential sources of disagreement among profession-
als about the hypothetical home care needs of the elderly patients who
comprise the sample of the present study:

1. The phrase '"safe, adequate, and dignified" may be interpreted
to mean service at different levels in different areas of home care.
Goals may vary; household services may matter more to one professional;
continuous supervision and medical monitoring may matter more to another.

2. Given agreement about goals, professionals may synthesize the
discrete objective data on the PACE form into varying pictures of

patients' overall condition.



-299-

3. Given agreement about goals and current status, professionals
may disagree about prognosis--the path the patient might take absent
care.

4. Even given agreement about the foregoing, professionals could
still disagree about the types, quantities, and providers of home care
required to move the patient from current status along a desired tra-
jectory toward particular goals. In view of these opportunities for
disagreement, the reader will not be surprised to learn that the
following sections report much variety in professional prescriptions.
What is surprising is the many types of agreement about home care needs
and the depth of these agreements.

Failure to define the word "agreement' is not the source of this
apparent paradox, although different meanings will indeed emerge below.
There really is no a priori way to identify when agreement fades to
disagreement. Rather, it must be decided in specific instances whether
the extent of agreement which may be expected is sufficient for the
purpose at hand. Even weak agreement is enough to support parimutual
wagering on horse races; somewhat better agreement on rules of ordinary
behavior is adequate to govern Boston-area auto drivers (except at
rotaries); but only excellent agreement among engineers will persuade
public authority bond underwriters that a bridge will support investors'
financial risks.

Section B of this chapter will present progressively disaggregated

views of the extent of professional agreement about the hypothetical
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home care needs of the members of the study sample. 1In the course of
disaggregation, various groups' views of different needs will be pre-
sented and contrasted. The relation of professional variables—-role,
training, information, and experience--to types and quantities and
providers of care prescribed (and to agreement about them) will be
analyzed. Such questions as, Do professionals recommend more care or
agree better about care in their own disciplines? will be addressed.
Better agreement in a professional's field of expertise might reas-—
sufingly point to validity. (It might, alternatively, point to blind
worship of in-bred error, but this is less likely.) Another question
addressed is whether intra-profession agreement exceeds inter-profession
agreement. Techniques of analysis of variance and factor analysis are
employed to begin to re—aggregate the data into understandable patterns.

The need to build such patterns is considerable. For example, any
attempt to understand how well individual professionals agree about which
providers should deliver what proportions of individual service to in-
dividual patients would require examination of an 18 x 58 x 41 x 50 x 3
(= 6,420;600—ce11ed) matrix.

Section C continues the task of re—aggregation and analysis. The
techniques of Cronbach's Alpha and Kendall's W are used, in conjunction
with certain regression results introduced in chapter VIII, to seek
patterns of professional agreement about patients' home care needs.
Areas of relatively good and bad agreement are identified, along with
possible explanations for the various patterns. The chapter closes

with a brief summary of findings and discussion of their meanings.
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B. Patterns of Professional Care Planning

This section will begin by presenting progressively disaggregated
views of professionals' home care plans. It will consider different
groups and groupings of professionals' prescriptions about total need,
need for various categories of service and care providers, and need
for individual services. At the same time as the content of the care
plan is being sliced finer and finer, the study sample is being dis-
aggregated as well.

By means of disaggregation, the relation of professional variables
to care plans' content, and to agreement about that content will be
measured. Analysis of variance and factor analysis will aid in this
measurement, which at the same time beginning the task of re-aggre-

gating professional care plans into analyzable levels of generalization.

Service groupings. Table IX-A-1, which appears at the end of this

chapter, presents the number of hours per week prescribed by different
care planners grouped by role for the mean of the 50 patients who make
up the study sample. It will be seen that the means of the three groups
of consultant physicians are very similar in total and fairly similar
for the various sub-totals. Agreement between the mean of the fifteen
consultants and the mean of the hospital professionals is not as good,
either in total or for the various sub-totals.

Also noteworthy in Table XI-A-1 is the distribution of the pro-

portion of total hours assigned by the means of the three consultants



-302-

to different sub-totals. Physicians are highest on personal care
and medical-therapeutic hours; home health care planners are highest
on household and nursing hours. Hospital discharge planners fall in
between on most sub-totals and are lowest on total hours. Hospital
professionals recommended more hours of care than consultants in all
categories.

Table IX-A-2 contains the results of one-way analysis of variance
(means comparison, repeated measures) tests of the extent of agreement
among consultants, and between consultants and hospital care planners.
The prescriber variable is significant for most service groupings for
both comparisons. Disagreement about needed household services and
about total hours minus continuous supervision was particularly strong.

A somewhat different picture emerges when agreement by type of
training is examined. (This concerns only consultants, so hospital
consultants are excluded to avoid repetition.) Disagreement among
consultants by training is considerably greater when specific cate-
gories of services are examined, but agreement about total hours of
home care needed is just as good as when consultants were grouped by
role. It should be noted that both nurses and physicians tended to

recommend more care in their own areas of specialization (see Table IX-B).

Professional agreements about specific are needs of patients for

specific services have been analyzed. Seven services were selected
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from among the 41 for a closer look at inter-professional agreement.
Considering first the role of the professionals, no one group of
consultants consistently prescribed more hours of care across the
services. Rather, ranking of consultant group varied from service

to service. In all cases, however, the hospital consultants continued
to recommend more care than did consultants. The explanatory power

of the prescriber variable among consultants was generally greater

for specific services than it was in the case of service sub-totals.
(See Table IX-C-2.) Between the means of consultants and hospital
planners, however, it was lower, indicating better agreement between
the two groups of consultants about these specific services than about
the sub—-totals.

When consultants are re-grouped by their training, a more drama-
tic set of differences emerges (Table IX-D). For several of the
specific services, the explanatory power of the variable of profes-
sional training is very great indeed. This is particularly true for
the services in which none of a fairly wide range of views might be
expected to harm patients: housework, transportation, or bathing.
Agreement about specific care needs for services such as monitoring
of vital signs and primary medical care remains relatively good. In
general, agreement seems better for services requiring skilled pro-
viders.

The descriptive review of agreement about means of patients' needs

now concludes with a brief examination of the consistency of professional
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views of which groups of providers are needed. Inspection of the data
in Table IX-E-1 indicate that there is little disagreement among pro-
fessionals grouped by role, and only a bit more disagreement between
consultants and hospital care planners. Although most differences
among and between the means are statistically significant, the ex-
planatory power of the prescriber variable is weak in most cases

(see Table IX-E-2). A similar pattern holds for consultants grouped
by training (Table IX-F). For all skilled providers, grouped together,
agreement is not as good as for unskilled providers. This difference,

however, is minor in all cases.

Summary to this point. What has been established thus far? It

has been shown that agreement regarding total hours of needed care
among and between professional groups about the needs of the members
of the study sample as a whole is fairly good. When total hours of
need are split into service and provider sub-totals and into specific
services, however, inter-group agreement falls. Agreement is particu-
larly poor among consultants when they are grouped by training. This

indicates that training is a more important influence on the pre-

scriptions of study consultants than is role. Another clear pattern

is that hospital professionals generally prescribe more care, by all
measures, than do consultants. This point will be recalled shortly,

as part of the discussion of the effects of information.
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Prescribed care and professional experience. The relation between

consultant professionals' years of practice in direct patient care and
the number of hours of home care service they recommend has been mea-
sured by Pearson product - moment correlation. A slight negative rela-
tion has been found (R = -.35; R2 = ,12; significance = .199), indicating
that prescribed hours generally decline as professional experience in-
creases. This relation is so slight that it could have been found by
chance about one time in five. It does, however, point to the possibili-
ty that experience encourages or permits professionals to be less cau-
tious or conservative. With greater experience, they may learn or be-
lieve that patients may remain safely at home with a bit less care than
they had thought necessary earlier in their careers. The seven less ex-
perienced professionals recommended an average of 131 hours weekly; the

eight more experienced, 115 hours. This was a difference of 147 or one

hour in seven,

Variations in intra-group disagreement. Which groups of professionals,

defined in what ways, show the strongest consistency in their views of
patients' needs? Using group coefficient of variation as the standard
for comparison, consistency among hospital professionals is seen to be
superior to that among the consultant professionals collectively (Table
IX - G). This distinction is so strong that the question should be
posed whether a difference between the size of the hospital professional

group (three) and the consultant group (fifteen) affected this compari-
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son. Inspection of Table IX - G does not, however, point to a general
relation between group size and coefficient of variation. Nor is there
any logical reason to suspect such a relation.

A possible influence here may be one of method. In the hospitals,
the three consultants may have had opportunities to discuss the content
of their care plans, perhaps while assisting one another in understand-
ing how to complete the form. This is not considered likely. What re-
mains then is to suspect that the better information about patients
gained by hospital care planners in the course of their personal associ-
ations enhanced the consistency of these professionals' prescriptions.

Whether consultants are grouped by role or by training, only small
differences among intra-group coefficients of variation in total hours
are found. The most noteworthy distinctions appear when consultants are
grouped by training. Social workers' coefficients of variations are
lowest across almost all service categories. Social workers distin-
guished themselves best in the nursing services sub-total. It could
reasonably have been expected that nurses would have agreed best in
their own field, but they may have held differing though well-grounded
views of need (based on different experience) while social workers ad-

hered to a common pattern perhaps based on elements in past training.

Agreement and information. It will be recalled that the three hos-

pital care planners relied on PACE data plus their own detailed personal

information about all patients. At the other extreme, nine of the fif-
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teen consultants had access only to PACE data in all cases. For the six
"visiting' consultants, this pattern was deliberately altered. These six
briefly visited patients at the Boston area hospitals and wrote care
plans based on this information and the PACE data. For the remaining
patients in the study, from the hospitals outside Boston, these six
"yisiting' consultants relied only on PACE data. Thus, by three-way
analysis of variance, it has been possible to control for the effects on
care planning of both information available to prescribers and charac-
teristics of patients.

Across all fifty patients, as Table IX-H-1 makes fairly clear, an
average of 125.4 hours of care was prescribed weekly by the mean of the
eighteen care planners. The mean across patients for the three hospi-
tal consultants was above 141 hours; for the six '"visitors,' 129.8 hours;
and for the nine PACE - only ''mon-visitor" consultants, 117.1 hours. A
pattern seems to have emerged, that more information about patients is
associated with higher prescribed hours. Is this in fact the case?

Hospital professionals clearly prescribed more hours of care. It
might be speculated that this was due to relatively poor familiarity
with the care planning form, or perhaps due to inexperience with care
planning in general, and the inter—personal trade-offs that are often
involved. Consequently, it might be thought, hospital professionals
tried to write even hypothetical plans that would seek to obtain
for patients all possible resources. These speculations are probably

only that. Reduced familiarity with the care planning form may have
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led to some duplications, as professionals inexperienced with the form
sought to ensure that needed services were delivered. But one group of
hospital professionals are well experienced in care planning and in
weighing the needs of one patient against another's; they thereby test
this hypothesis. These are the hospital discharge planners, whose mean
prescribed hours (147.6) was slightly above the average for hospital
professionals. Moreover, these care planners were fairly well acquaint-
ed with the care planning form, having the job of explaining its use to
other hospital professionals. A final point in support of hospital

care planners' view of need comes from their relatively low intra-group
coefficients of variation across the different categories of service, as
noted above.

Does the positive relation between information and prescribed hours
of home care extend into the consultant category, as appears to be the
case? Probably not. It seems rather that the higher hours prescribed
by '"visitors'" is a consequence of the characteristics of the professionals
as individuals, rather than of the better information available to them
(on some patients).

How is this known? First, the reader can see, by inspecting Table
IX-H-1, that the "visitors' prescribed more care for both groups of
patients -- the thirty four not visited and the sixteen visited. (More
care, that is, than the nine "non-visitors'' prescribed for the two groups
of patients.) Second, as indicated in Table IX-H-2, part B, the inter-

action between patient status (visited or not) and prescriber status
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(visitor or not) has absolutely no measurable influence on prescribed
hours of home care. Rather, visiting status of prescribers, particular-
ly in interaction with prescribers' professional role, has fairly con-
siderable impact on prescribed hours and is statistically significant
beyond .001. The explanatory power of visitor status alone was only
1.9%; but visitor status interacting with professional role explained
6.6% of the total sum of squares in this three-way analysis of variance.
It seems that, the more discretely care planning by various profession-
als is examined, the greater the disagreement among professionals. Com-
plete disaggregation of a representative care plan is discussed follow-
ing a brief summary of this discussion of the effects of information on
professionals' prescribed hours of care.

Professionals with the best information about patients tended to
prescribe the greatest amounts of care. But the brief visit made by
some consultants to some patients does not seem to have affected the
magnitude of the care plans at all. Visits may have led to more sensi-
tive allocations of hours of care within the total, but this cannot be
measured. Hospital prescribers recommended more hours of care in almost
every service or provider category (see Table IX-A-1, -C-1, and ~E-1).
This‘raises the suspicion that the greater number of hours may be more
than the product of better information. It may also follow from a rela-
tively indiscriminate outlook —- that older people need more home care
of all types. Such a suspicion indicates a need for a closer examination

of hospital planners' views, before it is decided that these may be par-
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ticularly valid.

Complete disaggregation. In this section, increasingly discrete

looks have been taken at care planning: by professional role, training,
information; by service and provider sub-totals and by individual ser-
vice. When to these is added distinctions among patients, the extent

of agreement among professionals appears by inspection to break down
entirely. Refer to Appendix D of this thesis for a photocopy of a
complete care plan on one patient, selected at random. The four sheets
form one care plan with services down the left hand margin (with appro-
priate sub-totals and total) and individual prescriber labels across

the top (with various group means). There appears to be little agree-
ment, either within a profession or across professional boundaries,
about any aspect of the care plan. In the course of attempting to ana-
lyze these data, it was realized that appearances could be deceiving,
that the mass of data about patients, prescribers, services, and provi-
ders could obscure patterns of agreement and disagreement of some impor-
tance to better understanding patient needs or to building firmer future
foundations for care planning. Similarly, it was feared that important
differences could be masked by inspection of grouped data alone: dis-
tinctive patterns of variation could be hidden by averaging. This has
undoubtedly been the case to some extent for the grouped data discussed
earlier in this section. To re-aggregate discrete pieces of information

about individual patients, to seek patterns of agreement and difference
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among professionals, several statistical tests have been employed. These
are factor analysis, Cronbach's alpha, and Kendall's W, The present sec-—
tion concludes by indicating how factor analysis seems to produce cer-
tain meaningful patterns of inter—professional agreement. Section C then
presents and discusses the results produced by the two other tests.
Throughout, it is of interest to see how seemingly formless data,
those which appear in the individual care plans, actually constitute
very definite and consistent patterns. While these patterns are not
quite of a nature which inspires the confidence in reliability of pro-
fessional views which has been posited as a pointer toward validity,
they do indicate that professional care planning is a deliberate,
thoughtful, and internally consistent process. These results are en-

" couraging; they will now be presented.

Aggregation through factor analysis. Factor analysis was per-—
formed on the hours of care recommended by different groups of profes-
sionals to learn from another vantage point whether inter-profession
agreement (by role or training) was stronger than iptrg-profession
agreement. Clusters of consultant care planners were formed in'interest—
ing patterns.

Using varimax rotation and .5000 as the cut-off for assignment of
consultants to groups, four factors were formed on.total prescribed
hours, and from three to six factors on the various service sub-totals.

Factors were included only if their Eigenvalues exceeded 1.0. By this
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cut-off standard only a few consultants were left outside all groups;
this happened in only two of the sub-totals. In a few cases, individual
consultants were loaded on to more than one factor.

Inspection of the members of factors formed by these procedures in-
dicates no consistent pattern of agreement within boundaries of profes-
sional role (Table IX-I). Physicians, discharge planners, and home
health planners cluster together fairly tightly, but across roles. Pro-
fessional roles are thus not associated with agreement about needed home
care —— either in total or in most of the four service sub-totals. (An
exception is the nursing sub-totals: discharge planners and home health
planners sorted themselves into two groups in this case.)

In sum then, the extent of agreement across lines of professional
training is better than agreement within these lines. Patterns of agree-
ment, while fairly strong in each instance, seem idiosyncratic and fluid
from service to service. Certain professionals agree with certain others
about a given service, such as personal care, but form new patterns of
agreement for household, nursing, and medical therapeutic services. Few
linkages last. These observations hold whether professional affiliations
are considered by role or’by training: nurses or social workers do not
seem to group any more tightly than did discharge planners or home health
care planners.

Factor analysis indicates that the seemingly inchoate mix of pre-
scribed hours -- as it appears after successive disaggregation to the

level of individual care planners, services, and patients -- in fact
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yields definite but shifting associations. These patterns are formed
separately for each service sub-total, much as major European powers of
the eighteenth century or Balkan states of the early twentieth formed
new alliances for each war. Section C now pursués the question of inter-

professional agreement further.

C. The Reliability of Professional Views

In this section, two measures of inter-rater reliability, Cronbach's
alpha and Kendall's W, are briefly described. Questions about their mean-
ing and their relation to each other are posed. Useful results of cer-

tain analyses are presented; their implications are then discussed.

Perhaps the best description of Kendall's W, also known as Kendall's
"coefficient of concordance" is that by Siegel.1 This technique can be
thought of as the extension of Spearman's rank-order correlation -- how
well two people agree about the ordering of any set of data -- to how

well more than two people agree about that ordering. In the present

study, Spearman's correlation could have been used to measure agreement
between any two professionals about the ranking of patients by hours of
home care needed.

Cromnbach's alpha. on the other hand. can best be conceived of as

the cardinal equivalent of the ordinal Kendall's W. Alpha is to W, then,

1Sidney Siegel, Nonparametric Statistics for the Behavioral
Sciences, New York: McGraw-Hill, 1956. pp. 229-238.
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as the Pearson product-moment correlation is to Spearman’s rank-order
correlation.1

In the present study alpha and W have been applied to the same
sets of data. This was done because the first test of reliability which
was performed, alpha, yields suspiciously high scores. Suggested agree-
ment among individual professionals about individual patients seemed too
high: the results did not 'feel" right in view of the observed patterns
of disagreement about patients. One pointer toward sensible results,
however, was the relatively low alpha calculated for prescribed hours
of care in the sub-total household services. This confirmed the high
inter-profession disagreement in household services uncovered by analy-
sis of variance (see Tables IX-A~1, IX-A-2, and IX-B). A strong direct
relation was found in general between alpha and the explanatory power
of the prescriber variable in one-way analysis of variance across the
various service sub-totals.

Kendall's W tests on these data tended to confirm the alpha scores.
Relativeiy high alphas were associated with relatively high W's (and
low with low); R2 = ,85; significance = .001. Figure IX-A graphs this
relation. The parallel movements of the two sets of data, alpha and W,

are clear.

lFor descriptions of Cronbach's alpha, see Lee J. Cronbach, ''Test
'Reliability': Its Meaning and Determination,' Psychometrika, Vol, 12,
No. 1 (March, 1947), pp. 1-16; William W. Rozeboom, Foundations of the
Theory of Prediction, Homewood, Ill.: Dorsey, 1966, pp. 410-415, 445-447.
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Interpretation of the meaning of the alpha and W results, however,
is not clear. The alphas are very high: they point to extraordinary
consistency among professionals (see Table IX-J). The W's are only fair-
ly high, suggesting a somewhat weaker pattern of agreement, This ques-
tion is being actively explored.

A further question concerns the clearly higher alpha's for consul-
tants as a group than for the individual sets of physicians, discharge
planners, and home health planners. Is this an artifact of the larger
number of individuals grouped together? It probably is, in part. Both
alphas are best compared for equal numbers of judges. Another likely ex-
planation is that suggested by the results of the factor analysis just pre-
sented: inter-profession groupings tend to be stronger than intra-profes-
sion groupings. Care planners agree best through shifting alliances across
professions. Thus, the alphas on the fifteen consultants may well reflect
the higher agreement across professional lines than within them. W scores
across the fifteen consultants are lower than for the individual groups.
This requires further investigation. Consultant alpha and W scores are
nonetheless fairly closely correlated.

For present purposes, happily, both sets of scores have similar prac-
tical consequences for interpreting the reliability of professional views
of the home care needs of the elderly.

What both alpha and W analyses tell us is that the care plans of indi-
vidual professionals about individual patients for specific service sub-

total and total hours signify good agreement about which patients need more
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care and which patients need less -- by each individual professional's

yardstick. Some professionals seem to believe that individual patients
and patients on average need relatively large numbers of hours of home
care in order to live at home in a safe, adequate, and dignified manner.
Other professionals feel that less care would be tolerable. Thus, pro-
fessionals are consistent with themselves: one who usually recommends a
relatively high number of hours of care seldom prescribes a low number
(relative to other professionals). This is the first meaning of the alpha
and W analyses.

The second meaning follows from the first: professionals agree, by
their own personal yardstick, about which patients need more help and
which need less. If a patient were thought by one care planner to need
more hours of service than other patients, a second care planner also would

tend to recommend more care for this patient than he or she would recommend

for other patients.

Thus, professionals tend to agree well about which patients need more

care and which need less -- but, they disagree about how many hours of care

are sufficient to sustain individual patients at home. Figure IX-B graphs

this pattern by presenting five professionals' views of five patients' home
care needs.

The meaning of this analysis for understanding the reliability of care
planning by professionals in the present study is important. Individual
professionals do not plan care arbitrarily. They are quite consistent with
their own views of patient need. This argument is reinforced and extended

by the very reasonable relation between average hours of care prescribed
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across all eighteen professionals and patient characteristics (as was
shown in Chapter VIII). If the average view of need relates reasonably

to patient characteristics, and professionals are individually consistent,
it then follows that professionals as individuals probably do well at re-
lating prescribed hours to patient need. This proposition could be tested
by using individual care planners' prescribed hours as regressions' depen-
dent variables.

What remains to be decided in the midst of this consistency and reason-
ableness is why do professionals disagree, and whose views of patients' needs

1
are valid. These tasks largely fall beyond the scope of the present study.
It must also be decided for present purposes whether the extent of profes-
sional agreement identified in this chapter (on a sample of eighteen care
planners and 50 patients) is sufficient to argue in favor of increased or
diminished professional control over home care planning. Section D will
shortly assess the overall extent and meaning of professional reliability
and Chapter X will consider this identified reliability when it discusses
control over in-home services. This section will close by briefly consider-
ing why professionals might disagree in so consistent a pattern, What for-
ces might influence them?

One general factor may be professional experience. Professionals with
more years in practice tend to recommend somewhat fewer hours of care.
Another such factor may be choice of goals. Some professionals may value
T

A new investigation, arising from this thesis, aims to help answer this

question. See Alan Sager, "Decision-making for Home Care,'" Interim Re-
port to the U.S. Administration on Aging, 23 March 1979,
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patient safety and recommend generous home care plans even at the risk of
engendering avoidable dependence. Other professionals are perhaps willing
to be less cautious in assuring patient safety, in order to encourage or
permit greater self-reliance.1

Further, professionals may differ in other aspects of home care goals.
Some emphasize rehabilitation more than others. Average hours of physical
therapy across all patients ranges from 0.25 hours weekly to 2.70. This
indicates different attitudes toward rehabilitation and perhaps toward
prognosis as well, Finally, as noted earlier in this chapter, profession-

als may well differ in their views of the efficacy of services generally,

or about the meaning of objective data describing patients.

It should be noted that a separate analysis is being performed of in-
tra-professional consistency. This is how well each of the fifteen consul-
tants agrees with him- or herself. Ten patients not visited by any of the
consultants were selected. Five of these were patients on whom inter-pro-
fessional agreement was good; five on whom it was poor. This will permit
analysis of the relation of inter-professional to intra-professional agree-
ment, suggesting whether some patients are simply harder to plan for. More
important is that the repeat care plans will make possible a last measure
of consistency: how well care planners agree with themselves. This analysis
cannot be included in this thesis because it is not yet completed.

1

This perspective on care planning is shared by Andrew S. Dibner,
personal communication, 12 February 1979.
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Section D now concludes this chapter with an overview of available

findings on professional reliability.

D. The Nature, Extent and Meaning of Professional Reliability

When professional views of home care needed by patients are first
examined, agreement seems good. Progressively more disaggregated looks
reveal increasing disagreement. Re-aggregation via summary measures, how-
ever, yields a moderately encouraging picture of professional agreement,

There is good agreement among consultants, whether grouped by train-
ing or by role, about total hours of home care needed by the members of the
study sample. As the care plans are split into categories of service sub-
total and then into individual services, consistency among the means of the
professional groups steadily falls. Agreement about non-technical house-
hold services was clearly weakest. Overall agreement was slightly better
for unskilled providers and for unpaid providers.

Inter-profession disagreement is only moderate. Professional role
(physician-discharge planner-home health planner) generally has little re-
lation to prescribed hours. Professional training has a somewhat stronger
relation: physicians and nurses, for example, prescribe more hours of home
care in their areas of specialization. More special knowledge of field
seems to be associated with more prescribed hours.

Further, more knowledge about patients is associated with higher pre-
scribed hours across almost all services: hospital professionals prescribed
considerably (20%) more care than did consultants. The brief visit made by

some professionals to some patients did not affect prescribed hours at all,
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so what therefore seems important is extended personal acquaintance with
the patient. Do higher prescribed hours more validly reflect patient

need or are they the consequence of a personal attachment to the patient --
as higher nursing hours prescribed by nurses might be a consequence of
attachment to the field of nursing? The relative usefulness of special
knowledge and objectivity is at issue; it demands empirical investigation
in this instance. Indirect support for the utility of greater information
about patients is found in the stronger intra-group consistency in pre-
scribed hours generated by hospital care planners.

Knowledge acts in yet another way: more experienced consultants tend-
ed to prescribe slightly fewer hours of home care. The sample size of con-
sultants (fifteen) and of all professionals (eighteen) precludes simultan-
eous testing of the effects of professional role, training, information
about patient, and general experience on prescribed hours. The types and
directions of influences identified in this chapter will assuredly be stu-
died in years to come.

When prescribed home care hours are considered not by groups of pre-
scribers, patients, and services--but rather by individual prescribers'
views of individual patients' needs for individual services or individual
providers, inter-professional agreement appears terrible. Inspection of
these data reveals little commonality of recommended service hours. The
discreteness of this information, however, hides strong and interesting
patterns of association.

Factor analysis, treating as units of analysis the hours prescribed

by individual consultants for individual patients in distinct service
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categories, uncovers fairly strong inter-professional similarities. These
cross lines of role, training, and experience. Professionals join toge-
ther in agreement about hours of care required for individual service sub-
totals, and then break apart to agree with other professionals about other
service sub-totals. Thus, professionals do not randomly prescribe home
care. Several common views of need can be identified for each service; the
validity of these common views can be tested.

Consistency of professional views was demonstrated further by use of
Cronbach's alpha and Kendall's W. While some discrepancies were found be-
tween these two measures of inter-judge reliability, both poimt to important
patterns of care planning. Individual care planners agree about which
patients need more care and which need less, by each care planner's yard-
stick. They are consistent both with themselves and relative to other pro-
fessionals. Some professionals consistently recommend much in-home service;
others, less service. Each professional's views seem sensitive to patient
characteristics. Professionals are thus well able to rank patients by
needed hours of home care, What professionals disagree about, however,
is how much care a particular patient requires. Professional rellability
appears excellent, as far as it goes, but stops short of perfect consis-
tency.

In light of these findings and in the context of the present study,
what must be asked is, how much control or influence over the allocation
of in-home services should professionals receive? Is this agreement suf-
ficient to retain in professional hands the allocation of in-home services?

For some, no amount of agreement could be enough, for others, no amount
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could be too little. This question will be the principal focus of chap-
ter X in which findings reported throughout part three will be assembled
to answer the question: Whose views of home care need seem most valid?
Beyond considerations of effectiveness, chapter X will examine the pub-

lic costs of controls of home care allocation by various parties, present

models for decision-making, and summarize other findings from this study.
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TABLE IX-A-1

PRESCRIBED HOURSl BY PROFESSIONAL ROLE AND SERVICE SUB~TOTAL

Professional Role2: Weekly Hours Prescribed By

Service S.T.

XMDC ~ XDPC  XHHC XC XH XA1l
Personal care s.t. 93.2 81.5 77.5 87.3 96.4 85.6
Household s.t. 24.7 28.1 33.1 29.0 36.4 29.7
Nursing s.t. 6.0 7.6 7.7 7.4 9.7 7.4
Medical-therapeutic s.t. 2.5 1.5 2.1 2.1 2.4 2.1
Continuous supervision 74.5 56.4 55.8 64.8 69.8 63.1

Total minus cont. super. 51.9 62.3 64.6 57.0 75.1 61.7

Total 126.4 118.7 120.4 121.8 144.9 124.8

lN = 50 patients.

2MDC = physician consultants; DPC = discharge planner consultants;
HHC = home health consultant; C = mean of all consultants; H = hospital
consultants.
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TABLE IX-A-2

PRESCRIBED HOURS BY PROFESSIONAL ROLE AND SERVICE SUB-TOTAL:
SIGNIFICANCE AND EXPLANATORY POWER OF PRESCRIBER EFFECT

Among Consultant Between Consultants &
Groups Hospital Professionals

Service S.T.
Signifi~ Explanatory Signifi- Explanatory

cancel Power?2 cance Power
Personal care s.t. <.001 3.47% .055 1.47%
Household s.t. <.001 34.7 .001 13.58
Nursing s.t. .002 2.4 .017 3.04
Medical-therapeutic s.t. <.001 7.6 .272 0.66
Continuous supervision <.001 8.3 .296 0.62
Total minus cont. super. <,001 9.8 .001 8.92
Total .015 0.7% .001 4.71%

1 . R . .
Of prescriber effects in one-way analysis of variance.

2% of total sum.
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TABLE IX-B

1

PRESCRIBED HOURS™ BY PROFESSIONAL TRAINING
AND SERVICE SUB-TOTAL

Significance and Ex-

Service S.T. Weekly Hours planatory Power of
Prescribed Byz Prescriber Effect
MD RN Sw Sig. Ex. Power
Personal care s.t. 93.2 80.3 92.5 .003 2.2%
Household s.t. 24,7 34.6 22.7 <.001 51.7
Nursing s.t. 6.0 9.3 5.0 <.001 13.4
Medical-therapeutic s.t. 2.5 2.2 1.2 <.001 14.2
Continuous supervision 74.5 53.9 74.8 <.001 7.5
Total minus cont. super. 52.0 72.5 46.9 <.001 32.0
Total 126.4 125.4 121.8 .392 0.2%

lN = 50 patients.

2MD = consultant physician; RN = consultant nurse; SW = consultant

social worker.



-328-

TABLE IX-C-1

PRESCRIBED HOURSl BY PROFESSIONAL ROLE AND SPECIFIC SERVICE

Professional Role: Weekly Hours Prescribed By:

Service - - = = — —

XMDC XDPC XHHC XC XH XAll
Bathing 2.1 2.7 3.3 2.7 3.6 2.8
Eating/drinking 2.3 2.6 2.2 2.3 2.8 2.4
Transportation 2.1 1.9 0.6 1.5 2.1 1.6
Light housework 3.5 4.6 6.9 5.0 5.8 5.1
Monitoring vital signs 0.6 0.6 0.9 0.7 0.7 0.7
Primary medical care 0.08 0.07 0.07 0.08 0.12 0.08
Physical therapy 1.8 0.8 1.4 1.3 1.6 1.4

1
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TABLE IX-C-2

PRESCRIBED HOURS BY PROFESSIONAL ROLE AND SPECIFIC SERVICE:
SIGNIFICANCE AND EXPLANATORY POWER OF PRESCRIBER EFFECT

Among Consultant Between Consultants &
Service Groups Hospital Professionals
Signifi- Explanatory  Signifi- Explanatory
cance Power cance Power
Bathing <.001 23.6% .003 8.6%
Eating/drinking .317 0.2 .276 0.3
Transportation <.001 31.5 .013 5.9
Light housework <.001 54.0 .110 2.6
Monitoring vital signs <.001 6.5 >.500 0.1
Primary medical care .024 3.2 <.001 12.1
Physical therapy <.001 10.4% .260 0.7%
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PRESCRIBED HOURS BY PROFESSIONAL TRAINING AND SPECIFIC SERVICE

Weekly Hours

Significance and Ex-
planatory Power of

Service Prescribed By Prescriber Effect
MD RN SW Sig. Ex. Power
Bathing 2.1 3.7 1.7 <.001 52.6%
Eating/drinking 2.3 2.7 1.9 .034 0.7
Transportation 2.1 1.1 0.8 <,001 33.9
Light housework 3.5 7.5 2.5 <.001 73.3
Monitoring vital signs 0.6 0.7 0.8 .082 2.1
Primary medical care 0.8 0.6 0.8 <.001 6.2
Physical therapy 1.8 1.4 0.7 <.001 13.2%
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TABLE IX-E-1

SUB-TOTALS PROFESSIONAL ROLE:

WEEKLY HOURS PRESCRIBED BY

Provider S.T. XMDC XDPC XHHC XCl XH1 XAll2
Paid 92.2 71.2 83.2 85.2 97.5 84.2
Unpaid 34.3 47 .4 37.2 40.5 47.4 40.7
Skilled 8.0 5.7 5.0 6.4 12.8 7.1
Unskilled 118.4 113.0 115.3 119.3 132.1 117.8
Total 126.4 118.7 120.4 125.7 144.9 124.8
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TABLE IX-E-2

PRESCRIBED HOURS BY PROFESSIONAL ROLE AND SELECTED PROVIDER
SIGNIFICANCE AND EXPLANATORY POWER OF
PROVIDER EFFECT

SUB-TOTALS:

Among Consultant

Between Consultants &

Provider S.T. Groups Hospital Professionals
Signifi- Explanatory Signifi- Explanatory
cance Power cance Power
Paid <.001 5.5% .018 2.3%
Unpaid <,001 3.6 .045 1.1
Skilled .127 1.7 .020 3.6
Unskilled .193 0.3% .017 2.6
Total .015 0.7% .001 4.7%
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TABLE IX-F

PROVIDER SUB-TOTALS

Significance and Ex-

. Weekly Hours planatory Power of
Provider S.T. Prescribed By Prescriber Effects
. MD RN SW Sig. Power
Paid 92.2 81.1 78.3 .001 2.47
Unpaid 34.3 45.3 43.5 .002 2.2
Skilled 8.0 4.9 4.3 .038 2.9
Unskilled 118.4 121.5 117.5 >.500 0.2
Total 126.4 126.4 121.8 .392 0.2%
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TABLE IX-G

Con in Prescribed Hours: Selected Prescriber Groups:
Service Sub-totals

Area of Service

Personal  House- Medical
Prescriber Group Care hold Nursing Therapeutic  TOTAL
Physicians 56.2 271 77.1 76.9 36.7
Discharge Planners 59.7 24.8 67.4 69.1 39.0
Home Health 71.7 40.0 79.3 83.1 41.0
Physicians 56,2 27.1 77.1 76.9 36.7
Nurses 57.5 31.8 67.0 80.9 34.0
Social Workers 49,3 29.0 53.5 71.3 31.0
Consultants 65.7 37.1 82.8 95.7 40.3
Hospital 34.3 28.5 48,8 46.7 23.7
All 67.6 41.3 87.5 100.3 41.7

1Coefficient of variation = S.D, - X



Total Prescribed Hours by Patient Visit Status

Table IX-H-1

and Information Available to Professionals

Professionals

50

1 1 Consult-1 Hospi-2
Non-visitors (9) Visitors (6) ants (15) tal(3) Total (18)
MDC DPC HHC X |{MDC DPC HHC X
3) 3) 3) 9 12 (2) 2 ©
Patients
Non-visit(34) 123.3 132,2 112.5 122.7;151.1 106.6 146.1 134.6 127.5 148.2 130.9
Visit (16) 103.3 122,7 102.8 109.6|137.6 104.7 130.8 124.4 115.5 127.1 117.5
Total (50) 117.2 129.3 109.5 117.1{146.9 106.0 141.,4 129.8 123.8 141.4 125.4
ln = 49
2

-GEE~
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Total Prescribed Hours by Information
Available to Professionals and Visit Status
of Patients: Significance and Explanatory Power

Percent of

Total Sum
Significance of Squares
Variable (F~test) Explained
A, Eighteen care planners:
Non-visiting, Visiting, Hospital(9-6-3)
Visited-Non-visited Status (patients) .155 3.3%
Non-Visiting, Visiting, Hospital Prof. <.001 3.9%
Patient Status X Professionals 2.500 0.1%
B, TFifteen consultants only:
Non-visiting, Visiting X MDC, DPC, HHC
(3/2-3/2-3/2)
Visited-Non-visited Status (patients) .322 1.4%
Profession (MDC, DPC, HHC) <.oo1 1.1%
Patient Status X Profession .165 0.2%
Visiting(6)-Non-visiting(9) Consultants <.001 1.9%
Patient Status X Visiting Status of Consult. Y .500 0.0%
Profession X Visiting Status of Consultants £ .001 6.6%
Patient Status X Prof. X Visiting Status >\500 0.1%
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TABLE IX - I

Consultant Groupings Formed Through Factor Analysis:
Service Sub-totals

Factor and Members1

Service
Category 1 2 3 4 5 6 Loners
Personal MD-2 MD-1 MD-4  MD-3 MD-5
Care DP-4 DP-1 DP-3 DP-2 HH-5

HH-1 HH-3 DP-5 HH-4
Household DP-5 MD-1 HH-1 MD-4 MD-3 MD-2

HH-2 MD-5 HH-3 DP-3 DP-4

HH-5 DP-2 HH-4
Nursing MD-2 MD-1 MD-4

MD-3---MD-3  MD-5

DP-1

DP-2- - - - - DP-2

DP-3---DP-3

DP-4

DP-5

HH-2 HBE-1

HH-3---HH-3

HH-4
HH-5--—-HH-5

Medical- MD-1 MD--3 MD-2---MD-2 HH-1

Therapeutic  MD-5 DP-3 DP-2 MD-4
DP-2 DP-4 HH-5 HH-4
DP-5  HH-3
HH-2

Consultant Groupings Formed Through Factor Amalysis:
Total Hours of Care

Factor and Members

1 2 3 4
Total hours MD-4 MD-1 MD-2 MD-3
MD-5---MD-5 DP-4 DP--2
DP-3 DP-1 HH-1
DP-5 HH-2
HH-5 HH-4
HH-3 - - - - - HH-3

1

MD=Physician; DP= Discharge Planner; HH=Home Health Care Planner
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TABLE IX-J

Professional Consistency: Alpha and W Compared

Service sub-total Alpha w

Personal sub-total

MDC

DPC

HHC
Hospital
Consultants

Household sub-total

MDC

DPC

HHC
Hospital
Consultants

Nursing sub-total

MDC

DPC

HHC
Hospital
Consultants

Medical-Therapeutic sub total

MDC

DPC

HHC
Hospital
Consultants

Total

MDC

DPC

HHC
Hospital
Consultants

.72
.79
.79
.51
.90

.24
.46
.51
.35
.59

.73
.81
.76
.36
.91

.76
.85
.78
.73
.91

.75
.84
.83
.53
.93

43
.54
.55

.38

.25
.33
.33

.15

.63
.62
.60

.56

.58
067
.58

.52

.50
.57
.56

.45



CHAPTER X

Summary of Findings: What They Mean

Critics of public long-term care policy in the United States have
complained of its heavy emphasis on institutional care for the elderly.
Many who would like to see the elderly permitted choice among a variety
of alternative sites of care, including their own homes, are fearful of
the cost of more generous public funding of these alternatives.

The comparative costs of home and institutional care have been dif-
ficult to measure experimentally because of problems in controlling for
the initial characteristics of the two samples, in measuring outcomes,
and, consequently, in learning what services are indeed effective.

Given our present knowledge of how well various types, quantities, and
providers of long-term care services enhance well-being, costs and ef-
fects of long-term care in various settings have not usually been measured
well.

This study was designed to improve our knowledge. It begins with a
sample of patients in fact about to enter nursing homes, obtains many hy-
pothetical estimates of the costs of an in-home alternative of equal or
greater effectiveness, and then compares these costs with those of insti-
tutional care actually provided.

If the greater availability of public funds for home care in the future
will depend in large part on the costs of care at home and in institutions,
then the cost of home care itself, in the present research design, depends

on the hypothetical care plans written. Given our weak ability to measure
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effectiveness of long-term care services, how is it to be decided which
view of hypothetical home care need is valid -- in that it calls for appro-
priate services?

In this scheme, home care costs clearly depend on the types, quanti-
ties, and providers chosen by the care plans' designers. But the question
of who should control the allocation of in-home services is an important
issue in itself. Arguments may be advanced on behalf of competing claims
of various professionals, patients, and their families. These claims may
be judged by comparing the likely effectiveness and costs of services
sought by the three groups. Some of the analyses presented in earlier
chapters suggest the relative effectiveness and cost of the three groups*
home care plans.

The hypothetical nature of the present study permits members of the
three groups of claimants to prepare home care plans independently. One
measure of the validity of the different views is how well they relate to
patients' characteristics: is more care prescribed for patients who might
"reasonably'" be thought to need more care? A second measure which points
toward validity, for professional control over home care planning and,
therefore, for relying on costs of professionals' home care plans as the

standard of comparison with the costs of institutional care.

This study's principal interest has been in deciding who should be per-
mitted to influence or control the allocation of in-home services. On this
foundation, the costs of home and institutional care can be compared. Four

specific goals have been articulated:
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I. To learn how well patients, their families, and various health
and social service professionals agree about the types, quantities, and
providers needed to sustain patients at home in a safe, adequate, and
dignified manner.

II. To assess whose views of home care need seem more valid, should
the three groups of hypothetical care planners disagree.

ITI. To compare the costs of home and institutional care for a group
of patients who are in fact about to enter nursing homes.

IV. To mine the results and by-products of data gathered to reach the
preceding goals, in order to learn how to better plan home care for indi-
vidual patients. This means first, learning more about which patients
seem to need which services, and second, devising a sensible model for
cooperative care planning -- involving patients, families, and profession-

als -- should this seem appropriate.

The costs of home and institutional care were reported in chapter VII,
Several useful points emerged from various analyses of the data:
l. Care in both settings is expensive, for the patients studied. By

diverting to home care those patients for whom it is (hypothetically)

cheaper, substantial savings may be gained. For the members of the study

sample, such savings were likeliest to be achieved by diverting patients
bound for relatively intensive and costly levels of institutional care: re-
habilitation hospitals, chronic disease hospitals, and Medicare-funded
skilled nursing home care. This pattern seems to be quite different from

that usually expected: that the less ill or disabled patients can be
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cared for at home at less expense. In the present study, the pattern of
savings found may partly reflect rigidities and/or vagaries of institutional
placement and reimbursement.

2, Very different groups of patient characteristics explained actual

institutional costs and hypothetical home care costs. Not surprisingly,

therefore, there is almost no predictable relation between hypothetical

home care costs and real nursing home costs. Prescribed hours of home care,

which might represent the real burden of home care better than does cost
(because unpaid family contribution is included only in hours of care), cor-
relate with institutional costs only marginally better. The real world for-
ces and decisions which determine the cost of institutional care work in
very different ways from the decisions about home care costs made by study
professionals.,

3. Several important patient characteristics were identified that

predict which long-term care setting would be less expensive. More in-

tense level of institutional placement, higher patient functional ability,
and greater number of persons residing with the patient at home each pre-
dict increased likelihood that home care will be less expensive than in-
stitutional care. Thus, other things being equal, less disabled patients
do tend to be less expensive to care for at home. This is particularly
true when these patients are in fact being discharged to a relatively in-
tensive level of care.

4., By employing savings, won by diverting to home care those patients

for whom it is markedly cheaper, to subsidize the home care costs of

patients for whom it is marginally more expensive, it is estimated that a
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total of about half of the sample could be cared for at home at no increase

in overall spending on the sample patients collectively. This is not to

say that system costs would necessarily be unaffected: if, for example,
nursing home beds emptied by diversion are not filled by other patients,
overhead must be spread over a smaller denominator, yielding some increase
in the average cost per patient-day for those who remain in institutions.
If those diverted require less intense care than the average nursing home
patient, as may well be the case, then average variable costs of institu-
tional care will rise following diversion. But, on the other hand, diver-
sion will reduce the need to build new nursing home beds in the face of the
rising demand for all forms of long-term care which is certain to material-
ize in coming years and decades. If the beds emptied by those patients
diverted to home care are soon filled by persons needing institutional care,
very real systems savings may accrue from diversion, as some new construc-
tion is delayed or obviated.

5. Family members and patients typically requested less paid help

than the median of professionals (using episodes of care as the unit of

measurement)., This suggests that the cost of permitting patients and/or
their families to influence or control home care planning would probably
be no greater than the cost of professional control.

6. Unskilled care generates the great bulk of costs of prescribed ser-

vices. A great part of this is owing to one service, continuous supervi-
sion. If these costs could be spread over more than one patient, home care
would appear more attractive financially. Vehicles such as adult foster

care or shared housing have been proposed to do this. The dangers of creating
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small and unsatisfactory quasi-institutions must be avoided, however; one
of the chief purposes of establishing today's nursing homes, under medical
control, was to banish the identified evils of just such arrangements.

Paid helpers or organized, neighborhood-based unpaid services could
spread such service needs as shopping and cooking for several older per-
sons who lived apart. 1If older citizens lived with their families or with
others in similar circumstances, costs of shelter (including heat, mainte-
nance, cleaning, and the like) could be shared.

If older persons in need of care remain in their own communities, it
is easier to organize unpaid helpers than would be the case if these per-
sons<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>