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Primary care is the subject of many pronouncements and many recommendations for
change in the literature on health care organization and delivery. Heretofore, there
has been no attempt to assess the degree of agreement on the meaning of the term.
This paper reports on a normative process used to construct 92 statements about im-
portant elements of primary care, and to rank these statements according to their
relative degrees of importance in primary care. Three panels—nationally recognized
“experts’’ on primary care, consumers, and public health nurses and social workers—
participated in the development as well as the ranking of the statements. The rank-
ings of the national experts are discussed in detail, and brief comparisons are made
with the rankings of the consumer and public health worker panels. Experts gave a
high ranking to the statements concerned directly with medical services and their
linkages. All gave attention to equality and patient dignity. Consumers stressed the
need to improve access to primary care services. Public health workers emphasized
improvement in both access and the quality of the relationship between patients and
providers. The overall findings suggest that increasing the base of participation in
primary care planning may bring greater attention to patient defined needs, and that
broadening of medical care objectives from medical care to a more inclusive health
care is not imminent.

Introduction

Primary care is a term used frequently in discussions of medical
care. It has been the subject of pronouncements and recommenda-
tions calling for changes in health care organization and delivery.
Increasingly, attention is being focused on primary care by medical
educators and state legislators attempting to enlarge the supply of
primary practitioners. However, the definition of the term primary
care varies with each spokesperson. There is neither a consensus on
priorities nor an agreement on content.

The authors are engaged in a study of the performance of
health care organizations delivering primary care. The long-term
purpose of this project is to determine what organizational struc-
tures would be most effective for the delivery of such care. Because
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of the lack of an agreed-upon statement about what primary care is
or should be, the first task of the project was to develop a definition
of primary care which would represent a wide range of opinion.
Although its immediate use was in the design of performance
measures specific to the primary care setting, it was hoped that such
a definition would lay the groundwork for a more refined
operational definition and would also focus more attention on the
need to answer other questions such as: How should a primary care
service be differentiated from a secondary care service? Who should
provide primary care? In what organizational settings?

Prior attempts to define primary health care have sometimes
turned to the past to explain what goes on at the primary level—e.g.,
what the family doctor or general practitioner used to do—or have
sometimes tried to define it by exclusion—e.g., every service not
provided by a specialist. Other definitions have been more inclusive,
approaching the definition by listing the functions primary care
must assume. For example:

... [PIrimary health care is what most people use most of the time for
most of their health problems. Primary care is majority care. It
describes a range of services adequate for meeting the great majority
of daily personal health needs. This majority includes the need for
preventive health maintenance and for the evaluation and manage-
ment on a continuing basis of general discomfort, early complaints,
symptoms, problems, and chronic intractable aspects of disease . . .
[P]rimary health care describes a locus which should serve the patient
as an entry point into a comprehensive health care system . .. [It]
should be responsible for assuring continuity of all the care the patient
may subsequently need (U.S. Public Health Service, 1970).

[Primary medical care] . . . refers to first-contact care. It is “care” in
the sense of “‘caring about” and *“caring for”; it is the care the patient
receives when he first approaches the health-services system or for-
mally participates in the process of medical care (White, 1967).

[First-contact care or primary care has the following special
features]: 1. There is direct access to the physician or non-
physician. 2. The nature of the first-contact care is to assess and
manage a mass of unselected and undiagnosed diseases and social
problems. 3. The population cared for by the primary physician is
usually small (2,000—3,000 persons) and relatively static. 4. The
care provided is long-term and continuous, and patient and physician
become well known to each other. 5. The diseases and problems en-
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countered are those that occur in a small population of 2,000—3,000;
there is an inevitable predominance of the common diseases that com-
monly occur and a scarcity of the rare diseases that rarely happen
(Fry, 1973).

Patients in one degree or another need the following when they seek
medical attention: 1. Assessment of their total needs before these
are categorized by specialty. 2. Elaboration of a plan for meeting
those needs in the order of their importance. 3. Determination of
who shall meet the defined needs—physicians, general or specialist;
nonphysician members of the health team; or social agencies. 4.
Follow-up to see that needs are met. 5. All must be done in a con-
tinuous, coordinated, and comprehensive manner. 6. Attention at
each step must be given to the personal, social, and family dimensions
of the patient’s problem. 7. Health maintenance and disease preven-
tion are as important as cure and rehabilitation (Committee on
Medical Schools . . ., 1968).

[Primary care must]: Serve as the entry, screening, and routing (refer-
ral) point for the rest of the personal health care system . . . Provide a
full range of the basic health care services . . . and provide the services
necessary to ensure utilization. Provide the stabilizing human support
needed by patients and their families . . . Assume responsibility for
the continuing management and coordination of personal health care
services throughout the entire care process ... [A primary care
system]: serves a small population; is physically close to the com-
munity; provides a generalized, holistic response; is easily identifiable
and quickly responsive; is able to sort out problems needing referral to
the next level of care; is continuous in its attention; coordinates all
facets of care; calls for simple approaches; is trusted by the com-
munity and its people (Parker, 1974).

Most recently, Alpert and Charney (1973) have summarized
primary care’s functions as follows:

1. Primary medicine is first-contact medicine . . . 2. Primary medicine
assumes longitudinal responsibility for the patient regardless of the
presence or absence of disease . . . 3. Primary medicine serves as the
“integrationist” for the patient.

While these definitions have much in common, they lack agreement
on, or refinement of, the essential ingredients. In this paper we will
report on the process and results of developing a consensual defini-
tion for primary care.
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Research Method

Statement Generation

The first step in developing a normative definition of primary health
care was the generation of extensive lists of ideas about its goals and
attributes. Several groups were consulted to generate these lists.
They were as follows: (1) eight physicians considered by reputation
to be experts in primary health care matters;' (2) twelve public
health social workers and nurses each with an average of five years’
work experience in a primary care setting;* and (3) 14 consumers
from the San Francisco Bay Area who had been members of health
planning boards and health center boards or advisory groups, and
14 consumers who had been active in health programs throughout
the southeastern area of the United States. To the extent that this
could be feasibly done, the consumers were selected to represent a
wide range of age, ethnicity, and socioeconomic status. Both sexes
were equally represented in the consumer groups.

Ideas about primary care by these three categories of partici-
pants were generated by using the Nominal Group Process, a struc-
tured process developed by Delbecq and Van de Ven (1971) which
allows for the maximum of creativity in small groups. Briefly, a
series of one-day workshops was held in which participant groups
were asked the question: ‘“What are the most important goals,
responsibilities, tasks and attributes of primary health care
systems?”’* Participants were then given approximately 10 minutes
to think silently and to write down statements in response to the
question. During the next phase, the group members delivered their
statements orally, in a round-robin fashion, and the leader wrote

'"This group of physicians has had many years of experience in primary care work—
teaching, planning, and research. They were predominantly from northern California.
We will refer to this group as an expert group. This is merely a convenient descriptive
label, however, and use of the term to describe this group does not imply that the
other participants in the generation and ranking—public health social workers and
nurses and consumers—are not also knowledgeable in certain primary care matters.

*Public health social workers and nurses were included because they so frequently see
the failure of health care and its non-utilizers. These social workers and nurses were
enrolled in the MPH Program, School of Public Health, University of California,
Berkeley.

*This question is representative of the basic question asked of each group. Where
necessary, additional direction was given to a group.
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them on a board visible to all group members. The procedure con-
tinued until each person had exhausted his or her complete list. The
group then discussed each statement to be sure that everyone had a
clear understanding of its meaning. The combined product of these
workshops was a list of 333 statements containing many overlapp-
ing or duplicate ideas.*

Comparison and Synthesis of Statements

The second step in the process of developing a normative definition
was the creation of a single, comprehensive list of ideas about
primary health care. Following each workshop, the investigators
organized the newly generated statements into categories and
removed redundant ideas, global concepts, and the mention of
specific procedures. This process of combining and categorizing the
workshop statements follows the constant comparative method of
qualitative analysis described by Glaser and Strauss (1967).

A final workshop was held with experts at the School of
Medicine and Dentistry of the University of Rochester, New York.’
At this workshop, the seven participants were given worksheets con-
taining 10— 15 exemplary statements for each category. They iden-
tified missing concepts and raised points about statements with
which they could not agree. Subsequently, the research staff
reworked the original categories to incorporate all the comments
and suggestions made by this group of primary care experts.

This refinement process produced 92 new statements of varying
levels of generality. Some of these refined statements express an
overriding or key concept, others express a more specific idea. (See
Glossary of Statements in the Appendix.) For example, one general
statement says that a primary care organization ‘‘assumes ongoing
responsibility for individual patient care management and coor-
dination.” A more specific statement, one that deals with only one
aspect of patient care coordination, says that a primary care
organization “‘coordinates primary care services with the secondary
and tertiary services received by a patient.” Many of the more

“The largest number of statements (87) was generated by the experts. The two public
health nurse and social worker groups generated 33 and 36 statements, and the four
consumer groups, 58, 43, 44, and 32.

SThe Rochester participants were selected because of the important contributions they
have made to research and development in primary care.
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general statements have a platitudinous ring to them since they tend
to express what is commonly valued as good quality in medical care.
It was assumed that this characteristic does not make such state-
ments any less real in meaning or make the ideas they express less
necessary to primary health care.

Assignment of Priorities

The third step in constructing a normative definition was the assign-
ment of a priority rating to each of the edited statements. A mailed
survey was designed, using the Q-sort method, a standard technique
used in attitudinal research (Stephenson, 1953). Each statement was
printed on a separate card and sets of 92 cards (in random order)
were prepared. Instructions were written, asking respondents to
place the statements in five envelopes, each one representing a point
along a continuum from most important to least important ““in the
functioning of an optimal primary care system.” The instructions
were to place some statements in each category, but there was also a
reminder that each statement had been considered important or it
would not have been included. A sixth envelope option was also
provided, and respondents could place in the sixth category any
statements they considered unimportant or totally inappropriate for
primary care organizations.®

A panel of 125 health care experts was selected from persons
known to be extensively involved in primary health care planning,
development, and research.” Following the advice of Starkweather
et al. (1975), the expert panel was deliberately chosen for its
breadth, balance, and judgment. All of the experts had had many
years of experience in health care, and most held academic posi-
tions. The largest number (98) were physicians; the remainder were
social scientists (16), administrators/researchers (7), and other
providers (4). In addition, the survey instrument was sent to the con-
sumers and to the public health workers who had participated in the
statement generation workshops. The response rates of the three
separate panels are shown by respondent type in Tables 1 and 2. As
indicated earlier, the responses of the expert panel are the main
focus of the discussion to follow. Figure 1 summarizes the three-step

¢This option was used very infrequently, by fewer than 10 percent of the respondents.

"Here again, the term expert is used as a heuristic label, and does not imply that the
public health social workers, nurses, and consumers are not also knowledgeable.
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TABLE 1

Number of Health Care Experts Surveyed and Number of Responses Received
by Expert Category

Number Non-
Expert Category Surveyed Responses Responses
Providers?
Physicians 98 28 70
Nurses 3 0 3
Dentists 1 0 1
Non-providers
Sociologists 8 1 7
Economists 7 4 3
Other 8 4 1)
Total 125 36 89

3Includes the 14 workshop participants who are provider experts. Of the 14, 13 responded.

bResponses rate = 71.2%. Two returns were incomplete and four were received after the cut-off date for
analysis. The number of experts whose responses were analyzed was 83.

TABLE 2

Number of Workshop Panel Members Surveyed and Number of Responses Received
by Panel Category

Workshop Panel Number of Non-

Category Participants Responses Responses
Public Health Nurses
and Social Workers 12 0 12

Consumers 28 10 18
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process used to construct a normative definition based on expert
opinion.

Results

Using the Q-sort method, the respondents rated each of the 92 state-
ments on a scale of one to five to indicate their judgments of the
statement’s degree of importance relative to the other 91 statements
in the functioning of an optimal primary care system (most impor-
tant scored 1, least important scored 5). In order to simplify
analysis, the ranking scale was dichotomized, and categories 1 and 2
were treated as high ranks. All 92 statements were then rank
ordered according to the percentage of respondents who placed
them in the high group. Finally, the statements were grouped ac-
cording to their content, thereby creating subject clusters. (See
Glossary of Statements in the Appendix.)

The findings of the survey are presented in three stages. First,
we compare the subject area clusters. Next, these clusters are
analyzed in terms of their relationships within larger constellations
of logically related ideas about health care. Finally, the rankings
provided by the expert panel are compared with those produced by
the consumers and by the public health nurses and social workers.

The rank order of subject clusters, based on the judgments of
health care experts, is displayed in Fig. 2. The first nine clusters con-
tain the 20 statements ranked high by more than 75 percent of the
experts. These statements (rank group I) cover the following func-
tions: appropriate sieving between the primary level and other levels
of the health care system, providing basic health care services,
responding to emergency situations, and managing patient care.
Also included in this group of statements are certain attributes of
that care: respect for the patient, a caring and supportive
relationship with the patient, and a holistic viewpoint in all aspects
of care. A summary of the content of these 20 statements is
presented in Table 3.

Of the remaining 72 statements, 29 were ranked high by at least
60 percent of the experts. These statements (rank group II) may be
considered less essential or less critical to the performance of
primary health care than the first 20. However, some statements in
this group are also more explicit and for this reason may have been
judged less important than higher-ranked statements with similar

im
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but more generalized meaning—for example, Provides time for ade-
quate dialogue to develop between provider and patient is more
specific than Responds to patients as human beings, not as deper-
sonalized numbers. Four of these relatively less important state-
ments were included in the first nine clusters and the remaining 21
statements represent an additional 10 clusters: providing a single
provider or team, promoting the patient’s capacity to be responsible
for his/her own health, providing high-quality care, considering the
patient’s ease in using the system, providing a personalized
relationship with the patient, emphasing prevention, adapting to the
special needs and priorities of patients, identifying and assessing in-
dividual health needs, assuring stability of providers, and coor-
dinating health care other than medical care.

The last 43 statements were ranked high by less than 60 percent
of the experts. Nearly half of these low statements (rank group III)
are associated with previously mentioned clusters. Six new subjects
are introduced by the remainder of the low statements. They are: as-
suming responsibility for a defined population, adding facilitative
services (such as translation and transportation), balancing service-
system dilemmas (quality with quantity, efficiency with con-
venience, etc.), obtaining consumer input and giving feedback to
consumers, recognizing patients’ worth and rights, and functioning
in the community beyond the delivery of personal health services.
Several of these categories may be considered controversial. For ex-
ample, involvement in community health issues suggests that
primary care providers should step in and take the initiative, when
necessary, to meet community health needs including health educa-
tion. The statements which emphasize the patients’ worth and rights
may be considered antithetical to the attitudes of many providers
because they reflect an egalitarian relationship and even an indepen-
dent stance of patients vis-a-vis providers. They state that primary
care should demystify medical care and put providers and con-
sumers on an equal level, and should respect the patient’s right to
engage in behavior detrimental to his own health.

For the second stage of the analysis, certain of the statement
clusters depicted in Fig. 2 were further combined to create logical
constellations of ideas. The relative differences in the rank of
clusters within these constellations are compared to highlight
emphases in the experts’ opinions. Four of these larger groupings
were examined—the delivery of health services, patient care
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management and coordination, quality of the patient-provider or
patient-system relationship, and consideration for consumer needs.
Within the constellation concerned with the delivery of services,
basic services and emergency care are ranked higher than the
categories prevention and continuing assessment. Within the con-
stellation around the subject of patient care management and coor-
dination, continuity of services is ranked higher than the continuity
of interpersonal relationships between providers and patients. Coor-
dination of all medical care ranks higher than the coordination of
medical care with other primary health care services such as mental,
dental, social, and public health nursing care. In the quality of
patient-provider or patient-system relationship constellation, a per-
sonalized relationship—e.g., time for dialogue, trustworthiness, ac-
ceptance, and empathy—is ranked lower than respect for the
patient’s dignity or provision of a caring and supportive
relationship. Within the constellation concerned with consideration
for consumer needs in structuring a health care delivery system, giv-
ing consideration to the patient’s ease of using the system and
adapting the system to patient needs are both ranked higher than
adding facilitating services to overcome access barriers or obtaining
input from or giving feedback to consumers.

Finally, the expert rankings were compared with those of the
consumers and public health nurses and social workers who
responded to this survey.® As could be expected, there were dif-
ferences of opinion. A comparison of their respective highest-ranked
statements gives some indication of the nature of these differences.
Figure 3 shows the minimal overlap in their top 10 statements.’ The
only statement in the top for all three respondent groups calls for
equality in the delivery of services. The consumers agreed with the
experts that immediate emergency care is a most important function

*We purposely do not emphasize this comparison in our analysis because of the small
numbers in the consumer and public health worker groups. Plans are under way to
enlarge these sample groups, and thus to allow more conclusive comparisons to be
made.

°The small number of respondents in the consumer (N = 18) and the public health (V
= 12) groups resulted in many statements having the same percentage of responses in
the high category (i.e., tied ranks). Therefore, an exact cut-off between the top 10
statements and all others was not possible and the closest breaking point was chosen.
For the consumer responses, the break was at nine statements; for the public health
nurses and social workers, it was 11.
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.. suitable follow-up

encourage . . .
remain under care . . . .

preventive basic
intervention health

Informs patient . . .
available

health services . . .
obtain and utilize . . ..

crisis intervention

for mental health Ensures . . .

immediate
emergency
care for physical
disease and trauma . . ..

Provides
transportation

CONSUMERS when needed . . . .

Identifies problems . . .
handled appropriately . . .
primary level referrals.

EXPERTS

... ongoing responsibility . . .
patient care . . . ... equality in access
management to services, entry,
and coordination. Provides the best quality of care . . . .
possible service . . .
N regardless of any
Responds to patients personal L..site...easy...
to identify and find,

characteristics . . ..

as human beings . . ..

Prevents costs . . .
determining whether
persons seek . . . services.

Gives care with dignity.
Respects all patients . . . .

Provides unrestricted access . . .
to the initial phases of care . . . .

Provides a supportive
and caring relationship . . . .

NURSES

Accepts the patient SO:;‘S\L e ﬂwicef ...adapted
as an active partner . . . . WORKERS to the varying needs . . . .
... concerned with
... mutually acceptable
and empathetic the whole person . . . .
relationship . . . . Provides translators . . . .

Assists individuals and families
in assuming responsibility
Jor their own wellbeing . . . .

*More than 82 percent of the Experts, more than 75 percent of the Consumers, and more than 75 percent of
the Public Health Nurses and Social Workers ranked these statements high.

Fic. 3. Statements Ranked Highest by Experts, Consumers, and Public Health
Nurses/Social Workers*

of primary care. The public health nurses and social workers agreed
with the experts as to the importance of dignity and a supportive and
caring relationship. The public health nurses and social workers
agreed with the consumers as to the importance of access, placing
both financial and 24-hour access at the top, while the experts did
not even include these statements in their top 20.

All of the statements ranked high by the consumers stress ac-
cess and equality issues, either directly or indirectly. They did not
rank high any statements describing patient care management or
coordination. In fact, less than 40 percent of the consumers ranked
such statements high as compared to more than 60 percent of the ex-
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perts. Top rankings were not given to any statements suggesting
changes in the system or changes in the relationship of consumers
and providers. The statements ranked lowest of all by the consumers
had to do with ensuring accountability to consumers, improving
community health in ways other than through the delivery of per-
sonal health care, and respecting the patient’s right to engage in
behavior detrimental to his own health as long as it is independent of
the health of others. All of the statements denoting consumer par-
ticipation in health care were ranked high by less than 50 percent of
the consumers.

The public health social workers and nurses, as noted previous-
ly, are also somewhat more concerned with access than the experts
are, but place overriding emphasis on the nature of the patient-
provider or patient-system relationship (particularly its affective
components), the responsiveness of the system to the differences in
human beings, and on providing all persons with the best possible
care regardless of personal characteristics. They are the only group
of respondents who are highly concerned with statements that sug-
gest change in the system, particularly the patient’s own role in
care—e.g., patient as partner was ranked high by 92 percent com-
pared with only 33 percent of the consumers and 75 percent of the
experts, and assists individuals and families in assuming respon-
sibility for their own well-being was ranked high by 83 percent of the
public health workers, 39 percent of the consumers and 63 percent
of the experts. They were also more concerned with consumer par-
ticipation, ranking all such statements higher than did the experts or
the consumers. The public health nurses and social workers,
however, joined the experts and consumers in not placing a high
rank on statements suggesting that primary care enlarge its role
beyond personal health care.

Conclusion

The following definition has been created from the statements
ranked highest by the experts:

Primary care provides basic services, including those of an emergency
nature, in a holistic fashion. It provides continuing management and
coordination of all medical care services with appropriate retention
and referral to other levels. It places emphasis, when feasible, on the
preventive end of the preventive-curative spectrum of health care. Its
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TABLE 3
Summary of the Content of Statements Ranked High by at Least 75 Percent
of the Expert Respondents?

Primary Health Care:

— Serves as the place where patient problems are identified and, where ap-
propriate, are retained for care; does not refer unnecessarily to a more complex
level of care.

— Provides basic health services for minor, acute, and chronic health problems
throughout the entire process of care and provides preventive interventions
whenever possible, including working to retard the progression of disease and
disability.

— Assumes ongoing responsibility for individual patient care and the management
of this care by coordinating primary care services with secondary and tertiary
levels, encouraging follow-up, and ensuring that critical information about the
patient is recorded and easily retrieved.

— Ensures that immediate emergency care is available for physical disease and
trauma and crises arising out of mental health problems.

— Provides a supportive and caring relationship as an integral part of the treat-
ment process.

— Responds to patients in a personal way, with dignity and respect.

— Is equitable in the distribution of care, its quality, and the way patients are
treated (as persons).

— Is holistic in its focus, taking into account the broad array of causative factors
and the patient’s total life situation.

3Arranged from most frequently rated high to least frequently rated high.

services are provided equitably in a dignified, personalized, and caring
manner.

The similarity of this definition to those quoted earlier in this paper
indicates that previous definitions of primary care have general ac-
ceptance. When asked to set priorities, the experts emphasize
improvements to the delivery of medical care. The greatest number
of experts gave a high ranking to the statements concerned directly
with medical services and their linkages. Lower rankings were given,
without exception, to statements related to increasing the patients’
capacities to assume responsibility for their own care, to access or
convenience issues, and to the linkages between medical care and
other health care components. Placed lowest of all were the state-
ments suggesting that primary care might venture beyond delivering
care to individuals—e.g., developing services presently unavailable
in the community, changing hazardous community health condi-
tions, and providing community educational programs.
Consumers and public health workers agree with the experts
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about the overall medical role of primary care; all three groups
placed in the lowest categories the statements that would shift this
fundamental focus. However, the three respondent groups disagreed
about the aspects of primary care that should receive emphasis.
Consumers stressed the need to improve access while the public
health workers stressed improvement both in access and the quality
of patient-provider relationships. The differences in ranking
observed among the three respondent groups suggest that findings
from a normative approach will vary, depending on the breadth of
individuals and groups surveyed.

If the priorities set by the three respondent groups are any in-
dication of where priorities on the use of limited health care
resources will be set in the future, our findings suggest two impor-
tant points: (1) that broadening the base of participation in primary
care planning may bring about greater attention to patient-defined
needs; and (2) that basic changes in primary care objectives,
broadening them from medical care to a more inclusive health care,
are not imminent.
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APPENDIX
Glossary of Statements, including comparative
importance rankings by experts, consumers, and
public health nurses and social workers

% Ranking Statements High

Nurses/
Social
Experts ~ Consumers  Workers

A. Identifies Problems for Appropriate Level

Identifies problems that cannot be handled 98 50 58
appropriately at the primary level and makes
appropriate referrals.

Identifies problems that can be handled 90 61 58
appropriately at the primary level,
avoiding unnecessary referral.

B. Provides Comprehensive Basic Health Services

Provides preventive intervention for those 90 72 75
diseases which can be prevented. b
Provides basic health services for minor/acute 87 61 58 :
illnesses and for chronic health problems, 1
whether physical or emotional.
Works to retard disability and progression 78 61 67 i
of disease. (i
Functions throughout the entire process of 78 39 50 ’“[
care—entry, maintenance, referral, and exit. B
b
C. Manages Care over Time by
Assumes ongoing responsibility for individual 90 33 58 fa
patient care and patient care management and %
coordination. i
Ensures that critical information relevant to 81 50 50

ongoing patient care is recorded and easily
retrievable.

Assists with suitable follow-up procedures to 78 78 67
encourage patients to remain under care when
continuing care is indicated.

D. Responds to Emergencies

Ensures that immediate emergency care for 88 78 67
physical disease and trauma is available
for patients served.

Provides crisis intervention for mental 84 44 67
health problems.
E. Respects Patients’ Dignity

Responds to patients as human beings, not as 86 56 75 o
depersonalized numbers. m'
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% Ranking Statements High

Experts

Consumers

Nurses/
Social
Workers

Gives care with dignity. Respects all patients
including those on welfare and those with
alternative lifestyles.

F. Provides a Caring/Supportive Relationship

Provides a supportive and caring relationship
as an integral part of the treatment process,
especially in times of emotional or physical
crises.

G. Is Equitable

Provides the best possible service to those
needing care regardless of any personal
characteristics (e.g., race, sex,
socioeconomic position).

Provides equality in access to services,
entry, and in the quality of care received for
all patients served.

H. Coordinates All Medical Care

P

Coordinates primary care services with the
secondary and tertiary services received by
patient.

Does not limit health care to disease care;
ties together preventive and curative care.

Functions as the one place where all the
strands of health care being received by an
individual/family can be tied together.

. Is Holistic

Focuses on causes (physical, social,
environmental, or psychological), as well
as on symptoms when prescribing care.

Is concerned with the whole person and all his
health problems in the context of the total

life situation—his family, community, social
setting, and past history.

Identifies underlying problems (psychological
or social) that surface as physical complaints.

Maintains continuous ‘“‘contract” (formal
or informal) for health care with patient
and/or family, independent of the presence
or absence of disease.

Works with the family of the patient under
care, when necessary.

84

86

83

74

82

76

74

81

80

77

64

63

72

50

78

78

39

67

39

61

67

44

33

44

92

92

100

75

58

50

67

58

92

58

42

58
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% Ranking Statements High

Experts

Consumers

Nurses/
Social
Workers

J. Responds as a Generalist

Ensures that a single provider or team is
capable of a generalist response to the
patients health problems.

K. Promotes Patients’ Responsibility in Care

Accepts the patient as an active partner in
developing a treatment plan.

Informs patient about available health
services and how to obtain and utilize
them appropriately.

Assists individuals and families in assuming
responsibility for their own well-being,
encouraging self-monitoring of health
status and appropriate self-care.

Educates patients about health problems,
their causes, and their solutions (e.g.,
consequences of certain behavior and of
environmental factors).

Assists the patient in using his own personal
and emotional resources to develop a positive
mental attitude no matter what his physical
condition.

Makes each episode of illness or crisis
(physical or emotional) a learning experience
so patient can prevent reoccurrence or can
better respond to next episode.

Promotes the well-being of patients served and
their ability to cope with health problems.

Educates patients to value their own health.

L. Is Competent

Provides the highest quality of technical care
that is practical.

Evaluates its delivery of services (e.g., on
their technical quality, acceptability to
patients and providers, and efficiency).

M. Considers Accessibility, Including Ease of Use

Organizes services in such a way that they are
easy for the patient to use.

Provides unrestricted access (24 hours/day,
7 days/week) to the initial phases of care,
i.e., entry, assessment, determination of
need, and referral.

75

75

64

63

59

55

54

52

43

74

67

72

72

39

33

83

39

50

28

50

39

67

39

72

78

33

92

67

83

58

58

58

58

67

67

50

58

83
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% Ranking Statements High

N ur:es/
Socia
Experts  Consumers  Workers

Prevents costs from being the factor 68 89 83
determining whether persons seek needed

services.

Takes consumer convenience into consideration 61 67 58
in determining the hours services are

available.

Provides as many primary care services as 60 67 67
possible under one roof.

Provides a service site which is easy to 60 78 50
identify and find.

Ensures that distance to entry points and basic 55 61 42
services does not block access for patients.

Provides services in settings which are 55 61 33
comfortable and make patients feel at ease.

Provides home care services for those with 55 72 75
conditions which confine them to their homes.

Recognizes that patients’ time is valuable 54 50 50
and uses it efficiently.

Provides services which the consumer perceives 49 22 58
as helpful, safe, and appropriate.

Does not allow waiting time for obtaining 46 39 50
appointments to interfere with utilization.

Does not allow waiting time in the health 46 44 42

care facility to block utilization.

N. Emphasizes Relationship with Patient

Provides a trustworthy health delivery system 72 56 75
and works to build the trust and confidence
of patients in the care they are receiving.

Provides time for adequate dialogue to develop 72 50 58
between provider and patient.
Develops a mutually acceptable and empathetic 63 33 83

relationship between consumers and providers.

O. Emphasizes Prevention

Emphasizes preventive measures at every 71 56 50
stage of care.
Functions at every level of prevention: health 68 72 75

promotion, specific disease prevention, early
screening and diagnosis, treatment, and
rehabilitation.

Emphasizes keeping people well rather than 65 67 75
curing people.
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% Ranking Statements High

Nurses/
Social
Experts  Consumers  Workers

P. Adapts Services to Patients’ Needs

Provides services that are adapted to the 69 44 67
individual’s needs and to his particular

priorities.

Provides services which are adapted to the 60 61 83

varying needs associated with different
socioeconomic and ethnic groups and
consumers’ lifestyles.

Q. Identifies Patients’ Health Problems

Identifies, on an ongoing basis, the patient’s 66 44 50

health problems, personal health goals, and

priorities. |

Provides health screening services, on entry 55 56 58 J

as well as periodically, especially for those I

at special risk. l
R. Has Continuity of Providers ;‘

Provides stability of personal relationship 65 33 33

between provider(s) and patient. h

Keeps at a practical minimum the number of 61 56 33 (?j

providers a patient sees so that the patient’s i

receipt of services is not fragmented.

Provides a continuing relationship with an 59 61 33

individual while he is at the secondary and
tertiary level of care.

Assigns the overall coordination of a patient’s 53 33 17
care to one provider.

S. Coordinates Health Care (Other than Medical) b
Coordinates primary care services with services 64 50 58 v
received from other community service system uh
(e.g., visiting nurse, public health nurse, s
schools, welfare). “fl:
Serves as advocate for patient throughout 63 50 75 -
the entire health care system (beyond primary .
care) as well as with other related [[xov |
institutions. iy
Incorporates medical, dental, mental health, 59 50 58 P
and social services into the care provided. {g?h‘
Coordinates all primary care services, i.e., 57 44 50 pi;m
visiting nurse, public health nurse, schools, m

3

welfare, etc. .
RUFTY
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% Ranking Statements High

N urse.r/
Socia
Experts  Consumers  Workers

T. Responsible for a Defined Population

Assumes responsibility for a defined population 59 28 50
(geographic or enrolled). Such responsibility

extends to the well and ill, utilizers and

non-utilizers.

Is concerned with the consumer before he enters 47 50 58
the system—reaching out to assist those not
receiving services.

Carries out surveillance on the health status, 43 28 25
health needs, and health priorities of the
population served.

U. Provides Facilitative Services
Provides translators when needed by patients. 59 28 83

Provides transportation when needed (e.g., 41 78 58
for those with no way to get to care, or for
the elderly for whom it poses a burden).

Provides baby-sitting when needed, ie., when 31 39 50
the care of children is a barrier to access.

Provides services at a site which is most 31 39 42
appropriate to the nature of the problem

(e.g., family counseling in home, education

in school).

V. Balances Attributes of Service System

Balances health care services (e.g., quality 52 28 42
versus quantity, efficiency versus patient

convenience, general needs versus needs of

special groups).

W. Seeks Consumer Input, Gives Feedback

Provides an easily recognized and acceptable 47 28 42
method for acting on consumer complaints.

Obtains consumer input in planning, policy 42 44 75
development, and decision making.

Ensures accountability to consumers by 35 17 58

providing systematic methods of feedback
to those served.

Provides the opportunity for those served 35 44 67
to assume increased responsibility for their

health services (e.g., by involvement in

planning and policy making).

Allows the people served to define access 24 22 58
and acceptability.
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% Ranking Statements High

Experts

Consumers

Nurses/
Social
Workers

X. Recognizes Patients’ Worth and Rights

Minimizes the placing of patients in a
dependent position.

Discourages the attachment of stigma to
certain conditions and their treatments.

Demystifies medical care and puts providers
and consumers on an equal level.

Respects the patient’s right to engage in
behavior detrimental to his own health, as long
as it is independent of the health of others.

Y. Nonclassifiable Statements

Responds to provider’s needs, attitudes, and
ethical beliefs.

Ensures that type and number of services
provided are based on patient’s need for care
rather than on consumer demands.

Provides consumers with a choice among
providers.

Provides controls to avoid unnecessary
utilization of services.

Z. Functions Beyond Personal Health Care System

Develops services for special needs of the
group(s) served (e.g., adolescent care,
alcoholism services).

Takes responsibility in the community for the
mobilization of needed and unavailable personal
health care services (other than the services
which primary care is providing).

Provides leadership in the community for health-
related issues; makes recommendations to groups
having influence over environmental, economic,
and political factors that may contribute to

poor physical and mental health.

Intervenes when necessary to improve the
community’s health in ways other than the
delivery of personal health care (e.g.,
housing, water, waste disposal).

Provides educational services for the community
in order to create an awareness of health,
health needs, and health services.

45

40

25

24

38

36

33

24

31

24

21

18

16

33

22

33

33

50

39

39

28

39

17

39

50

42

50

42

50

33

33

58

33

42

42

50
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An Epidemiology
of Disability among Adults
in the United States

SAAD Z. NAGI

This paper presents the findings of an epidemiological analysis of disability among
adults in the noninstitutionalized continental United States population. Data were
collected through interviews with a probability sample of persons 18 and over,
yielding 6,493 completed schedules comprising 80.3 percent of the sample. Distinc-
tions were made among concepts and indicators of pathology, impairment, individual
performance, and social performance. Central to the analysis were two dimensions of
individual performance (physical and emotional | and two dimensions of disability in
social performance (work and independent living). A number of socio-demographic
characteristics were included in the analysis.

The results show the relative contributions of pathology and impairment to per-
Sformance on the individual level, and the relative contributions of all of these factors
on social performance, that is, the two dimensions of disability. Through pathology.
impairment, performance at the individual level, and the socio-demographic char-
acteristics, it was possible to account for 38 percent of the variance in work disability
and 74 percent of dependence-independence in community living. Further explana-
tions are given for variance in work disability. Estimates of the size of populations
reporting varying types and severities of disability are also presented.

The Problem

Despite its significance as a health and social problem, it is only
recently that disability has attracted attention as an object of
epidemiological analysis (Berkowitz and Johnson, 1970; U.S.
Department of Health, Education, and Welfare, 1970). This might
be attributable, at least in part, to the preoccupation of
epidemiologists with the various forms of pathology and impair-
ment, the conceptual confusion that surrounded disability and
related terms, and problems in the reliability and validity of
available measures. Increasing attention to the problem over the last
decade has contributed greatly to the clarification of concepts and
measures. Conceptual distinctions were outlined among pathology,
impairment, limitations in the performance of the human organism,
and disability in performing social roles and activities (Nagi, 1965;
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Haber, 1967; Burk, 1967). In addition to the inclusion of disability
measures in the National Health Surveys (NHS) administered
periodically by the National Center for Health Statistics (1973),
questions seeking information about work disability were incor-
porated in the 1970 Census of the United States (U.S. Bureau of the
Census, 1972). National surveys of disability were also conducted by
the Social Security Administration (SSA) employing detailed
measures (Haber, 1967). '

Important as these developments are, many important gaps re-
main evident in epidemiological knowledge about disability. For ex-
ample, the thrust of the SSA survey and the items included in the
1970 census were on work disability. Therefore, the populations
covered were limited to persons between 18 and 64 who constitute
the great majority of the labor force. The census included no ques-
tions concerning pathology impairment, or limitations in
organismic performance. In the SSA survey, which employed far
more developed instruments for identifying these entities, the full
range of information was sought only for persons for whom in-
dicators of work disability were reported in a screening phase. The
data yielded do not allow for comparisons between vocationally dis-
abled and nondisabled sectors of the population.

The National Health Surveys collect information about path-
ology and impairment and are not restricted to specific age
categories. However, they do not ask questions about performance
of the organism nor do they ask about work disability among
housewives who are out of the labor force. Finally, available liter-
ature shows no significant attempts toward constructing mul-
tivariate schemes for explaining variance in rates of disability.

This analysis is addressed to some of these gaps in current
knowledge about the epidemiological patterns of disability. The
specific objectives are: (1) to further the development of measures of
disability and related factors; (2) to identify prevalence rates and
distributions of two dimensions of disability—in work and in com-
munity living; (3) to compare these rates with others obtained in
national surveys; and (4) to construct and test an explanatory
scheme for variance in the occurrence of disability. Generally, the
presentation of material will follow the order of these objectives.

Concepts and Measures

As has already been mentioned, distinctions among pathology, im-

= e —— -
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pairment, limitations in the functioning or performance of the
human organism, and disability have become more widely accepted.
Central in this report are the latter two concepts—performance at
the individual level, and disability in social performance. Although
overlapping in some respects, three dimensions of performance are
conceptually and analytically separable: physical, emotional, and
mental. Physical performance refers to sensory-motor functioning
of the organism as indicated by limitations in such activities as
walking, climbing, bending, reaching, hearing, etc. Emotional per-
formance refers to a person’s effectiveness in psychological coping
with life stress and can be manifested through levels of anxiety,
restlessness, and a variety of psychophysiological symptoms. Men-
tal performance denotes the intellectual and reasoning capabilities
of individuals which have been most commonly measured through
problem-solving tests such as the 1.Q. An important point to be
made in connection with these three dimensions of performance is
that their indicators can be found in the characteristics of the human
organism itself. Disability, on the other hand, is used here to mean
inability or limitations in performing social roles and activities such
as in relation to work, family, or to independent living. In contrast
to organismic performance, indicators of disability can be found in
both the characteristics of individuals and in the requirements of the
social roles in question. In this sense, the same types and degrees of
limitations in the performance of the organism can lead to varying
dimensions and degrees of disability. While paralysis affecting the
upper limbs, and therefore the function of reaching and use of hands
and fingers, may become disabling to a surgeon, the same physical
limitations may not influence a teacher in performing his role.
Furthermore, it should be noted that disability in a given role does
not necessarily mean disability in another. Not all people with work
disability require assisted living, nor is it the case that all persons
who need such assistance are also vocationally disabled. The mater-
ial in this paper is organized around two dimension of organismic
performance (physical and emotional) and two dimensions of dis-
ability (work and independent living). Indications of pathology and
impairment were also sought in the study and will be included in the
analysis.

Two Dimensions of Individual Performance

The scope of the survey did not allow for administering meaningful
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tests to measure intellectual functioning. Although questionable in
some respects, education will be considered as the best available in-
dicator for this dimension of performance. Measures for physical
and emotional performance employed in this survey were in the
form of 15 questions for which answers constituted a four-point
scale (see items in Table 1). The first seven items addressed physical
performance (adapted from Nagi, 1969), the following three (used
in Srole et al., 1962; Gurin et al.,, 1960) addressed psycho-
physiological reactions as indicators of emotional performance, and
the last four items (from Haber, 1967) related to generalized symp-
toms which were believed to be manifestations of either/or both
physical and emotional limitations.

A factor analysis was computed to identify the underlying
dimensions and the loading values of the various items.' The com-
putation yielded two factors which are labeled ‘““‘Physical Perfor-
mance Scale” (PPS) and ‘“Emotional Performance Scale” (EPS).
The loading values of the 15 items in relation to the two factors
(Table 1) followed the expected pattern: the first seven loaded highly
on Physical Performance, the following three loaded highly on
Emotional Performance, and each of the last five loaded almost
equally on both factors.?

Two Dimensions of Disability

This study focused on disabilities in two of the most significant
spheres of social roles and activities—work and independent living.
To consider work disability first, an index measuring this dimension
was based on the actual work history of respondents and reported
difficulties in meeting the requirements of their roles in current and
previous jobs. The Work Disability Index (WDI) was constructed

'The technique used in factor analysis was an “Oblimin Oblique Rotation” as
specified in Nie et al. (1970). This type of rotation was used because of an assumed as-
sociation between physical and emotional performance. The value of delta used in this
analysis was equal to zero.

*All items were used in computing each of the two factors. Scores on each item were
standardized and then weighted through multiplication by the corresponding factor
coefficients. The standardized weighted scores were further adjusted by adding a con-
stant in order to eliminate negative values. Using a delta value equaling zero, the cor-
relation obtained between the two factors for the total sample was r = .60. Scores for
respondents on the resulting two scales ranged from zero to 7.49.
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only for persons between ages 18 and 64. It comprised three levels:

No Work Disability: Persons who are working regularly in jobs (36
hours or more), housekeeping, or school work, and reported no
limitations in current or previous work.

Limited in Work Roles and Activities: Persons who are working
regularly in jobs, housekeeping, or in school, but reported difficulties
in performing their current work or a change in jobs because of dis-
ability.

Vocationally Disabled: Persons who are out of the labor market
because of being disabled; are below 65 and have retired or left their
last employment because of disability; or who cannot perform
housekeeping or school work. This category includes a small number
of persons who, because of health problems, were working on a
limited part-time basis.

The second index measures limitations in independent living
and was based on a series of questions addressing ‘‘the need for help
in looking after personal needs such as dressing, bathing, eating, and
other daily activities”; ‘““‘the need for help in going outside the
residence””; and “the need for help in shopping and household
chores.” This Independent Living Index (ILI) was constructed for
all persons in the sample (18 and over) who were grouped into four
categories:?

No Limitations: Persons who reported no significant difficulty in
walking, going up or down stairs, stooping, bending or kneeling,
handling and fingering, reaching, and who were neither blind nor deaf.

Limited but Independent: Persons who reported significant difficulty
in walking, using stairs, stooping, bending or kneeling, handling or
fingering, reaching, or who were blind or deaf, but who require no as-
sistance in community living.

Needing Assistance in Mobility: Persons requiring assistance in

*Distinctions between the first two categories of this index (No Limitations and
Limited, but Independent) are based on responses to items used in constructing the
physical and emotional performance scales. We believe it is useful to distinguish peo-
ple falling within these categories. However, the two categories are combined in the
analysis of relations between the Independent Living Index and the two scales of
organismic performance. This assures the independence of the concepts and their in-
dicators, and avoids spuriousness in their relations.
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mobility outside the home or residence; they were also persons who
needed assistance in housekeeping, work, and shopping.

Needing Assistance in Personal Care: Persons requiring assistance in
activities of daily living such as clothing, feeding, and personal
hygiene.

Pathology and Impairment

Briefly defined, pathology is viewed as a condition of mobilization
of the organism’s defenses in the event of disease and injuries (Selye,
1956), impairment as an anatomical, physiological, intellectual, or
emotional abnormality or loss (Nagi, 1965). An impairment may
not be associated with active pathology such as in the case of healed
amputations and residual paralyses, or may be associated with
pathology as in hypertension and diabetes. The interview schedules
used in this survey included items seeking two types of data from
which inferences can be made regarding the existence and seri-
ousness of pathology and impairment. The first type of data is in the
form of responses to the question: ““In general, how would you judge
your health to be now? Would you say it is excellent, good, fair,
poor or very poor?”’ The second set of data identifies the health con-
ditions which underlie each of the specific limitations constituting
the physical performance and the emotional performance scales.* In
the absence of better analytical ways for evaluating the severity of
individual and combinations of conditions, the sheer number of con-
ditions mentioned will be used as a rough measure of severity. No
clinical examinations were performed in connection with this sur-
vey; information concerning pathology and impairment is limited by
the knowledge and recall of respondents.

Sampling Design and Data Collection

Data to be reported here were derived from a larger survey of dis-
ability and the interaction between organizations engaged in the
delivery of human services and related sectors of the population.

“‘The “health status” question was used in a variety of surveys including that of the
SSA referred to frequently here. The question about “the underlying health con-
ditions”” was used by the National Health Survey.
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The survey was conducted in 1972 and included 8,090 households
constituting a probability sample of the continental United States,
excluding Alaska (see Kish and Hess, 1969). One person (18 or over)
in each household was selected at random for personal interviews.
The survey yielded 6,493 (80.3 percent) completed interviews; 92
percent of the respondents were either household heads or their
spouses. Compared to persons 18 and over reported in the 1970 U.S.
Census, this sample includes 5.5 percent more females, 6 percent
fewer white males, 5.7 percent fewer single persons, and 2 percent
more persons 65 and older. Reasons for the 19.7 percent non-
completed interviews were: refusals by designated respondents or on
their behalf (11.2 percent), no contacts made with any members of
the household (2.8 percent), selected respondents unavailable (2.8
percent), and other miscellaneous reasons (2.9 percent). Data were
collected through personal interviews conducted by well-trained in-
terviewers on the field staff of the University of Michigan’s Survey
Research Center. Table 2 presents the demographic composition of
respondents.

Physical and Emotional Performance

Three approaches suggest themselves in creating categories out of
continua such as those represented by the sample scores on the
Physical Performance and the Emotional Performance Scales. The
problem is one of selecting appropriate points for defining the
categories. One way to establish these points is to divide the scale
into equal intervals. Thus, for example, to create four categories of
Physical Performance or Emotional Performance, the full range of
scores on each scale would be divided in four equal intervals.
Another way of categorization is through dividing the sample into
four equal groups regardless of the points on the scale that define
these groupings. While the first approach creates equal scale inter-
vals, the second results in equal categories of people; both represent
arbitrarily created classes. A third approach was used in this
analysis. Histograms representing the distributions of sample scores
were examined in order to identify forms of clustering and therefore
the natural points of differentiation among categories. The objective
was to arrive at more conceptually meaningful classifications by
*““carving at the joints™ to use Kaplan’s (1964) metaphor. Because of

il
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the association between the two scales (» = .60), points of differen-
tiation on them were similar. Minor adjustments were made by
bringing these points to scores representing the closest round
figures. Four categories resulted from this approach to classifica-
tion; they were labeled and defined as follows:

None or Mimimal Limitations..... Scores 0 to 1.99

Some Limitations .............ceven.n. Scores 2 to 2.99
Substantial Limitations .............. Scores 3 to 3.99
Severe Limitations .................... Scores 4 to 7.49

Table 2 presents the distributions of limitations in physical
performance in relation to a number of socio-demographic charac-
teristics. Substantial and severe limitations were reported by 9.7
percent of the respondents. The distributions show differentials for
age and education; and to a lesser extent for marital status, racial
background, and sex. To be noted are the particularly high rates of
“substantial’’ and ‘“‘severe’ physical limitations among persons 75
and over, and the relatively high concentration of these severer
limitations among persons with low formal education and widowed
respondents. The higher rates of severer limitations among the latter
two categories are in part a function of age—proportionately, more
of the widowed respondents and persons with lower education are in
the older age brackets. It is also important to note the association
between income levels and limitations in physical performance.
Underlying this relationship is “work disability”’ which, as will
become evident later, is significantly associated with limitations in
physical performance while it contributes greatly to reduction in in-
come (Haber, 1967; Gurin et al., 1960; Nagi, 1969). Finally, the
data presented in Table 2 show the strong influence of pathology
and impairment, as indicated by the number of health conditions
and the evaluations of health status, upon the respondents’ levels of
physical performance.

In order to assess the combined effects of the various indepen-
dent variables discussed above, and the amount of variance in
physical performance attributable to their collective influence, a
regression coefficient was computed. Scores on the Physical Perfor-
mance Scale constituted the dependent variable in the computations
presented in Table 3. Fully 62.02 percent of the variance in this
dimension of performance can be explained through the six indepen-
dent variables introduced to the analysis. As would be expected, in-
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TABLE 3
Regression Computation for Physical Performance

Multiple R? Simple
Variablesa R R’ Change

Number of Conditions 0.6944 0.4822 0.4822 0.6944 0.3285
Health Status 0.7725 0.5967 0.1145 0.6506 0.3283
Age 0.7858 0.6175 0.0208 0.4195 0.0082
Sex 0.7874 0.6201 0.0026 0.1162 0.0976
Education 0.7876 0.6202 0.0002 —0.3289 —0.0043

(Constant) 0.3600

N = 6438

aThe influence of “‘race” does not appear in the computation because of being lower than the cutting point in
the program used.

dicators of pathology and impairment accounted for a large propor-
tion of explainable variance (59.7 percent) with socio-demographic
variables adding very little explanation. In part, this reflects the as-
sociation of indicators of pathology and impairment with the socio-
demographic characteristics, which limits the additional contribu-
tions of the latter variables to explaining limitations in physical per-
formance. A regression coefficient for the influence of the four
socio-demographic characteristics by themselves shows that they ex-
plain 22 percent of the variance in Physical Performance.

The distributions of limitations in emotional performance in
relation to other characteristics of respondents are shown in Table
4. They exhibit a pattern similar to that of limitations in physical
performance, especially in regard to persons falling in the *‘severe”
categories. With the exception of sex differentials, the strength of
relations of emotional performance to other characteristics of
respondents are not as pronounced as those of physical perfor-
mance.

Again, through regression analysis it was possible to account
for 45 percent of the variance in emotional performance in terms of
relations to the two indicators of pathology and impairment and the
four socio-demographic variables shown in Table 5. As in the case
of physical performance, most of the variance explained in
emotional performance is accounted for by the number of ‘‘Health
Conditions” and the evaluation of ‘“Health Status.” Very little ad-
ditional variance is explained by introducing the socio-demographic
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characteristics. When used independently of the “Health Con-
ditions and ‘‘Health Status,” the socio-demographic
characteristics by themselves explain 8.5 percent of the variance in
emotional performance.

The expected overlap between the two dimensions of human
performance (physical and emotional) resulted in 2.4 percent of the
respondents reporting ‘“‘severe” limitations on the two scales, and
7.3 percent reporting ‘‘severe’” and ‘‘substantial” limitations on
both. At the other end of the continua, 31.5 percent of the sample in-
dicated “‘minimal” limitations along the two dimensions of perfor-
mance. No direct comparison can be made between the distributions
of scores discussed above and the findings of other surveys since
other studies used the two performance scales constructed in this
analysis. However, many of the items have been used earlier.

The relations shown between the scores and the socio-demo-
graphic characteristics are generally in directions similar to the
results of other surveys (Gurin et al., 1960; Haber, 1967). However,
the rates of prevalence of limitations and the strength of associa-
tions with socio-demographic variables may vary.

Work Disability

Because of the retirement of large sectors of the employed popula-
tion at the age of 65, indices related to work disability could be
meaningfully constructed only for persons below this age.
Therefore, this part of the analysis is confined to the 5,332 respon-
dents in the survey who were 18 to 65. As pointed out earlier, three
levels of work disability were identified to include persons who
reported ‘“‘no work disability” (89.4 percent), ‘“were limited in work
roles and activities’ (4.4 percent), or were “‘disabled” (6.3 percent).
Table 6 presents the socio-demographic organismic performance
and health characteristics of persons in the three categories of work
disability. To be noted is the higher proportion of the disabled
among blacks (more than twice that of whites), especially in view of
the much smaller differences between the two racial groups on
limitations in physical and emotional performance. This suggests
that limitations of equal severity along these two dimensions are
likely to affect the employment picture of blacks more adversely
than in the case of whites. Also to be noted are the high rates of
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TABLE 5
Regression Computations for Emotional Performance

Multiple R’ Simple
Variables R R’ Change R

Number of Symptoms 0.6047 0.3657 0.3657 0.6047 0.3016
Health Evaluation 0.6474 0.4191 0.0535 0.5124 0.3065
Sex 0.6629 0.4395 0.0203 0.1993 0.2642
Age 0.6723 0.4520 0.0125 0.1285-0.0066
Race 0.6732 0.4532 0.0012-0.0025 0.0960
Education 0.6733 0.4533 0.0001 —0.2060 —0.0030

(Constant) 1.4117

N = 6438

work disability among the widowed, and the separated or divorced.
While the former rates can be partially attributed to the older ages
of widowed respondents, the latter cannot be similarly explained.
The association of work disability with age, education, income, per-
formance scores, and health indices were to be expected, and con-
firm the findings of earlier surveys (National Center for Health
Statistics . . ., 1973; U.S. Bureau of the Census, 1972; Haber, 1967).
In an attempt to explain variance in work disability, a regres-
sion coefficient was computed utilizing eight independent variables.’
These included the two performance scales, the two health indices,
and four socio-demographic characteristics. As shown in Table 7, 38
percent of the variance in work disability is explainable through the
eight independent variables included in the equation. Intercorrela-
tions among the eight variables account for the small additional in-
crements of variance being explained beyond the influence of
Physical Performance. A regression analysis using the four demo-
graphic variables by themselves showed them independently to ac-
count only for 5.8 percent of variance in work disability.
Indications that work disability varies to a large extent in-
dependently of physical and emotional performance, and that the

sSince the Work Disability Index does not represent an interval scale, the variable was
dichotomized in the analysis by grouping together persons in the two categories of
“Limited” and “Disabled.” Even with this grouping, the number of cases in this
category constituted only 566 (10.7 percent) of the sample. This imbalance in propor-
tions was equalized for this analysis by selecting 566 cases at random from the 4,766
persons between 18 and 64 who had “No Work Disability.”
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addition of socio-demographic characteristics to the regression
equation still leaves about two-thirds of the variance in work dis-
ability unexplained, raise the important question of what other fac-
tors contribute to this form of disability. Answers to this question
were sought through comparisons of persons in different categories
of work disability while simultaneously controlling for the severity
of limitations in physical and emotional performance. The question
addressed to the data then was: Given the same degrees of limita-
tions on the two dimensions of performance, why do some people
become vocationally disabled and others do not? The analysis
revealed three sources of influence. To begin with, there were
problems characteristic of respondents, the influence of which was
neither fully expressed through measures of performance nor
through the socio-demographic attributes. Alcoholism constitutes
an example of such problems. While 28 percent of the frequent
“problem-drinkers’’ were among the disabled in work roles, only 6
percent of the respondents reporting infrequent or no problems with
drinking were so disabled. The direction of the causality is not en-
tirely clear in this case; while alcoholism can lead to work disability,
the reverse relationship is also probable.

Another factor that differentiated vocationally disabled and
nondisabled respondents with similar degrees of limitations in
physical and emotional performance was the introduction of job ad-
justments by employers or by the respondents themselves. Informa-
tion was sought in this survey about modifications in current jobs
for employed persons and in last jobs for unemployed respondents.
The question was connected to indications of needs for such
modifications because of physical, emotional, and mental condi-
tions. Table 8 presents a comparison between persons who were
“limited” in work roles and activities but continued to work and the
“vocationally disabled”” who were out of the labor market in regard
to whether or not work modifications were introduced into their
employment situations. The distinctions clearly show the associa-
tion of work modification with continuity in employment. Although
reports of work modification, change, and other adjustments were
more prevalent among the vocationally nondisabled than the dis-
abled in every level of physical and emotional performance, dif-
ferences in frequency were greatest when limitations in performance
were severe. This is to say that adjustments in work requirements
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seem to have been most effective for persons whose physical and
emotional limitations were seriously restrictive.

The third set of factors contributing to work disability com-
prised limitations in specific physical functions, namely, walking,
bending, and climbing. Although these functions were incorporated
into the scales of physical and emotional performance, the weights
these items were accorded in the scales were derived from their
loading values on the performance factors rather than their relations
to work disability. In this sense, the influence of limitations in these
three functions on work disability was not fully expressed through
the two performance scales.

The prevalence rates of work disability obtained in this survey
can be meaningfully compared to those reported by the National
Center for Health Statistics, the U.S. Census, and the Social
Security Administration. In these three surveys, the severest
category of work disability is variously defined to include people
who were identified by the NCHS as “‘unable to perform major ac-
tivity,” by the Census as being kept ““from holding any job at all”
because of health or physical condition, and in the SSA and the
present survey as ‘‘unable to work altogether or regularly.” Of les-
ser severity is a category that generally includes people who are in
the labor force but are limited in the type or amount of work they
can perform. Percentages of the U.S. population falling in these
categories are presented in Table 9. The marked differences in rates
reported by the NCHS when compared to those of other surveys are
largely due to the exclusion of housewives who are not in the labor
force from the question of ability to work.® Findings of the Census,
the SSA, and the present survey are fairly similar. The
small differences among them can be attributed to variations in age
composition, sampling designs, the instruments used in data collec-
tion, codification of responses, and in the times at which the surveys
were conducted.

The standard error for the proportions of “limited” and
“disabled” in the present survey is large because of the small size of
these groups in relation to the total population.” However, con-

¢A comparison of the 1970 Census and the 1973 NCHS surveys for males aged 45—64
shows similar proportions falling in the most severe category of work disability (7.2
percent and 7.6 percent, respectively). See National Center for Health Statistics
(1974).
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TABLE 7
Regression Computation for Work Disability

ultj ? i
Variables M k:ple R’ Chljnge S";'Qple

Physical Performance 0.5795 0.3358 0.3358 0.5795 0.1271
Health Status 0.6057 0.3668 0.0310 0.5370 0.0830
Number of Conditions 0.6125 0.3752 0.0083 0.4946 0.0321
Education 0.6148 0.3780 0.0029 —0.3072 —0.0094
Emotional Performance 0.6156 0.3789 0.0009 0.4678 0.0165
Sex 0.6159 0.3794 0.0004 0.0565 0.0192
Age 0.6162 0.3797 0.0003 0.2466 —0.0007
Race 0.6162 0.3798 0.0001 0.0673 0.0136

(Constant) 0.0723

N=1116

TABLE 8

Comparison of Respondents Limited in Work Roles and Activities
but Who Continued to Work and the Vocationally Disabled
Who Were Out of the Labor Market or Whether or Not
Work Modifications Were Introduced to Their Employment Situations

Limited in
Work Roles Vocationally Total
Work Modifications and Activities Disabled
N % N % N %
Modifications Reported 86 52.8 77 47.2 163 100.0
None Reported 146 36.2 257 63.8 403 100.0
Total 232 100.0 334 100.0 566 100.0
TABLE 9

Comparisons Among the Four Sets of National Data on Work Disability

Limited Severely Disabled Total
Survey (%) (%) (%)

NCHS (1969—70)
17—64 years of age 6.7 22 8.9
The Census (1970)
16—64 years of age 53 59 11.2
SSA Survey (1966)
18—64 years of age 4.9 59 10.8
Present Survey (1971)

18—64 years of age 4.4 6.3 10.7
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sistency in these proportions among major surveys (refer to Table
10) provides confidence in their approximation of the true values.
The prevalence rates of work disability obtained through the pres-
ent study lead to the following unweighted estimates:

U.S. Population Between
Ages 18 and 64 (1970) 100.0% 112,580,427

Persons Not Limited in
Work Roles and Activities 89.4% 100,629,842

Persons Limited in Work
Roles and Activities 4.4% 4,898,473

Persons Disabled 6.3% 7,052,112

Independent Living

Disability in living activities was assessed in terms of dependence-
independence in performing these activities. It has already been
mentioned that an Independent Living Index (ILI) was used to
group respondents into four categories in regard to this dimension
of disability: (1) not limited in performing these activities; (2)
limited, but independent; (3) needing assistance in outdoor mobility
and activities such as shopping and housework; and (4) needing as-
sistance in self-care activities such as bathing, dressing, feeding, and
the like. As shown in Table 10, these categories included 88.4 per-
cent, 6.3 percent, 3.5 percent, and 1.8 percent of the total sample,
respectively. The proportions of all persons with limitations, and
particularly those with needs for assistance, are associated positively
with age and negatively with educational and income levels. Par-
ticularly significant is the dramatic increase in the prevalence of
needs for assistance in mobility and self-care for persons 75 and
over. Compared with men, close to twice as many women need as-
sistance in both types of activities. In part, this is due to the age
structure where the ratio of women to men was higher in the older
age brackets. The influence of limitations in physical and emotional

Accepting 95 percent level of confidence, the sampling error for the proportions of
the sample with “No Work Disability,” the “Limited” and the *“Disabled’’ are 1.0
percent, 5.1 percent, and .8 percent, respectively.
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TABLE 11
Regression Computation for Independent Living

Variables® Mugtple R’ Chljnge S";liple

Physical Performance 0.8462 0.7161 0.7161 0.8462 0.2093
Age N 0..8537 0.7290 0.0129 0.5384 0.0030
Number of Conditions 0.8565 0.7336 0.0046 0.6479 0.0248
Sex 0.8584 0.7368 0.0032 0.1790 0.0664
Race 0.8697 0.7390 0.0022 0.0384 0.0631
Emotional Performance 0.8609 0.7411 0.0021 0.5549—0.0372
Health Status 0.8621 0.7432 0.0021 0.6679 0.0287

ggonztgant) —0.3493

= 683

8The influence of “education” does not appear in the computation because of being lower than the cutting point
in the program used.

performance, and of health indicators, upon independent living is
clearly reflected in Table 10.

Fully 74.3 percent of the variance in independent living can be
explained through the two performance factors, the two health in-
dicators, and the four socio-demographic variables included in
Table 11.* The intercorrelations among the independent variables
limit the additional increments of variance explained through the
addition of each of the variables beyond physical performance.
However, an independent regression computation shows that age,
sex, race, and education, by themselves, account for abour 31 per-
cent of the variance in capability for independent living.

The relations between indices of Independent Living and Work
Disability can only be described for respondents below 65 because
the latter index is limited to these age groups. Of the 5,332 persons
between the ages of 18 and 64, 4,637 (87 percent) reported no dis-
abilities in either set of roles and activities, and 105 (2.0 percent) in-

$Since the Index of Independent Living does not represent an interval scale, the
variable was dichotomized by grouping together persons who reported needs for as-
sistance into one category. This category remained relatively small, comprising 347
persons (5.3 percent). In order to equalize the two groups, a sample of 347 was
selected at random from the 5,740 persons who reported no needs for assistance and
who constituted the other group in the analysis. It should be noted also that grouping
the first two categories of this index together eliminates the overlap with indices of in-
dividual performance, which distinguished between them, and thus eliminates

spuriousness in this step of the analysis.
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dicated severe disabilities along both dimensions. These persons
were disabled as far as work is concerned and also needed assistance
in living. Of 152 persons requiring assisted living: nine (5.9 percent)
had no work limitations, 38 (25.0 percent) were regularly engaged in
full time work but with limitations in roles and activities, and 105
(69.1 percent) were not working because of disability. On the other
hand, of the 334 vocationally disabled persons, 105 (33.4 percent)
were in need of assisted living. In summary, to a large degree, the
two dimensions of disability vary independently, and assisted living
is more predictive of work disability than vice versa.

Based on the distributions of levels of dependence-inde-
pendence in living activities obtained through this survey, and the
size of the U.S. population in 1970, the numbers of persons falling in
each of the categories of this index can be estimated as follows:

U.S. Population in 1970

(18 and over) 100.0% 131,679,216
Persons Not Limited in

Living Activities 88.4% 116,408,232
Persons Limited, but

Independent 6.3% 8,233,757
Persons Needing Assistance

In Outdoor Mobility, 3.5% 4,664,446

Shopping, and Housework

Persons Needing Assistance
in Personal Care 1.8% 2,372,781

Summary and Conclusions

This report presented the findings of an epidemiological analysis of
disability among adults in the noninstitutionalized continental
United States population. Data were derived from a survey of a
probability sample of persons 18 and over. Interviews were com-
pleted for 6,493 respondents representing 80.3 percent of persons
comprising the sample. The conceptual framework was organized
around distinctions among the concepts of pathology, impairment,
levels of performance of the organism, and disability. Central to the
study were indices for two dimensions of performance (Physical and
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Emotional), and of disability (Work and Independent Living). A
number of socio-demographic characteristics were included in the
analysis.

The results showed the relative contributions of pathology and
impairment, as indicated by the number of health conditions
reported and the respondents’ evaluations of their health status, to
the levels of physical and emotional performance. Furthermore, it
was possible to account for 38 percent of the variance in work dis-
ability and 74 percent of dependence-independence in community
living through the influence of levels of performance, health condi-
tions, and four socio-demographic characteristics. “Physical Perfor-
mance” figured prominently in explaining variance in both Work
Disability and Independent Living activities. The comparatively
weaker role displayed by ‘“‘Emotional Performance” could be, at
least in part, a result of society’s tendency to more readily in-
stitutionalize persons with severe emotional limitations than those
with severe physical limitations. In this sense, the sample of non-
institutionalized populations in this analysis represents a truncated
distribution of levels of emotional performance with the most severe
categories being excluded because of institutionalization. The in-
dependent contributions of the four socio-demographic variables
(age, sex, race, and education) upon disability were also assessed.
They accounted for 6 percent of the variance in Work Disability and
31 percent of that in Independent Living. Age, education, and in-
come levels were most consistent in their relations to health condi-
tions, physical and emotional performance, and the two dimensions
of disability.

The degree of independence in variance exhibited by the indices
of disability, limitations in physical and emotional performance,
and the health conditions of respondents confirm the utility of dis-
tinctions made among these concepts. Differences in the amounts of
variance in Work Disability (38 percent) and Independent Living
(74 percent) explainable through individual attributes demonstrate
the sensitivity of indices used in measuring these forms of disability.
To a greater extent, work disability depends upon a variety of en-
vironmental factors such as the requirements of work roles, the
labor-market demands, and the attitudes of employers. The sig-
nificance of factors in the work environment was illustrated by the
influence of job modification and change upon continuing employ-
ment on the part of respondents. Finally, it can be concluded that



466 Fall 1976 | Health and Society / M M F Q

the consistency in rates of work disability reported in the U.S. 1970
Census, the Social Security Survey of Disabled Adults, and this
study attest to the reliability of available measures. Using
prevalence rates yielded through this study and the 1970 U.S.
Census data for the noninstitutionalized population, estimates were
computed for the numbers of people 18 and over who fall within the
various categories of work disability and independent living.

Saad Z. Nagi, PH.D.

Mershon Center

The Ohio State University

1250 Chambers Road, Suite 130
Columbus, Ohio 43212
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