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Executive Summary

The nation's hedlth care system has changed dramatically during the
past two decades. Hedth policy makers and researchers have a compelling
need for more and better data on a number of issues if they are to under-
stand and solve the current health care problems facing the nation. The
nationa hedth satistica systems have not kept pace with the changing and
increasing demand for information that this rapidly evolving health care
delivery environment has generated. The gaps in information on a wide
aray of issues concerning health are growing. The current nationa data
systems are becoming outdated. They do not provide the information need-
ed to adlow researchers and policy makers to assess adequately the effect of
changes in the financing, organization, and delivery of health care, or the
impact of other social and economic trends, on the appropriateness, quality,
cogts, and outcomes of care.

Recognizing that existing national data systems need to be more re-
sponsive to the changes occurring in the hedth care system, the National
Center for Hedth Statistics (NCHS) in the U.S. Public Health Service is
developing a plan for restructuring its existing surveys of hedth care pro-
viders and service settings into what it has chosen to call an integrated
National Health Care Survey. Under its plan the National Heath Care

‘The surveys are the Nationa Hospital Discharge Survey, the Nationa Ambulatory Medical
Care Survey, The Nationd Nursing Home Survey, and the National Master Facility Inventory.
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2 TOWARD A NATIONAL HEALTH CARE SURVEY

Survey will build on the existing provider surveys, which will be merged
and expanded over time and geographically linked with the National Health
Interview Survey (NHIS). The am of this proposed new survey is to pro-
vide a more complete and useful picture than now exists of the provision of
medical care in the United States. The main features of the NCHS plan are:

« To conduct the survey on an annua basis;

To expand the coverage of types of hedlth care providers and health
service settings to include hospital emergency and outpatient de-
partments, ambulatory surgery centers, home health agencies, and
hospices;

To revise the sample design using a three-stage cluster design in
which a subset of the primary sample of the NHIS will be used to
select the sample for the independently designed provider-based
surveys, and

To develop a capability to conduct follow-up studies to examine
issues related to outcome and subsequent medical care.

NCHS requested that the National Academy of Sciences and the Insti-
tute of Medicine convene a pand of experts to evaluate their plans for the
National Health Care Survey. The panel was asked to undertake two major
tasks in this evauation:

(1) Identify the principal current and future needs for health care data
by public and private policy makers, heath care providers, hedth
service researchers, and others and

(2) Determine the extent to which the proposed survey can meet identi-
fied needs for data given the statistical aspects of the proposed
survey, such as sample design, sample size, data collection meth-
ods, and data sets.

This report responds to this request. It reviews the main features of the
proposed survey from two perspectives. the extent to which the survey would
enable NCHS to meet the changing data needs associated with the hedth care
policy issues identified by the panel, and the technical features of the plan in
its current stage of development. It goes beyond a simple review of NCHS
plans, however, to suggest a broader strategy for the surveys that the panel
believes will more nearly meet the needs of the hedth care system.

The pand’s maor findings and conclusions based on this review and its
deliberations are summarized below, followed by the text of its recommen-
dations.
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FINDINGS AND CONCLUSIONS

In reviewing the key features of, and developments in, health care and
the array of national health data sources available, it became clear to the
pand that, although there is an abundance of data collection activities in
this nation, they often are uncoordinated and are sometimes duplicative. .
Moreover, they do not provide the full range of statistical information need-
ed to monitor and evaluate changes in the availability, financing, and quali-
ty of health carein order to meet today’ s challenges, let alone the challeng-
es of the next century.

It also became clear to the pand that no single survey is likely ever to
meet all the criteria, address al the technical problems, or meet all users
needs for data. In order to be able to meet future demands for informa-
tion, a coordinated and integrated system of health care data collection
activities involving several organizational entities is required. Collective-
ly such a data system should be flexible enough to adapt to the changesin
the health care system as they occur and to meet special needs on an ad
hoc basis.

NCHS Plan for a National Health Care Survey

The panel commends NCHS for taking the first steps in restructuring
and expanding the existing health provider surveys to enhance the amount
and kind of information available about health care events. The panel
endorses the concept of a National Health Care Survey integrated with the
National Hedlth Interview Survey to monitor the nation’s hedlth, illness,
and disability; the use of and costs of care by incident and episode; and the
outcomes and cost-effectiveness of the services provided. Such monitoring
and evauation should broadly examine both general and mental health and
related disabilities.

The panel has reviewed the main features of the survey as proposed in
the NCHS plan. In its judgment the plan in its present stage of development
does not provide the capacity to address important questions about the in-
terrelationships between the health status of individuals and the patterns
and cost of health care services they receive from a broad range of health
care providers and service settings over time. Therefore the panel believes
that it isimportant for it to provide guidance that would redirect the plan-
ning process. Thetiming is also opportune, since NCHS is currently in the
midst of planning the 1995 redesign of NHIS, which will affect NHIS data
collection for several years. NCHS should take into consideration the pan-
el’s recommendations relating to their plans for the proposed National Health
Care Survey in reaching fina decisions on the NHIS redesign. The panel’s
major findings and conclusions follow:
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The panel supports the annual data collection schedule planned by
NCHS, but it is concerned about further reducing the aready small
sample sizes to offset increased costs, Such action will further
aggravate the existing problems of producing estimates for subpop-
ulations, for rare diseases and diagnoses, and for subnationa lev-
els. NCHS proposes to address that problem by aggregating data
over more than a year. Such multiyear aggregation of data may be
less appropriate for characteristics that are not stable across years.
It will also affect the timeliness of data production and analysis.
Moreover, the panel seriousy doubts the possibility of producing
small-area estimates even with the proposed aggregation of data
over multiple years.

The panel endorses the center’s plan to extend coverage of the
health care provider surveys to include additional health care set-
tings that have emerged in recent years. However, further exten-
sions are needed to include a fuller range of providers than current-
ly planned-both physicians and nonphysicians. Examples of these
would include dentists, psychologists, occupationa therapists, phar-
macists, podiatrists, chiropractors, nurses, nurse practitioners, phy-
sician assistants, nurse midwives, and optometrists, all of whom
deliver some form of health care. The panel aso finds the exclu-
sion of federal hospitals and long-term care hospitals a serious de-
ficiency in the present plan.

Although the panel is in general agreement with the topics current-
ly included in the hedth care provider surveys, it finds the content
inadequate to meet the data needs for the current and future health
care policy issues. Some of the key issues not addressed in the
center’s plan are summarized below:

— Information on longitudinal dimensions of care is of critical
importance to assess the effects of treatment, but current data
sets do not permit data aggregation to depict meaningful pat-
terns of care over time. Person-based data are needed on health
care received by individuals over time and over the entire pro-
gression of an episode of illness.

— The cost of care is one of the most, if not the most, important
hedlth policy issues confronting the nation today, yet hardly any
information is collected by NCHS in the heath care provider
surveys on payers or health care costs and expenditures, includ-
ing the component paid by insurance. Section 306 of the Public
Health Service Act, which provides the statutory mandate for
NCHS, lists the specific areas in which statistics are to be col-
lected. These mandated areas cover health resources, the utili-
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zation of hedlth care, and health care costs and financing, in-
cluding the trends in health care prices and costs, the sources of
payments for health services, and federal, state, and local gov-
ernment expenditures for health care.

— Data on readmissions to hospitals and multiple visits to ambula-
tory care settings are not available because the information ob-
tained is on discharges and visits in the provider surveys and
not on persons.

— A major limitation, not only of NCHS surveys but of virtually
all data sets about health care services, is the lack of detailed
information on the tests and services performed during the vari-
ous treatment events. The addition of such data from medical
records or charts to the content of the survey is critical to re-
search related to the appropriateness of care, the outcomes and
efficacy of treatments, and the costs of treatment.

As stated earlier, a central feature of the center’s plan is to link geo-
graphically the sample selection of the provider surveys with the sampling
design of the NHIS by using a subsample of the NHIS primary sampling
units to select the samples for the independently designed provider surveys.
NCHS hasidentified several potential advantages of the revised design:

The panel concludes that there may be some practical advantages to
having the provider surveys and the NHIS conducted in the same
primary sampling units (PSUs). There may be efficiencies in shar-
ing data collection staff, athough the real benefits cannot be as-
sessed until the actual strategies for data collection are fully in
place. Furthermore, the assumed cost saving of having the health
care providers geographicaly clustered needs to be demonstrated.
The trade-off between reduced costs through use of a clustered
provider sample and the impact of this design on the efficiency of
the sample aso needs to be examined in greater detail.

NCHS has given considerable thought to the concept of an integrat-
ed National Health Care Survey and has presented arguments that
its plan implies integration. Although the panel supports the use of
the NHIS PSUs as an important first step, it emphasizes that simply
conducting the provider surveys in the NHIS PSUs does not by
itself result in a meaningfully integrated survey.

The panel is skeptical about the assumptions of increased analytic
utility resulting from geographic linkage, and it doubts there is
benefit in defining the PSUs in terms of health service areas. There
are several problems associated with the definition of hedlth ser-
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vice areas across a range of hedth services and health care provid-
ers that need to be researched before the utility of this kind of
analysis can be assessed. The hedth service area concept, of course,
can be used in andyses of NCHS survey data without using the
concept to define PSUs.

¢ The NCHS plan for a National Hedth Care Survey includes devel-
opment of the capability to conduct routine and specialized patient
follow-up studies of the sample event-visit, discharge or admis-
sion-to obtain information beyond what is available in provider
records. Although the follow-up design described by NCHS poten-
tially adds somewhat to the value of the data currently being col-
lected, in the pand’s judgment the key issue is the appropriateness
of an event-based sample for follow-up studies. A major limitation
of the National Health Care Survey as presently designed is that
all the provider surveys begin with a sample of events and not
with a sample of persons. This is not an efficient design for pro-
ducing person-based statistics. Many health conditions produce
multiple visits to an ambulatory care setting; NCHS needs to deter-
mine the extent of the confounding problem resulting from the use
of an event-based survey. There are aso satistica problems that
need to be resolved, arising from the fact that an individual’s chance
of selection in the sample depends on the number of hedth care
events he or she had for the condition.

In conclusion, the panel endorses the primary objective of the planned
survey “to produce annual data on the use of hedth care and the outcomes
of care for the major sectors of the hedth care delivery system. These data
will describe the patient population, medical care provided, financing, and
provider characteristics.” The panel is concerned, however, that, as cur-
rently designed, the survey appears to be limited mostly to modest modifi-
cations and expansions in coverage and content of the existing hedth care
provider surveys with minimal, if any, true integration of design or data. If
the center's objective is to move in the direction of an integrated survey
design to provide comprehensive hedlth care data that are urgently needed,
especialy on the key dimensions of access, expenditures, illness episodes,
and outcomes, in the opinion of the panel, it must move beyond the event-
based sampling procedures that are proposed in its plan.

Design Framework for a National
Health Care Data System

In reviewing the features of the NCHS plan, the pane concludes that,
even taking the panel’s recommendations for changes and improvements in
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the current plan into account, the center’ s vision for a National Health Care
Survey falls short of meeting anticipated information needs for the critical
years ahead and into the next century. Long-term strategy requires consid-
eration of further, more fundamental restructuring of the surveys to produce
a plan that is flexible enough to adapt to changes and to new and rapidly
emerging needs for hedlth care data.  Such a strategy requires a more inte-
grated and a more visionary course of action than currently set forth by
NCHS. As stated at the outset, no one survey can meet all the requirements
and provide answers to al the important health care questions, but consider-
ably more can be done than has been proposed by NCHS thus far.

The panel believes that there is need to develop an integrated data
system with linkage capability at the individual leve that includes a variety
of approaches, including surveys of specific types of health care providers
and health care settings, follow-up of individuals seen for specific condi-
tions by specific types of providers in specific settings, longitudina surveys
of the household and nursing home populations, and possibly surveys of
episodes of illness. In addition, there is need for improved collaboration,
coordination, and integration of health care data collected by NCHS and by
other agencies of the U.S. Department of Health and Human Services.

The pand therefore recommends a more ambitious course of action that
will provide the basis for aflexible, long-term data collection strategy, one
that encompasses most of the features of the present NCHS plan, but that
cals for a significant long-term expansion in the breadth and depth of
information to be gathered through atruly integrated National Health Care
Data System.

This report presents the panel’ s strategy for achieving these objectives,
not so much as a specific design but as a design framework for an integrat-
ed National Health Care Data System within which a variety of survey
approaches linked to the NHIS can be developed, and from which a broad
range of health-related information needs can be met. This approach would
provide not only new data, but also abasis for linkage of data on a popula-
tion-based sample of individuals with data on their health care providers.
The pandl believes that, taken as a totality, its recommended course of
action represents the appropriate and preferred direction for the National
Hedth Care Data System.

The pandl’ s proposed design framework has four key elements:

(1) Changing the origin of the provider samples from listings of pro-
viders and service settings developed and maintained by NCHS to
identification of providers and service settings by respondents to
the NHIS (at least for those health care providers not currently
included in the provider inventories maintained by NCHS). This
NHIS-based approach offers rapid identification of emerging health
care providers and service settings, which is just not possible with
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the current approach of developing and maintaining national inven-
tories for given types of providers to serve as sampling frames.

(2) Sampling from the NHIS respondents to gather longitudinal per-
son-based data on the hedlth status and health care sought and re-
ceived by individuals, including what services were provided by
which providers, aong with the associated costs and expenditures.

(3) Modifying the sampling design of the National Nursing Home Sur-
vey (NNHS) to collect longitudina data from the ingtitutionalized
population on hedth care utilization from providers other than the
nursing home.

(4) Generating a sample of episodes of illness from respondents to the
NHIS and the NNHS. These respondents with an episode of illness
will be followed over a period of time to collect data from both the
respondents and their health care providers on the process of hedth
care, the utilization of providers, and costs and expenditures associ-
ated with the episode.

The pand recognizes that, despite its many potential benefits, adoption
of the recommended design framework raises several important issues on
various aspects that would require careful examination and resolution as to
feasibility and costs prior to making final decisons on the details of the
design. Many of the issues identified are related to some of the screening
and patient follow-up procedures. Perhaps the most important pertain to the
ability: (1) to identify visits to specific providers, (2) to obtain information
making possible contact with identified providers, (3) to obtain permission
from patients to contact the providers they have identified and to access
their records, and then (4) to successfully enroll the providers and the pa
tients in the survey.

Although the concept of the episodes of illness as a unit of anayss is
attractive and such data would prove to be a very valuable analytical
database, especially for medical effectiveness research, the panel recog-
nizes that experience with its application is limited and problematic, espe-
cially as it applies to chronic illness episodes. Developing the capability
to generate data on episodes of various types of illness raises important
and complex methodological issues associated with the definition, classi-
fication, and measurement that should be researched by NCHS in collabo-
ration with the Agency for Health Care Policy and Research in a systemat-
ic manner.

The panel concludes that NCHS should establish a research agenda to
examine the issues on the various aspects of the proposed design framework
prior to making final decisions on the specific details of the design.
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The panel outlines a phased multiyear strategy starting in 1992 for
implementing its proposed data content, coverage, and design framework
for a Nationa Hedlth Care Data System.

Coordination and Resource Considerations

In the course of the study the panel has noted severa issues not directly
addressed in its charge, some broadly related to the activities of NCHS and
others that go beyond to the structural issues of collaboration and coordina
tion of data gathering and analysis within the Department of Hedth and
Human Services. The panel strongly believes that these broader issues must
be addressed in the context of this report because the successful implemen-
tation of an integrated and effective National Hedlth Care Data System will,
to a large extent, depend on their resolution.

The panel believes that the concept and operations of the proposed
National Health Care Data System should undergo external review by a
panel of experts from outside the government. Furthermore, the pand has
found that the internal analytical capabilities of NCHS, especialy in its
survey divisions, have been reduced in the past several years. This not only
affects the timely analysis and interpretation of data collected, but also
leads to the inability to anticipate important issues and to respond to them.
The panel believes that, if not corrected, this deficiency will impair the
ability of NCHS to implement the Nationa Hedth Care Data System.

The pand further notes the fragmented state of the federal hedlth detis-
tics activities and concludes that the Department of Health and Human
Services needs to undertake a magjor review of the vast array of its data
collection activities related to hedth care with the objective of developing a
comprehensive and coordinated plan for establishing an efficient and cost-
effective structure and organization for health care statistics.

Finally, the panel emphasizes that without infusion of substantial new
resources the course of action charted in this report cannot be accomplished,
and the nation will continue to fall further behind in meeting its hedth care
data needs. Health care data are of interest not only in terms of the general
functions of NCHS, but more importantly in terms of specific use and inter-
est in the establishment and evaluation of federal policy in hedth care. The
panel considers the immediate implementation of its recommendations jus-
tified in view of the importance of health care information to the Congress and
the executive branch in the establishment and evaluation of federal hedlth care
policy, as well as to the states and society as a whole as they cope with the
significant changes in the organization and delivery of hedth care.

The panel recommends a considerably expanded data collection effort
and a redesign strategy that will yield significantly more useful data than
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are currently available. An underfunded program cannot meet the needs of
society effectively. In the final analysis, the commitment and institutional
support of the secretary of the Department of Health and Human Services,
the Office of Management and Budget, and the Congress are all essentia to
the successful implementation of a comprehensive integrated health care
datistics  strategy.

RECOMMENDATIONS

On the basis of its findings and conclusions the panel provides three
categories of recommendations: (1) on the plan submitted by NCHS for
review, (2) on the design framework for an integrated National Hedth Care
Data System, and (3) on coordination, advice, and resource considerations.
The text of the panel’s recommendations, grouped according to these cate-
gories, follows, keyed to the chapter in which they appear in the body of the
report.
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RECOMMENDATIONS ON THE NCHS PLAN

Recommendation 3-1. The panel endorses the NCHS
plan to conduct the provider surveys on an annua basis.

Recommendation 3-2: The panel recommends that NCHS
extend its coverage of providers of hedlth care to in-
clude a fuller range of health providers than currently
planned-both physicians and nonphysicians, al of whom
provide some form of hedlth care. The panel further
recommends that the universe for the hospital care com-
ponent be extended to include long-term care hospitals
and federal hospitals.

Recommendation 3-3: The panel recommends that NCHS
put in place a mechanism for devel oping criteriaand for
setting data collection priorities across the full range of
health care providers and service settings, and that this
mechanism and process be dynamic and include periodic
review and revisions of both the criteria and coverage as

necessary.

Recommendation 3-4: The panel recommends that the
Nationai Health Care Survey include collection of per-
son-based longitudinal information, expanding the data
collected to include, but not be limited to, information
on the health care received, costs and gross expendi-
tures for health care, and outcomes.

Recommendation 3-5: The pand endorses the NCHS
decision to use the primary sampling units from the Na-
tional Health Interview Survey for the National Health
Care Survey, to retain their existing definition at this
time, and to continue the needed research in this area.
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RECOMMENDATIONS FOR A DESIGN FRAMEWORK
FOR THE NATIONAL HEALTH CARE DATA SYSTEM

Recommendation 4-1: The pane recommends that pro-
viders other than those currently covered-i.e.,, short-
term hospitals, office-based physicians, and nursing homes—
be surveyed using provider samples generated from the
list of providers visited by respondents to the National
Hedth Interview Survey as identified through the sur-
vey screening.

Recommendation 4-2: The panel recommends that NCHS
examine the feasibility and utility of selecting its sam-
ples of short-term hospitals and office-based physicians
from inventories of each of these types of providers vis
ited by respondents to the National Health Interview Survey
and identified through the survey screening.

Recommendation 4-3: The panel recommends that NCHS
develop and implement, as a component of the Nationa
Health Care Data System, a continuous, longitudinal survey
of hedth care utilization and expenditures, and their health
care providers, using cohorts of individuals selected from
among National Health Interview Survey respondents.

Recommendation 4-4: The panel recommends that NCHS
develop and implement a survey capability to obtain lon-
gitudinal data for cohorts of residents of nursing homes,
while ingtitutionalized, on their use of and expenditures
for hedth care received from providers other than the
nursing home itself. NCHS should explore the possibil-
ity of obtaining this information for residents of other
long-term institutions.

Continued
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Recommendation 4-5: The panel recommends that NCHS
undertake research in collaboration with the Agency for
Health Care Policy and Research’ to examine the meth-
odological issues of definitions and classifications and
to determine the feasibility of using the National Health
Interview Survey and the National Nursing Home Sur-
vey to generate a sample of episodes of illness; the sam-
ple should be followed longitudinally to collect data on
the associated medical care use for the episode from
both the sample of individuals and the health care pro-
viders.

Recommendation 4-6: The panel recommends that NCHS
conduet research and develop procedures for data sys-
tems that enable linkage of health care outcomes to health
care received and health care costs. The pandl further
urges NCHS to examine the feasibility of collecting health
insurance claims files from both private and public in-
surers for individuals included in the samples from the
National Health Interview Survey and the National Nursing
Home Survey selected to study health care utilization
and costs.

‘Recommendation 4-7: The pane recommends that NCHS
take into serious consideration the recommendations in
this report relating to the National Health Care Data
System before reaching final decisions on the 1995 re-
design of the National Health Interview Survey.

Recommendation 4-8: The panel recommends thatNCHS
establish a research agenda to determine the feasibility of
its recommended course of action. If found feasible, the
pand recommends that NCHS adopt the proposed design
framework (with adjustments as warranted by the re-
search) for aNational Health Care Data System.

13
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RECOMMENDATIONS RELATING TO COORDINATION
AND RESOURCE CONSIDERATIONS

Recommendation 5-1: The pand recommends that a
continuing external oversight group of hedth care pro-
fessionals be established to monitor and advise NCHS
and the Department of Headth and Human Services on
the overall directions and scope and content of the Na
tiona Health Care Data System, in the context of the
agenda set forth by the panel in its proposed strategy for
implementation.

Recommendation 5-2; The panel recommends that an
externa technical committee of relevant experts be es
tablished during the planning and implementation phase
to help plan and review the research needed to complete
the proposed design; to identify the priorities for feas-
bility and research projects; and to monitor the progress
made by NCHS in completing the research agenda and
implementing the recommended design for a National
Health Care Data System on schedule.

Recommendation 5-3: The pand recommends that the
Department of Health and Human Services establish an
ad hoc external high-level committee, comprised of per-
sons who have distinguished themselves in the field of
hedlth care statistics, survey and sampling methods, and
the provision of heath services, to undertake a compre-
hensive review of the health care statistics activities through-
out the department and report its findings directly to the
secretary.

Recommendation 5-4: The pand recommends that the
Department of Health and Human Services ensure that
sufficient resources for maintaining capability for anal-
ysis and dissemination of the data collected be included
in the resources alocated for the Nationa Health Care
Data System.

Recommendation 5-5: The panel recommends that ad-
equate funds for operating the Nationa Health Care Data
System, estimated to be no less than $2530 million per
year, be included in the appropriated budget of the Na
tional Center for Hedlth Statistics.




| ntroduction

Health care in the United States has become an extremely complex and
expensive activity. Over the past several years, several important changes
have been taking place in its ddlivery and financing; more changes are
expected in the future in a continuing effort to meet the health care needs of
the population at affordable costs. Clearly we need, now more than ever
before, relevant and timely data to guide policy makersin making informed
decisions regarding the health status of our nation and the effectiveness and
efficiency of its health care ddivery system. Unfortunately, for a variety of
reasons, existing sources are unable to address fully a number of areas of
health policy interest and are capable of providing only part of the informa-
tion needed to evaluate changes in the organization, financing, and delivery
of health care. Current surveys are inadequate, for example, in their cover-
age of emerging sites of medical care; in measuring the impact of change on
the quality, effectiveness, and outcome of medical care; in tracking persons
across hedlth care settings; and in addressing the health care needs of the
poor, minorities, and those without adequate health insurance.

Data are needed to measure the degree of shift from traditional to alter-
native health care settings and to provide national estimates for types of
care delivered in these new settings, in order to continue to provide basic
information on the supply and use of health services and health care tech-
nology. Data obtained from existing surveys are becoming less definitive
as patients and treatments shift to other settings.

15
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There is need also to assess the impact of changes, such as the introduc-
tion of new technologies in the practice of medicine, and to assess the
change in the hedth outcomes that are brought about by modifications in
financing and organization of such care. Data are needed on the differences
in health outcomes between different geographic locations of surgery or
other care in terms of subsequent ingtitutionalization, mortality, or illness;
differences in outcome from alternative treatments or technologies employed
for the same diagnosis, and the impact of declining inpatient lengths of
stay, for various diagnoses, on subsequent readmission, other care, and health
outcomes. To be responsive to those needs and to others in the future, the
statistical design for our data systems must have the flexibility, which they do
not now have, to adapt to changes in the health care system as they occur.

Recognizing that our nationa data systems have been unable to keep
pace with the changes occurring in the hedlth care system in the past de-
cade, the National Center for Hedth Statistics (NCHS), in the U.S. Depart-
ment of Heath and Human Services (DHHS), has developed plans for revi-
sion, expansion, and coordination of their data collection activities on health
care utilization that currently are carried out in separate, independently de-
signed, national provider-based’ surveys. They have named this group of
data collection activities the Nationa Heath Care Survey.

PANEL’S CHARGE AND ITS APPROACH

To obtain guidance in the development of national health care data for
the 1990s and the decades to come, the director of NCHS requested that the
National Research Council through its Committee on Nationa Statistics and
the Board on Hedth Care Services of the Institute of Medicine convene a
panel of experts to evaluate its plan for the National Health Care Survey.
The Panel on the National Health Care Survey held its first meeting in
February 1990.

In order to evaluate the proposed plan for a National Health Care Sur-
vey, the panedl was asked to carry out two major tasks:

(1) Identify the principal current and future needs for health care data
by public and private policy makers, health care providers, hedth
service researchers, and others and

(2) Determine the extent to which the proposed survey can meet identi-
fied needs for data given the dtatistical aspects of the survey such as
sample design, sample size, data collection methods, and data sets.

IThroughout this report, use of the term provider includes both the individual heath care
provider and the facility or service setting where health service is provided.
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In formulating its recommendations, the panel found it necessary to
consider more than just the four provider surveys currently included in the
center's plans for the National Health Care Survey (the center’s formal plan
is reproduced in Appendix A). The pandl’s consideration therefore includ-
ed the other data systems of the center, such as the National Health Inter-
view Survey, within the umbrella of the integrated design framework, as
well as issues of a more general and broad nature than those outlined above.
The panel aso considered it important to address some of the basic issues
concerning the interna capacity of the NCHS, the need for increased col-
laboration and integration of data systems among the DHHS agencies, and
the efficient and coordinated use of resources in the development and anal-
ysis of health care statistics within DHHS.

To address its charge in a systematic manner, the panel decided early in
its deliberations to obtain the views of a wide group of users, policy mak-
ers, and other interested parties. Asafirst step in this direction, an infor-
mal survey of users was conducted. Focused group interviews were con-
ducted of selected federal health officials, legidative staff, researchers, and
state vital and health statisticians. The interviews followed a protocol de-
veloped to ensure that all issues were discussed during the interviews. De-
tailed notes of the interviews were prepared for the panel’s review and
discussion. Views of more than 70 people representing a wide variety of
organizations were obtained in this manner. The findings of the survey of
users and the interview guide used for the group meetings are summarized
in Chapter 2 and appear in full in Appendix B. The panel also obtained the
views of usersthrough oral presentations at its meetings; representatives of
the various federal agencies that have an interest in health care data and
others were invited to express their needs for data and to comment on their
use of the existing data systems.

The pand reviewed an extensive body of material: planning docu-
ments; internal memoranda; relevant internal documents related to design,
redesign plans, and other material provided by NCHS and other department
officials during the course of the study; as well as historical documents and
publications relating to the surveys under consideration. Literature on the
changes in the health care system in the United States also was reviewed.

In response to its charge, the panel developed a set of recommendations
for the content, coverage, and design for a data system for this decade and
into the next century. Some aspects of the panel’s proposals are similar to
those contained in the center’s current plans, with some modifications and
expansion. Other proposals, however, reflect important conceptual and op-
erational recommendations that go beyond the current plans and are intend-
ed to enhance the capability of the data system to serve the nation’s needs
for statistical information about its health care system. Although the modi-
fications to the plan that are proposed cannot be accomplished immediately,
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the pand believes that the center should begin the phased implementation
of these recommendations without delay. The panel’s proposas are intend-
ed to provide a comprehensive, integrated, yet realistic package that should
be phased in as a whole.

ORGANIZATION OF THE REPORT

The report is organized in a manner responsive to the charge. Chapter
2 is a discussion of the changing hedth care delivery system in the United
States and the implications for needs for comprehensive and current data to
monitor the changes, evaluate their effectiveness and guide development of
hesalth policy.

Chapter 3 presents the panel’s review and critique of the center’s plan
for an integrated National Headth Care Survey in its present stage of devel-
opment and the panel’s recommendations for modifications and expansion
in the areas of coverage and content of the survey, the benefits and limita-
tions of the center’'s design, and identification of areas that need further
investigation.

Chapter 4 lays out the panel’s recommended approach toward an inte-
grated National Health Care Data System and presents the pand’s strategy
for implementation by the year 2000. This chapter states the panel’s con-
clusions about the current plan, presents recommendations about new direc-
tions, and suggests steps and a timetable by which such a survey design
might be put in place.

Finally, Chapter 5 highlights some basic issues of capacity, coordina-
tion, and resource considerations about the hedth care activities of DHHS.

Although the principa intent of this report is to address the specific
concerns of NCHS regarding the optima approach for gathering needed
data about the health care system, the panedl is hopeful that the report will
provide guidance to a wider audience responsible for federal health care
policy, and in genera contribute toward development of an efficient and
cost-effective data base for monitoring the quality, access to, and costs of
health care in the United States.



Data Needs for a Changing
Health Care Delivery System

To establish what improvements and innovations in national data sourc-
es might best be pursued and with what priorities, policy makers must first
appreciate the diverse features and trends in the health care arena today and
the critical questions they pose. To identify current and future needs for
health care data, they must grasp the changes that have led to the present
configuration of the health care delivery system and the challengesiit faces.
These involve shifts and innovations in the organization of services, the
relationships among different service settings, financing arrangements, and
the coverage of the population—and, ultimately, changes in the hedlth of
that population.

This chapter briefly reviews key features of and developments in health
care that provide the framework for considering reform of national health
data sources-both the proposed National Health Care Survey and broader
data systems as well. The bedrock issues relate to costs, access, and quali-
ty; cutting across them are trends relating to demographics and socioeco-
nomic factors, health and disease, technology, human resources, and related
social, legal, and ethical questions. Because space limitations prohibit a
historical overview, the focus is on current factors and circumstances; read-
ers interested in details of the evolution of the U.S. hedth care system are
referred to Somers and Somers (1961), Torrens (1978), Starr (1982), and
Aaron (1991b). A survey of users of national health care statistics under-
taken by the panedl is also described briefly; Appendix B has a more com-

19
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plete discussion. The last section returns to the subject of data sources and
systems and their desirable characteristics.

THREE CRITICAL ISSUES IN HEALTH CARE

Health care pundits often characterize the goals of the U.S. hedlth care
system as being access for al to high- (or at least acceptable) quality care at
affordable (or reasonable) cost. The nation’s present system meets none of
the goas of access, quality, and cost consistently, and certainly not smulta-
neously, and some observers regard hedth care in this country as in crisis
because of the extent to which these goals are not being accomplished
(Aaron, 1991a). Furthermore, it is perhaps a commonplace to note the
immense complexity of U.S. society and its hedlth care system; nonetheless,
many social, economic, and technological factors heavily influence what
can, and cannot, be done to achieve progress toward those three goals.

Health researchers and policy makers therefore have a compelling need
for more and better data on a considerable number of issues if they are to
make sense of current problems and the options available to address them.
The issues and data presented below are intended to illustrate some of that
complexity and thereby to underscore the difficulties facing those who must
design and implement programs to make data available in a timely way.

Costs and Expenditures

A pressing issue confronting the headth care system today is the contin-
ued upward escalation in health care expenditures and costs of care. The
figures are compelling (Office of National Cost Estimates, 1990; Levit et
a., 1991; Aaron, 1991b). A quarter-century ago, nationa health care ex-
penditures just exceeded $40 hillion, or about 6 percent of the gross nation-
a product (GNP). At the start of the 1990s, outlays stood at more than
$600 hillion, or 12 percent of GNP. To be precise, expenditures in 1991
were $670.9 hillion (12.3 percent of GNP). Estimates for 1992, 1995, and
2000 have been put, respectively, a $809.0 hillion (13.4 percent), $1,072.7
(14.7 percent) and $1,615.9 (16.4 percent) (Office of Nationa Health Sta
tistics, 1991).

These levels of expenditures well outstrip those of other industriaized
countries. For example, in 1989 the per capita expenditure on hedth in the
United States was $2,354, a figure that exceeded per capita spending for
Canada by 40 percent, for Germany by 91 percent, for the United Kingdom
by 182 percent, and for Turkey by 1,245 percent (Schieber et al., 1991).
Rates of real growth in health care spending for Organisation for Economic
Cooperation and Development (OECD) countries for the past three decades
are not very different, however, suggesting that the United States has outs-
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pent the rest of the world for ailmost the last half-century (J. Newhouse,
personal communication, 1991).

These disparities in spending have not trandated into better (or some-
times even equivalent) coverage of the population or better health outcomes
asreflected in standard indices (Schieber and Poullier, 1988, 1989; NCHS,
1990, 1991). For example, in terms of infant and perinatal mortality rates,
the United States ranks twentieth and sixteenth, respectively, in a compari-
son among 24 OECD countries (Schieber et d., 1991). The picture is not
much better for life expectancy, in which the United States ranks sixteenth
and seventeenth for female and male life expectancy at birth, respectively.
An interesting exception is life expectancy at 80 years of age, in which the
United States ranks second after Canada and Iceland (female) and Canada,
Japan, and Switzerland (male). One analysis of 10 Western industrialized
nations, which compared them in terms of extent of primary health services,
levels of 12 standard health indices, and people's satisfaction with their
health care systems, found that ratings for the United States on these vari-
ables were generally low (as were those of West Germany) in contrast to
Canada, Sweden, and the Netherlands, which had generaly high ratings
(Starfield, 1991).

Virtually every part of the health care sector has experienced increases
in expenditures for care-both the private and the public sectors (especialy
Medicare); both fee-for-service and prepaid capitated systems; and both
inpatient and outpatient care. For example, spending for hospital care in-
creased 9.3 percent between 1987 and 1988 (to just under $212 hillion);
spending for physician services increased 13.1 percent (to just over $105
billion) (Office of National Cost Estimates, 1990). Furthermore, costs to
third-party payers (i.e., insured costs) and to patients and families (i.e., out-
of-pocket payments) have grown; for the latter, for instance, the increase
between 1987 and 1988 was more than 10 percent (Office of National Cost
Estimates, 1990).

Employer-based insurance is the primary way health careisfinanced in
the United States. Increases in employers group health premiums have
been steep in recent years: 20 to 24 percent in 1989 alone by two different
estimates (Cantor et a., 1991; Sullivan and Rice, 1991). An average premi-
um increase of only 14 percent for 1990 (Sullivan and Rice, 1991) may,
however, partly reflect emerging changes in the health insurance picture: a
shift toward health plans with utilization management requirements, more
health maintenance organizations (HMOs) and preferred provider organiza-
tion (PPO) arrangements, and growth in point-of-service plans, as well as
greater cost-sharing by employees (in the form of higher proportions of
total monthly premiums or higher deductibles or copayment rates).

In short, the rise in what the nation spends on health-in percentage
terms well in excess of the rate of inflation-seems so inexorable that it
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generates calls for rationing (Aaron and Schwartz, 1984, 1990; Callahan,
1987, 1990). Equally firm counterarguments are advanced, however, to the
effect that improving the efficiency of the hedth care system and reducing
the provision of unnecessary and inappropriate care would help to keep the
rate of expenditure growth under control and thereby forestall the need for
rationing (Brook and Lohr, 1986; Wennberg, 1990a). Widely differing
connotations of the term rationing-as “socia alocation,” as “principled
rationalization,” and as “cost-effective retrenchment” (Brown, 1991, p. 30)—
tend to inhibit clear communication and complicate the debate.

Many explanations for the upward spiral of expenditures have been
advanced. Among them are: the effect of third-party insurance coverage in
insulating people from the true costs of care; the ever-increasing sophistica-
tion of medical technologies, the changing demographics of the population;
the ability of hedth care providers to generate demand for their services;
lack of certain knowledge about the efficacy, effectiveness, and appropri-
ateness of hedth care interventions, and rising expectations of patients and
others about what health care can (or ought to be able to) do to extend life
and enhance the qudity of that life (or both). One of the challenges that
must be met by data sources of the 1990s and beyond is to overcome the
lacunae in information that keep researchers and decision makers from un-
derstanding better which, if any, of these explanations are the most plausi-
ble and amenable to change.

The nation has seen many attempts to control rising expenditures. The
shift from cost-reimbursement strategies for Medicare reimbursement of
hospital care to the diagnosis-related group (DRG) prospective payment
system for Medicare is one of the more dramatic examples. Direct controls
on charges (price controls, fee schedules for physicians) have aso been or
will be tried. Efforts to constrain the use of services, as a means of control-
ling costs, take several forms; higher levels of cost-sharing imposed by
third-party payers and various approaches to utilization management and
managed care are among the more prevalent. Incentives to use more ambu-
latory (rather than inpatient) care dso share the goa of controlling costs.

Even the HMO movement can be seen in part as an effort to ded with
the use and costs of care better than the traditiond feefor-service system
has done (Luft, 1981, 1991). More broadly, some observers believe that
managed care-itself an imprecisely defined and understood term variously
embracing utilization management (I0OM, 1989a), traditional and hybrid versions
of HMOs and PPOs, and case management of high-risk patients-offers a
mechanism for constraining use and expenditures.

The implications of these kinds of changes for data surveys and sources
are many. They include the need for better systems for classifying and
coding information on a large number of variables: sites and settings of
care; personnel delivering care; types of care (with greater specificity than



DATA NEEDS FOR A CHANGING HEALTH CARE SYSTEM 23

isavailable today for, as examples, procedures, drugs, diagnostic tests, and
other technologies); charges for care; and costs of care.” To have better data
of these sorts, and to be able to track them over time and aggregate them
across sources, those responsible for data collection must come to agreement
on severa issues. These matters include, in particular: (1) the minimum
number of data €lements necessary to convey specific and aggregate cost and
expenditures data adequately and to link them to relevant populations and
providers and (2) the operational definitions of those data elements.

Access to Care

Accessto care refers essentialy to the ability of persons needing health
services to recognize that need and to seek and obtain the appropriate care
in a timely way. Appropriate care can be thought of as necessary and
effective care that can reasonably be expected to make a difference in the
health and well-being of those receiving it; in other words, it should main-
tain or improve the hedth status and quality of life of individuals and
populations.

The services of interest must be broadly conceived:

+ primary care, including health promotion and preventive and screening
sarvices;

specidized secondary and tertiary services, including inpatient care
of the full range of acute and chronic illness, outpatient and inpa-
tient care for mental and emotional disorders and for alcohol and
drug abuse problems; dentd care; rehabilitation therapy; and the
like;

various forms of sociomedica services-home health care, adult
day care, and related social services-that are aimed at maintaining
ill or disabled individuals in their homes and communities and out
of indtitutions;

long-term institution-based care; and

hospice and respite care and similar specialized services that may
be provided at the end of life.

Tracking the need for and use of this broad array of services presents a
major challenge for the nation’s data systems. Detecting the unmet need for

1As to the latter two points, economists correctly distinguish charges and costs on both
theoretica and empirical grounds; policy makers and researchers often ignore the distinctions
a some peril to appropriate analysis and interpretation of data
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and lack of appropriate use of such services is an even more daunting task.
Among the major difficulties are defining, classifying, and assessing the
populations of interest in appropriate ways.

Poor access to care for at least some groups in U.S. society has been an
ever-present problem. It was recognized in the mid-twentieth century as
sufficiently acute for elderly and poor people (especialy families with de-
pendent children) that the Medicare and Medicaid programs were enacted.

In terms of providing insurance coverage to now more than 30 million
elderly people, the Medicare program has been a remarkable success. Gen-
erally, the elderly enjoy better access to care, in the form of insurance
coverage, than any other age group in the nation (IOM, 1990c; Aaron,
1991b; NCHS, 1991). Nevertheless, compared with employment-based pri-
vate insurance, the Medicare program alone gives less protection against
devastating out-of-pocket spending by older Americans because it does not
cover prescription drugs and does not cap copayment costs for covered
services (CBO, 1991b). Only Medicare enrollees with employment-based
retiree heath benefits (about 30 percent), with so-caled medigap supple-
mental policies (31 percent), or Medicaid benefits (18 percent) are protect-
ed to some degree from the risk of catastrophic out-of-pocket costs.

By contrast, individuals and families with low incomes are not well
covered by the federal-state Medicaid program. The Pepper Commission
(the U.S. Bipartissn Commission on Comprehensive Hedth Care, 1990), for
example, cites figures indicating that only 42 percent of people in pover-
ty-and only about 75 percent of those in extreme poverty (those with
family incomes below 25 percent of the poverty line)-were covered by
Medicaid in 1987. Various categorical exclusions and remarkable varia-
tions in dligibility rules across the states have kept a wide range of people
out of the program, even if they are penniless. Some of these features are
changing, however, as Congress has attempted to expand digibility at least
for pregnant women and young children and for those who experience an
increase in income because of return to employment.

Complicating the picture of access to health care for the poor is that
Medicaid itself devotes increasing fractions of its resources to reimburse
elderly people for long-term nursing home care. Of all Medicaid outlays in
1988, for example, 37 percent were for nursing home care, and these ac-
counted for more than 44 percent of all expenditures on such care that year
(Office of National Cost Estimates, 1990). In 1990, as a fraction of the
total spending on personal health care services in Medicaid, the outlays for
nursing home care were just over 33 percent, or about 92 percent of the
combined Medicare-Medicaid spending for this type of service (Office of
National Headth Statistics, 1991).

Still, today's most visible access problem lies with the 35 million or so
people who lack any (or at least adequate) hedth insurance: 40 million in
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1996 by one estimate (Aaron, 1991a).2 This group tends to be dispropor-
tionately poor. Of the approximately 32 million uninsured in 1987, for
example, 30 percent came from families with incomes between 0 and 100
percent of the federal poverty level (and 32 percent from families between
101 and 200 percent), compared with 21 percent from families with in-
comes greater than 300 percent of poverty (U.S. Bipartisan Commission on
Comprehensive Health Care, 1990). As a percentage of all people in vari-
ous income groups, 32 percent of those with annual family incomes be-
tween 0 and 100 percent of poverty were uninsured, compared with 6 per-
cent of those with incomes greater than 300 percent of poverty (U.S. Bipartisan
Commission on Comprehensive Health Care, 1990). In short, about 15
percent of the population faces severe constraints on their ability to receive
appropriate and timely care of the sorts outlined above. Although eventual-
ly they may be able to acquire services for acute or chronic illnesses, those
services may be sporadic, fragmented across providers, unnecessarily de-
layed, and of questionable quality.

The issue is especialy serious for children, particularly those in unin-
sured families not sufficiently poor to be eligible for Medicaid. That is, the
uninsured are disproportionately young; more than a quarter are children
under 18. More concretely, about 83 percent of al children through age 17
were covered by some health insurance plan or Medicaid in 1988, but only
72 percent of children in families with annual incomes under $10,000 were
so covered, compared with 92 percent of children in families with incomes
over $40,000 (Bloom, 1990).

Lack of or inadequate insurance coverage-and attendant high or insur-
mountable out-of-pocket costs-are not the only hindrances to access to and
appropriate use of care. Various other problems associated with residence
(e.g., rural areas, inner cities) can be cited (although they differ by site).
For example, some residents of rural areas not adjacent to metropolitan
areas may face long-distance travel to sites of care, small or inadequately
staffed and equipped facilities, and a dearth of physicians (especialy spe-
cialists).3 People in the inner cities may have to cope with overcrowded

2Estimates of the number of uninsured people in this nation vary considerably, depending
partly on definitions and partly on time frames. The Pepper Commission cites about 31.5
million (15 percent of the nonelderly) who had no health insurance in 1987; Ries (1991) cites
about 33.9 million (14 percent) in 1989. Short (1990) puts the number of people lacking
coverage for al or part of 1987 a 48 million (about 20 percent of the population); more
timebound estimates suggest that 36 million people were completely uninsured in the first
quarter of 1987, 34 million in last quarter.

3The issue of whether rural areas are underserved by physicians, or by physicians in special-
ty practice compared with primary practice, is a tangled one. It is discussed in more detail in
the section on human resources below.
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facilities and clinics, fraudulent “Medicaid mills,” and the lack of physi-
cians able to communicate in languages other than English.

In addition to these problems, access to care may be further limited for
specific population groups. These include ethnic and racial minorities, non-
English-speakers, people with various impairments and disabilities (physi-
ca handicaps, blindness, deafness), people with various stigmatizing condi-
tions, such as the acquired immune deficiency syndrome (AIDS), and homeless
people.

Finally, certain other festures of the current health care landscape im-
pinge on people’s access to care. Very criticd may be the current medical
malpractice and liability climate, in which fear of being sued or the need to
pay high malpractice premiums, or both, drives physicians out of certain
high-risk specialties. This is especially true for obstetrics or at least the
delivery of obstetric care (IOM, 1989b).

Low rates of reimbursement for physicians services are also declared
to be a barrier to access. This is a significant issue at least for Medicaid,
where low fees are one tactic for (presumably) controlling expenditures,
insofar as physicians will refuse to take any (or at least new) Medicaid
patients. Some observers are aso concerned that physician payment reform
in Medicare (national fee schedules, control on volume of services through
volume performance standards, and limits on balance billing) will, first,
drive some payments for services below those typical even for Medicaid
and, second, negatively affect access for the elderly to key hedth services
(AARP, 1991b).

Quality of Care

A recent Inditute of Medicine report has defined quality of care as “the
degree to which health services for individuals and populations increase the
likelihood of desired health outcomes and are consistent with current pro-
fessional knowledge” (IOM, 1990c: 21, emphasis added). The report char-
acterized problems with quality of care as stemming from three sources:
overuse of unnecessary and inappropriate care: underuse of needed and
effective care; and poor technical and interpersona performance on the part
of health care providers. The emphasis on hedth services, individuals and
populations, and outcomes-plus the breadth of questions that flow from
overuse, underuse, and poor care-highlight the extraordinary set of topics
that standard surveys must consider in measuring and monitoring quality of
care.

Attention to quality of care and to the evaluation and improvement of
health care has waxed and waned over the years, often in response to pro-
grams intended to dea with expenditures on and access to care. There has
been some resurgence in interest in quality of care, quality assurance, and
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continuous quality improvement in recent years (Health Affairs, 1988; In-
quiry, 1988; Lohr et al., 1988; Goldfield and Nash, 1989; Palmer €t al.,
1991). Strenuous efforts to stem the use of health care services and control
expenditures prompt various interest groups (e.g., hedth care providers,
patients) to predict harmful consequences for the quality of health care. A
case in point is the predictions of harm to quality of care for Medicare
beneficiaries secondary to the implementation of a DRG-based prospective
payment system-predictions not borne out to date (Kahn et a., 1990a,
1990b). Nevertheless, many participants in health care delivery, aswell as
many patients, express concern about the quality of the care they deliver or
receive now or will in the future.

Quality of care is often seen as having three dimensions: (1) the so-
caled structural characteristics of providers and practitioners (various orga-
nizationa and professiond factors); (2) the process of care (or what is done
to and for patients with respect to diagnosis, treatment, rehabilitation, and
palliation); and (3) the outcomes of care. These three dimensions are im-
portant in traditional approaches to quality assessment and assurance (Donabedian,
1966, 1980, 1982, 1985) as well as in newer approaches involving continu-
ous quality improvement and total quality management (Batalden and Buchanan,
1989; Berwick, 1989; Berwick et a., 1990). The last-named dimension—
variously termed outcomes, hedlth status, health-related quality of life, pa-
tient well-being, and the like-has gained considerable attention and utility
in recent years (Brook et d., 1976; Gilford, 1988; Ellwood, 1988; Lohr,
1988; Tarlov et a., 1989).

Most expertsin this area agree that understanding the relationship be-
tween the process of care and outcomes of that care is essential, and they
lament the striking lack of information that might demonstrate those linkag-
es. Generaly, the process of care-that is, the services rendered-has been
and is easier to define, document, and evaluate than are outcomes of care.
As aconsequence, existing data systems do not include adequate indicators
of outcomes that could be used to evaluate qudlity.

What is needed to measure this dimension of quality of care-i.e., the
outcomes of care, or the individua’s health status-adequately? Health
status is a complex, multidimensional construct reflecting significant as-
pects of an individua’s or a population’s life circumstances. It usualy
incorporates five mgjor areas of interest-physical health, mental health,
socia functioning, role functioning, and genera health perceptions. Some
experts add pain as a key domain; some add cognitive functioning, or ener-
gy and vitality, or both. The literature may differ somewhat in the typology
of these (or related) domains, but the basic classifications are becoming
relatively standard (Katz, 1987; Ware, 1987; Lohr and Ware, 1987; Patrick
and Erickson, 1988; Lohr, 1989; Mosteller and Falotico-Taylor, 1989; Patrick
and Bergner, 1990).
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A partia list of variables pertinent to domains of health-related quality
of life (which some regard as synonymous with hedth status and others take
to be broader) includes: survival and life expectancy; various symptoms,
such as pain; numerous physiologic states, such as blood pressure or serum
glucose levels;, physica function states of many sorts, for instance, mobility
and ambulation, sensory functioning (such as seeing or hearing), sexua func-
tioning, a range of capacities relating to impairment, disability, and handicap,
and specific measures of activities of daily living; emotiona and cognitive
function status, such as anxiety and depression or positive well-being; per-
ceptions about present and future health; and satisfaction with heath care.

Aspects of quality of care other than outcomes must also be considered.
One is the continuity of care, which implies that one must evaluate the flow
of illness and wellness, and the services sought and rendered, through an
entire episode of care (rather than in a single encounter) and thus across
time and settings of care. A second, related factor is coordination of care.
Yet another is the satisfaction of both the recipient and the provider with
the care rendered, a facet of health care that some place directly in any
listing of outcomes, satisfaction can in turn relate to a broad set of ques
tions concerning accessibility, availability, and costs of care in addition to
ratings of the technical and interpersonal performance of clinicians and
institutions. Adequately addressing this inventory of information in data
systems of the future poses an immense challenge to policy makers and
researchers alike.

HEALTH CARE REFORM

The calls for heath care reform and the proposals emanating from sev-
era blueribbon panels in recent years have centered on finding ways to
solve particular problems of access to care (especialy those of the unin-
sured and underinsured). The aim is to overcome the access barriers with-
out exacerbating the problems of costs or undermining the qudity of care
received.

A peculiarity of the problem of being uninsured in the United States is
that most people in this situation are in families with at least one employed
worker-a seeming anomaly, insofar as the great bulk of health insurance in
this country is employer-based. Perhaps not surprisingly, therefore, the
main ideas being advanced generaly call for the enactment of various kinds
of mandates for employers to offer at least basic insurance plans to their
employees or to contribute to a public-sector pool that will cover such
individuals (ideas generally referred to as “play or pay”). Among the better
known proposals, for instance, are those emanating from the Pepper Com-
mission. These would, among other things, require al individuals to obtain
headth care coverage from their employers or from a public program, the
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latter a new version of Medicaid to cover the unemployed and the poor
(U.S. Bipartisan Commission on Comprehensive Health Care, 1990).

These kinds of proposals-including ones being advanced by the Amer-
ican Federation of Labor and Congress of Industrial Organizations, by the
American Medical Association, by various heath policy and health eco-
nomics experts, by business coalitions, and politicians-are relatively mid-
dle-of-the-road, palitically speaking. As noted, they would either require
compulsory private insurance through employers or direct that employers
either provide private insurance to employees or pay an equivalent tax, with
government insuring nonworkers and the poor (Blendon and Edwards, 1991,
Haglund, 1991; JAMA, 1991). More radical or reform-minded proposals
appear to favor, on one hand, a Canadian-style national health program
(Marmor and Mashaw, 1990; Woolhandler and Himmelstein, 1989, 1991;
Himmelstein and Woolhandler, 1989) and, on the other hand, competition-
oriented approaches or programs to require individuas to acquire their own
health insurance and receive tax credits for doing so (Butler, 1991).

Debates over the attempt to ration Medicaid care in Oregon (the Oregon
Basic Health Services Act) (Fox and Leichter, 1991; Grannemann, 1991,
Sipes-Metzler, 1991) underscore the immense diversity of proposals now
being aimed at health care reform and the appreciable emotional overlay
that accompanies them (Brown, 1991; Calahan, 1991; Etzioni, 1991). Widening
interest in what can be learned for the United States from other countries
may help to break what some perceive to be a hedth care policy gridiock
(Health affairs, 1991; Peet, 1991; Reinhardt, 1991; Starfield, 1991).

The directions that health care reform is likely to take, as reflected in
these kinds of ideas, are not at all clear. The implications for data survey
and collection efforts are also murky. Those designing and implementing
such survey programs will surely need to give strict attention to (1) key
elements of health care financing and reimbursement proposals or legislated
strategies for reform; (2) measures of expenditures, access, outcomes, and
quality of care: (3) providers of headlth care, broadly defined; and (4) the
populations affected by such strategies, particularly children, ethnic minori-
ties, and the elderly (and the very old). Cutting across these points is the
requirement that planning and implementation of reform require respect-
able, comprehensive datathat till permit afocus on specia groups.

OTHER FACTORS INFLUENCING HEALTH CARE
POLICY AND DATA NEEDS

Demographics and Socioeconomic Factors

The evolving nature of U.S. society poses notable challenges to health
care delivery. Most significant, perhaps, is what is caled the “graying of
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America’: the population is becoming older, on average, and the elderly
population itself is aging. Data from the mid-1980s suggests, for instance,
an increase in the population age 65 and older of 75 percent between 1960
and 1986, compared with a 30-percent increase among those under age 65
(NCHS, 1989). Between 1987 and 2030, those under age 20 are projected
to drop as a percentage of the total population from 29 to 24 percent and
those age 20 to 64 to drop from 59 to 56 percent; by contrast, those age 65
and older will increase from 12 to 21 percent (Waldo et a., 1989). The
oldest elderly (those age 85 and older)-typically the sickest-constitute
the fastest-growing portion of the elderly population (Gilford, 1988).

Other factors and trends are significant as well. With respect to the
elderly, the numerica predominance of women over men is striking. Fur-
thermore, the vast mgjority of the elderly (and hence elderly women) live in
the community, and of those about one-third live aone. Of those residing
in nursing homes, most are very old (age 85 and older) and femae. Poverty
rates among the elderly have been declining in recent years, but even so
about one in three elderly people was below 150 percent of the poverty line
in the mid-1980s (Special Committee on Aging, 1987-1988).

The proportion of the total population accounted for by immigrants and
nonimmigrant minorities is growing. Toward the end of the 1980s, the
racial composition of the U.S. population was about 84 percent white, 12
percent black, 8 percent Hispanic (of any race), 3 percent Asian and Pecific
Islander, and 1 percent American Indian and Alaskan native (NCHS, 1991).
The Hispanic and Asian populations have both grown considerably since
1980 (in both absolute and percentage terms), the former about equally
from immigration and naturd increase and the latter amost entirely from
immigration (NCHS, 1991).

The contrasts between minority populations, particularly blacks and Hispanic
groups, and the majority (white) population with respect to socioeconomic
and hedth factors are dramatic (U.S. DHHS, 1991a). Virtualy every hedth
status and health utilization measure shows those subgroups as disadvan-
taged relative to whites; in some cases (e.g., life expectancy and infant
mortality for blacks), the disparities are widening. The problems are so
acute that the DHHS secretary has made minority health issues a top priori-
ty for the 1990s.

Apart from factors relating to age and ethnicity, the health care sector
may be affected by trends in family income and makeup. One consideration
is the growth in the number of families in poverty. The rise in the number
of children in poverty is especialy stark (Johnson et a., 1991): between
1979 and 1989, child poverty rates increased by 21 percent; one in five
children currently lives in poverty; children have almost twice the likeli-
hood of being poor as any other age group; and the younger the child, the
greater the chance of being poor.
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Likewise, both the lack of formation of and the breakup of stable fami-
liesthrough divorce, separation, and out-of-wedlock births, for instance—
contribute to the growth of single-parent families and families in which the
single parent may herself be barely out of childhood. Homeless people, an
extremely heterogeneous group that can range from functioning families tem-
porarily down on their luck to mentaly ill individuals who have been dis-
charged from institutions to the community, is another population for which
the current health care system has little to offer (IOM, 1988; Brickner et al.,
1990). Various types of nontraditional households, such as homosexual
couples for whom abtaining conventional health insurance may be a prob-
lem, are yet another element of society that poses challenges to health care
delivery and palicy. (The predicament is exacerbated by the loss of private
health insurance among homosexual men with AIDS, although this may be
more a conseguence of loss of employment owing to sickness than to exclu-
sionary insurance practices per se-Kass et a., 1991). Nevertheless, the
difficulties posed to survey and surveillance systems of the 1990s and be-
yond by these extremely differing views of “families”* are profound.

Health and Disease

The causes of death, illness, and disability in this country, as in al
industrialized countries and many industrializing nations, have changed sig-
nificantly in the twentieth century. In broad terms across the U.S. popula
tion, a number of infectious diseases have come under control in the past 50
years or can now be cured. Because these were often diseases of the young,
life expectancy has risen.

Chronic illnesses have taken the place of infectious disease as the lead-
ing causes of death and disability. They are increasingly prevaent because
of the aging of the population and increasingly complex as greater numbers
of people develop multiple chronic problems. Furthermore, the numbers of
people suffering various disabilities-owing to genetic disorders, chronic

4A recent compilation of definitions of family, for documenting how nontraditiona families
may be recognized for purposes of bereavement and sick leave, extension of health benefits,
and Smilar matters underscores the variability in how this term is understood and used (legal-
ly, socialy, and emotionally). One definition from California is “a unit of intimate transacting
and interdependent persons who share the same vaues and goals, responsibility for decisions
and resources, and a commitment to one another over time”; another has it that a family is “a
unit of interdependent and interacting persons, related together over time by strong socia and
emotional bonds and/or by ties of marriage, birth, and adoption, whose central purposeisto
create, maintain, and promote the social, mental, physical and emotional development and
well-being of each of its members.” Similarly, a definition from New York holds that “a more
realistic .. view [isthat] afamily includes two adult lifetime partners whose relationship is
long-term and characterized by an emotional and financid commitment and interdependence”
(all cited in National Gay and Leshian Task Force Policy Ingtitute, 1990-1991).




32 TOWARD A NATIONAL HEALTH CARE SURVEY

illnesses and the aging process, improved treatment of previously life-threatening
wounds and injuries suffered in wartime, and various types of other injuries
such as automobile accidents-are also growing. The conditions them-
selves are more complex than the infectious diseases they have replaced,
and people live longer with them, often with a poor quality of life (IOM,
1991d). These and related developments all pose likely increasing demands
for home health, rehabilitative, and related types of care-and for better
data on incidence, prevaence, measures of severity and comorbidity, im-
pairment and disability, and quality of life (Stoto, 1992).

Superimposed on this basic pattern of the incidence and prevalence of
acute and chronic conditions is a set of sociomedical conditions that have
had or threaten to have great impact on the need for health care. The AIDS
epidemic has perhaps been perceived as the most menacing problem in
recent years, for several reasons-its essentially loo-percent fatality rate,
the rapid growth in the numbers and diversity of infected persons, the red
and perceived threat to the nation's blood supply, and the biologica diver-
sity of the human immunosuppressive virus (HIV) itself.

Other significant health problems stem from the of use and abuse of
illegal drugs, alcohol, and tobacco (U.S. DHHS, 19914). Among these are
(1) the use of crack cocaine and sequelae such as crack-addicted and devel-
opmentally affected babies and children of school age and (2) disability and
premature death from automobile accidents involving alcohol abuse. The
contribution of smoking to disease and premature death is well established;
rates of smoking among certain populations (teenagers, women, and minor-
ities) have not come down even in the face of that evidence. Interpersonal
violence in the form of homicide and child and spouse abuse arise partly
from some of the causes noted above and partly from the generally increas-
ing levels of stress in U.S. society secondary to racial, economic, and other
tensions. Finally, intrapersonal violence, that is, suicide and attempted
suicide, is also on the rise, at least among teenagers and the elderly (Rosen-
berg et a., 1987; Meechan et al., 1991).

Healthy People 2000, the 1990 report of the secretary of DHHS outlin-
ing national health promotion and disease prevention objectives, is a partial
response to these changing mortality and morbidity patterns and trends (U.S.
DHHS, 1991a). It proffers three national heath goals. increase the span of
hedlthy life, lower heath disparities among Americans, and provide access
to preventive services for al Americans. These trandate into perhaps 400
different objectives, and thus statistical series that will need to be moni-
tored (Stoto, 1992)—an imposing task indeed.

Changing Values and Expectations

People’s attitudes toward heath and hedth care services have atered
considerably in past years. Patients now expect to have a greater say in the



DATA NEEDS FOR A CHANGING HEALTH CARE SYSTEM 33

decisions about how they shall be cared for. That is, they expect to be
informed about all (reasonable) options open to them and about the expect-
ed benefits and risks of those options, so that they may express and exercise
their own preferences for or against certain health states or the sequelae of
different health care services.

These choices may be about care for essentially symptomatic (but not
life-threatening) problems, such as the alternatives of surgery and “watchful
waiting” for benign prostatic hypertrophy (Wennberg et a., 1987; Barry et
al., 1988; Fowler et al., 1988). They may be about care for possibly life-
threatening diseases, such as the alternatives of lumpectomy (with or with-
out chemotherapy, hormonal therapy, or radiotherapy) or mastectomy for
breast cancer (IOM, 19904). Or they may be about care at the end of life,
when the decision may be not to start, or not to continue, various extraordi-
nary technologies that might prolong life at the significant expense of the
quality of that life.

Regardless of the situation, however, patients more and more can be
expected to want to exercise some autonomy about what is, or is not, done
for them. For policy makers to be able to make sense of utilization (and
hence expenditures) data as well as outcomes and quality-of-care data, those
responsible for amassing that information will need to be increasingly sen-
sitive to these issues. They will also need to design their data collection
strategies to take patient preferences and autonomous actions stemming from
those preferences adequately into account.

Technology, Innovation, and Biomedical Advance

One public policy goal immediately following World War 1l was to
increase investment in biomedical research. Rapid increases in funding
expanded substantially the scope and size of the National Ingtitutes of Health
and related funding of biomedical and clinical investigators. This funding
and the simultaneous federa investment in the education of scientists re-
sulted in tremendous advances in fundamental biology (molecular biology,
neurobiology, genetics) and in the application of basic science to the pre-
vention, diagnosis, and treatment of disease. Although some have criticized
the emphasis on the development of halfway technologies such as diaysis
and transplantation (Thomas, 1972), there is little doubt that these technolo-
gies have radicaly changed medical care (Altman and Blendon, 1979; Ban-
taet a., 1981; Gelijns, 1991), aswell as dramatically influenced the health
and biomedical policy scene (IOM, 1991c). Moreover, issues concerning
the conduct of and support for research and development of new technolo-
gies (the early innovation stages, for example) are being more carefully
studied and debated (I0M, 1990-1992); more broadly, the field of technolo-
gy assessment has received much attention in the last decade or two (OTA,
1982; I0M, 1985).
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Developments during the past four decades cover virtualy every seg-
ment of health care-that is, prevention, diagnosis, and treatment-and vir-
tually every aspect of health and illness. Among the more dramatic achievements
have been those related to life-threatening or fatal illness? open heart sur-
gery and bypass grafting; cardiac assist devices, including total artificial
hearts; heart, lung, kidney, and liver transplants;, and a vast array of phar-
maceutical agents for medical and mental illnesses. Less visible but per-
haps no less dramatic have been diagnostic steps: automated laboratories;
computer-aided tomography (CAT) scans, magnetic resonance imaging (MRI),
and positron emission tomography. In the prevention area, vaccines against
a number of diseases (for example, hepatitis B and poliomyelitis) are bring-
ing these diseases under greater control. Many impressive technologies
come together in units such as those devoted to coronary care and neonatal
intensive care. Finally, major breakthroughs can be expected in molecular
biology, genetics, and bioengineering-the prospects of mapping and se-
qguencing the human genome, for example, are monumental and daunting
(CLS/NRC, 1991).

Initially, because of the cost, the reimbursement system, and the inten-
sty of treatment, the hospital was the focus of placement for most of the
new technology, and many of the nation’s hospitals sought to acquire in as
timely as way as possible the relevant equipment and professiona staffs.
This pattern is now changing in two ways. First, in the last two decades,
automation, advances in anesthesia and surgical techniques and other tech-
nologies, and reimbursement and cost containment policies have stimulated
the movement of certain types of technology out of the hospital setting.
New facilities have emerged and grown to address this headth care market.
Second, assuming the evidence continues to lend credence to information
that certain technologies (especially complex surgical procedures) require
high volume and specific skills to reach acceptable levels of mortality,
morbidity, and quality of care (Luft et a., 1987; OTA, 1988), greater re-
gionalization of these technologies (typicaly in hospital settings) may well
occur. Reshaping the hospital industry and developing vertical systems of
care will also accelerate regionalization.

Many observers expect that the availability, coupled with the costs, of
these existing and anticipated technologies will outstrip society’s ability to
provide their benefits to everyone. As noted in the discussions above con-
cerning costs and access, demands are increasing to develop more rationa
approaches to distributing the benefits of technology. Apart from the many
proposals for health care reform that have emerged in 1990-1991, other key
steps include the expansion of outcomes and effectiveness research (Brook

5Two recent IOM studies have explored many issues relating to two expensive, life-saving
technologies. One concerns end-stage renal disease (IOM, 1991a; Levinsky and Rettig, 1991),
the other the total artificial heart (IOM, 1991b).
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and Lohr, 1985; Ellwood, 1988; NCHSR, 1988; Roper et al., 1988; IOM,
1990d; Wennberg, 1990b). Development of clinical practice guidelines, for
instance by the Agency for Hedlth Care Policy and Research in the U.S.
Public Health Service, by medical speciaty societies, and by other groups
is another indicator of public, payer, professional, and policy maker re-
sponse to concerns about overuse or misuse of services, spiraing health
care spending, and qudity of care (Chassin, 1988; Brook, 1989, 1990, 1991;
USPSTF, 1989; AMA, 1990a, 1990b; Audet et a., 1990; Fletcher and Fletcher,
1990; IMCARE, 1990; 10M, 1990b, 1992; Leape, 1990; Eddy, 1991, forth-
coming; GAO, 1991).

Interest has grown in the last two decades regarding the distribution,
cost, and use of the accelerating number of new as well as established
technologies. Some data exist on these matters. For example, the Ameri-
can Hospital Association surveys in-hospital availability of certain devices
such as CAT scans, MR1s, and lithotripsy; manufacturers have proprietary
information on sales of drugs and devices; and information on procedures
can be found in insurance claims systems. Furthermore, special studies and
surveys (like those now conducted by and being planned for NCHS) can
provide at least some cross-sectiona information.

The fact remains, however, that there is a paucity of information on the
quantity and distribution of specific technologies according to settings, types
of practitioners, and similar variables, as well as on their use according to
demographic and health characteristics of patients: no comprehensive na-
tional data are collected on technology use. For example, as many types of
technologies shift from the hospital sector to the outpatient sector, informa
tion from insurance claims is less and less helpful in tracking their use,
because of the less comprehensive and less reliable coding of information
on ambulatory care claims-with the possible exception of coding for visits
and procedures, when it is done with CPT-4 (Current Procedural Terminol-
ogy) codes rather than ICD-9-CM (International Classification of Diseases,
ninth version, clinical modification) codes. As another illustration, athough
the Medicare Part A and Part B files collectively provide the best single
source of information on use of health care (in this case, of course, just for
the elderly), they provide no information on outpatient use of prescribed
medications-a source of considerable concern about quality of care and
out-of-pocket spending for the elderly (for example, 16 percent of annual
out-of-pocket spending between $1,000 and $2,000 is for prescription drugs—
(AARP, 1991a).

Datathat link diagnoses with use of technology are not generally avail-
able except from selected clinical data banks. Commonality of procedures
coding is essentia to permit full utilization of different data banks on the
use of technology. Outcome and quality assessment require data on diagno-
sis, use of drugs, devices, and procedures.
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Human Resources

Certain trends in the emergence and use of different types of health
professionals have significant implications for data sources. Among the
more traditional health professions-for example, medicine and nursing-a
move away from general practice is clear, athough if the distinction is
made between primary care and specialty practice, the trend is not so dis
tinct. For example, in 1970, about 15 percent of all physicians were in
general and family practice (27 percent of those in office-based practice); in
1987, the figure was 9 percent (16 percent for office-based practice) (NCHS,
1991). However, categorizing al nonfederal allopathic physicians as pri-
mary care or speciaty care physicians, with the former being al general
and family practice, internal medicine, obstetrics/gynecology, and pediat-
rics, changes the picture somewhat. In 1975-1976, 45 percent of this group
was in primary care, 50 percent in specialty care; in 1987-1988, the figures
were 44 percent and 51 percent (Frenzen, 1991)—hardly a meaningful shift
over time.

One lingering debate is the extent to which physicians (both primary
care and specialists) have diffused into nonmetropolitan or rural areas. Evi-
dence amassed by researchers at the RAND Corporation in the early 1980s
suggested, for instance, that most rura residents were within a half-hour
drive of most types of speciaists (Williams et a., 1983) and that even in
physician-poor states, half the towns of 30,000 to 50,000 residents had
neurosurgeons (Newhouse et al., 1982; J. Newhouse, persona communica
tion, 1991). The expectation was that the diffusion of specialists into rura
areas would increase as the total physician supply grew. Other investiga
tors (cited in Frenzen, 1991) have presented different data and arrived at
different conclusions or predictions-chiefly that few physicians would (or
did) move into the most rural areas of the country. Examining physician
manpower data for 1976 to 1987 for 10 categories of urban-rural locations,
Frenzen (1991) concludes that the supply of physicians increased every-
where in the country, but that the increase was more rapid in metropolitan
counties and nonmetropolitan urbanized areas not adjacent to metropolitan
datistical areas, leading to a widening over time between urban and rura
areas in the availability of physicians. (The exception to this comment
concerns osteopaths, who were relatively more likely to settle in rural areas
than alopathic physicians, especially in those states traditionally hospitable
to that profession).

Superimposed on these patterns is the growth in the numbers of, or
demand for the services of, various types of health professionals, such as
dentists, psychologists, speech therapists, physical therapists, nurse practi-
tioners, nurse midwives, and physician assistants. Within this picture, how-
ever, is a marked shortage (perceived or real) of certain kinds of personnd,
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particularly nurses and technicians (IOM, 1989c; NCHS, 1991). Aiken and
Mullinex (1987) and the Commission on Nursing (of the secretary of the
DHHS) conclude that cyclical imbaances between the supply of and de-
mand for nurses result from excess demand, not an insufficient supply of
nurses (L. Aiken, personal communication, 1991). Notwithstanding this
evidence, many people in the hedth care sector, as well as much of the
public, believe that a nursing shortage exists (HarrissWehling, 1990; Walk-
er, 1990).

The emergence of new types of providers-nurse practitioners, nurse
midwives, and physician assistants, for example-is another notable trend.
These types of practitioners present a cost-effective alternative to physi-
cians, with no discernable decrement in quality of care (OTA, 1986). As
public policy shifts to permit the public to choose such providers, and as
reimbursement to such health professionals from third-party payers expands,
demand for and use of their services may well grow as well.

USERS OF HEALTH CARE DATA

The pand determined early in its deliberations that it needed to learn
more about (1) the kinds of health care data that actual users of the National
Center for Health Statistics provider surveys desired now or might want in
the future, (2) their satisfaction (or lack of it) with the information currently
in those surveys, and (3) their views on the rdliability, vaidity, costs, and
accessibility of those surveys. To that end, the pand acquired information
from users through presentations at panel meetings and focus group inter-
views. The methods and findings of those data-gathering efforts are given
in greater detail in Appendix B. This section briefly summarizes the re-
sults.

Data needs most frequently identified concerned, not surprisingly, the
major health policy issues discussed earlier. Among the specific issues
related to costs were expenditures for prescription drugs and long-term care.
With respect to access, users were concerned about populations lacking
insurance, the elderly (especially as regards long-term and home health
care), children and adolescents, people in rura areas, and people with HIV
infections. Other issues concerned the impact of changes in financing and
reimbursement generadly, the effects of the shift from inpatient hospital care
to ambulatory settings, and the effects of prevention programs on health
habits, lifestyles, and outcomes.

The users interviewed raised other points as well. One topic concerned
the need for person-based data, not just provider-based data, so that analy-
ses can be done on episodes of care and across multiple providers and
settings. A second involved the large number of different types of provid-
ers that NCHS does not now survey. Third, some respondents criticized the
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high level of geographic aggregation of current survey data, indicating a
desire for data for (or the ability to extrapolate to) smaller geographic re-
gions (e.g., states, rural aress, and perhaps even counties or communities).
A fourth issue involved specific subpopulations (minorities defined by eth-
nicity and race as well as groups classified according to age, hedth status,
socioeconomic level, and similar variables). A final matter of great concern
to the respondents interviewed was the desire to be able to link the various
NCHS data bases with each other as well as with Health Care Financing
Administration (HCFA) data, socia security records, and other databases.

IMPLICATIONS FOR DATA SOURCES AND SYSTEMS

NCHS surveys have been, for decades, models of how to conduct com-
plex nationa surveys in the hedth care field. Vast numbers of epidemio-
logic, health policy, and even effectiveness studies have relied, and must
continue to rely, on information from the Vital and Health Satistics series
and other NCHS publications. In recent years, agency staff have pioneered
methods of applying composite health status measures to information such
as from the Nationa Hedth Interview Survey (Erickson et al., 1989). Yet
the politica and economic constraints under which the agency was forced
to operate in the 1980s, which perhaps have led to many of the difficulties
cited below and in other chapters, should not be underestimated.

Despite this admirable record, existing data sources that might be ex-
pected to provide a least some of the information needed to monitor and
evaluate changes in the availability, financing, and quality of health care
are rapidly becoming outdated and less comprehensive than is desirable.
Often they do not cover the universe of providers and sites of hedth care;
neither do they cover the universe of patients or potential users of health
care. They lack sufficient information on exactly what services are provid-
ed and what the outcomes of those services are; they are inexact with re-
spect to financial data (charges, costs, and expenditures); they are not time-
ly; and a times they are inaccurate, incomplete, and unréeiable. In short,
current national data systems, when taken together, do not provide the in-
formation needed to alow researchers and policy makers to assess the ef-
fect of changes in financing, organization, and delivery of hedth care, or
the impact of other social and economic trends, on the appropriateness,
quality, costs, and outcomes of care.

Among the directions in which database systems will need to move are
the following:

+ Better insurance claims data from the fee-for-service system and
anaogs from the prepaid, capitated systems (and from hybrid sys-
tems), especially among people younger than age 65;
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+ More information on clinical services and physiologic outcomes
from medica records;

More information from patients (and their surrogates or proxies) on
health-related quality of life, perceptions of health status, and satis-
faction with care;

Better information on how much is spent for treating particular
types of patients with particular types of illnesses (both direct and
indirect costs, including out-of-pocket costs); and

More specific information on the services and technologies being
given and used, and on the types of personnel providing them.

A recent IOM meeting convened to begin planning activitiesin the area
of database development for clinical evaluation also brought to the fore
several significant “logjam” issues (Lohr and Durch,1991).% These are
relevant for the planning of future NCHS surveys in general. Among the
more salient were various technical aspects of data collection, data analy-
ses, and data exchange; amyriad of legal issues (privacy and confidentiali-
ty, malpractice); use of data (e.g., clinical applications, feedback in quality-
assurance programs, administrative and manageria applications); and the
impact of reimbursement and financing on data collection and database
development.

No single survey, information source, or data collection mechanism
system is likely ever to meet al these criteria, address al these technical
problems, or meet al users' needs. Collectively, however, they should be
flexible enough to adapt to health care system changes as they occur and to
meet special needs on an ad hoc basis. They must be able to record shiftsin
the health care ddlivery system and related industries, to register changesin
policies at the national level and perhaps subnational level, and to document
the impact of these shifts and policy changes on providers and patients
alike. More technically speaking, they also need to be flexible enough to

6participants seemingly agreed that database is a singularly elastic term. It was (and is)
used to refer to such dissimilar sources of information as the following (examples in parenthe-
ses): computerized administrative files (Socia Security and Internal Revenue Service files);
insurance claims files in both the public sector (Medicare, Medicaid; Department of Veterans
Affairs) and the private sector (the “big five” health insurance companies); provider records of
al sorts (hospitals, managed care organizations and networks; pharmacies; laboratories); regis-
tries (for cancer [tumors], trauma, bone marrow transplant, end-stage rena disease): regulatory
systems (state systems for reporting hospital adverse events and incidents; credentialing agen-
cies; the National Practitioner Data Bank for malpractice reporting); secondary research date
bases (the Rand Corporation’s Hedth Insurance Experiment); surveys (of the Nationa Center
for Health Statistics; of provider associations); and vital and hedth statitics (e.g., birth and
degth certificate files).
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facilitate integration and linkage of data generated in specia studies with
those compiled in ongoing data systems.

The panel concludes that, for the NCHS surveys to be able to meet
future demands for information related to al the hedth policy and environ-
mental issues summarized in this chapter, they must be developed in a
coordinated manner. That is, the continued uncoordinated development of
new, discrete data systems in NCHS and throughout the department with
different definitions, documentation, coding protocols, and little ability to
be linked for analysis would be a serious mistake. In the panel’s judgment,
the overriding focus of the integrated Nationa Heath Care Survey should
be to provide statistics on a continuous basis that reflect the state of hedth
care in the United States with respect to the key dimensions of costs, ac-
cess, availability, quality, and effectiveness-both now and through time.
These and similar issues, especidly as they relate to the National Health
Care Survey, are taken up in succeeding chapters of this report.



3

Review of the NCHS Plan for the
National Health Care Survey

OVERVIEW

As discussed in Chapter 2, major changes in the organization, financ-
ing, and ddlivery of hedth care have outpaced the capabilities of existing
nationa hedth care surveys to provide relevant and timely data to monitor
the health care of the nation and evaluate the impact of the changes in the
system. Although extensive national data activities exist, they are not ide-
aly designed to yidd the kinds of data needed for monitoring and evaluat-
ing the changes occurring in the nation's hedth care system or for hedlth
policy analysis and development. (Brief descriptions of some of the nation-
a hedth data systems maintained by the U.S. Department of Heath and
Human Services are presented in Appendix C).

In an effort to be responsive to various emerging national hedth care
issues and to the associated data needs, the National Center for Health
Statistics (NCHS) in 1986 undertook a review of its existing surveys of
health care providers. As a result of this review, NCHS has developed a
plan for restructuring its existing hedth care provider surveys into a new
Nationa Hedlth Care Survey with the aim of providing a more complete
and useful picture than now exists of the medical care provided in the
United States. The center's plan for the survey is described in the docu-
ment entitled, “The Nationa Headth Care Survey” (reproduced in Appendix
A). This document was supplemented by additional material provided by

41
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NCHS as it became available as well as presentations to the panel by NCHS
officials.

According to the plan, the proposed National Heath Care Survey will
build on the four existing health care provider surveys, which will be merged,
expanded over time, and linked geographically with the National Health
Interview Survey (NHIS). The provider surveys are the National Hospital
Discharge Survey, the Nationa Ambulatory Medica Care Survey, the Na
tional Nursing Home Survey, and the National Master Facility Inventory.
Table 1 is a profile of the current survey design for the NCHS hedth care
provider surveys and the National Health Interview Survey. The primary
objective of this new survey will be “to produce annua data on the use of
health care and the outcomes of care for the major sectors of the health care
delivery system. These data will describe the patient population, medical
care provided, financing, and provider characteristics’ (see Appendix A).
The NCHS proposes to implement the National Heath Care Survey over a
period of years as resources permit. The phased implementation of the new
survey design began in 1988.

The proposed survey has four main features:

(1) The survey will be conducted on an annual basis to eliminate gaps
in data and fluctuations in resource requirements;

(2) The types of providers and settings sampled would be expanded to
include an array of additional sites of health care, such as hospita
emergency and outpatient departments, ambulatory surgery centers,
home headlth agencies, and hospices;

(3) Sampling designs will be revised. An integrated three-stage cluster
design will be used in which providers would be sampled from a
subsample of the primary sampling units (PSU)! of the National
Health Interview Survey; and

(4) A capahility would be developed to conduct routine and specialized
patient follow-up studies to examine issues related to the outcome
and subsequent use of medica care.

By expanding the types of providers surveyed and by adding a follow-
up component, NCHS hopes to enhance the kind and amount of information
currently available about headth care events.

‘For the first stage of sample design for the National Hedlth Interview Survey in which the
civilian noningtitutionalized population residing in the United States is sampled, the United
States is considered to be a universe composed of approximately 1,900 geographically defined
primary sampling units. A primary sampling unit consists of a county, small group of contig-
uous counties, or a metropolitan statistical area. The PSUs collectively cover the 50 states and
the Didgtrict of Columbia
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The panel reviewed the center’s plan for an integrated National Health
Care Survey from two perspectives: (1) technical features of the plan and
(2) the extent to which the survey would enable NCHS to meet the changing
data needs associated with the health care policy issues discussed in the
previous chapter. The following sections present the panel’s review.

PERIODICITY

One feature of the center’s plan is the annua data collection schedule
planned for each provider survey. In recent years, primarily because of
resource limitations, the average time between cycles of these surveys has
increased significantly. The center correctly argues that funding and staff-
ing these surveys on an on-again, off-again basis is not sound from a man-
agement, fiscal, or statistical point of view. It points to several advantages
in fielding annual surveys, including maintaining a small group of well-
trained staff, reducing the budgeting and scheduling problems associated
with periodic surveys, minimizing recurrent start-up costs for survey com-
ponents, addressing the seasonal nature of illness, and providing current
statistics.

In order to offset the increased costs of conducting the provider surveys
annually, however, the center plans to reduce their sample sizes. Reducing
sample sizes obviously works against solving the general problem of pro-
ducing data for subdomains of the population. The sample sizes of these
surveys are too small now for subnational estimates, for estimates of diag-
nosis and treatment of rare conditions, and for statistics on minorities. With
reduced sample size the problems of developing estimates for small areas
and various subpopulations of interest appear to be aggravated.

The center plans to compensate for smaller sample sizes by aggregating
data for more than one year. Although multiyear aggregation will be a
necessity with the small samples, it is not clear how many years of aggrege
tion will be necessary to produce some of the statistics needed. Further-
more, such aggregation may be less appropriate for characteristics that are
not stable across years. It aso will affect the timeliness of data production
and analysis.

The users of data who were surveyed expressed interest in estimates
below the national level, at the state level, and even at the county or com-
munity levels. The list of subpopulations of interest identified includes
blacks, Hispanics, American Indians, Asians, disabled people, rural popula
tions, specific industria groups, elderly people, children, especidly dis-
abled children, groups defined by socioeconomic level, and people in insti-
tutions. The Disadvantaged and Minority Health Improvement Act of 1990,
which contains the reauthorization of NCHS, aso requires the center to
develop better systems to collect data on minority subpopulations. Al-




TABLE 1 Profile of Current Survey Designs for the Three NCHS Health Provider Surveys and the National Hedth

Interview Survey

National
National Hospital Ambulatory Medical National Nursing National Health
Survey Discharge Survey Care Survey Home Survey Interview Survey
Component (NHDS), 1988-1991 (NAMCS), 1990-1991 (NNHS), 1994 (NHIS), 1985-1994
Sampling design
selection stage
(sample size)
1 Subsample of NHIS Subsample of Subsample of 1-3 contiguous
PSUs NHIS PSUs NHIS PSUs counties
(112) (112) (112) (198)
2 Short-stay hospitals Office-based Long-term care Enumeration districts/
(542: PPS with patient care providers block groups
Messure of Size providers (1,200: No PPS)
=Bed Size) (3,000: No PPS)
3 Inpatient  discharges Patient visits Staff (4,800) Area segment
(250,000) (50,000) Current resident (6,000)
Past resident (7,200)
Mode(s) of data Records Face-to-face (physician) Face-to-face (facility) Face-to-face
collection abstraction Records abstraction (visit) Self-administration  (staff)

Records abstraction (current
residents)

Telephone (past residents and
next-of-kin)
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Data collected by

Frequency of
data collection

Information needs met

Bureau of the
Census

Annually

Diagnosis
Length of stay
Procedures
Discharge status

Bureau of the
Census

Annually

Diagnosis

Source(s) of payment
Duration

Disposition

Bureau of the
Census

Periodically
(next in 1994)

Fecility profile
Source(s) of payment
Provider history
Length of stay

Bureau of the
Census

Ongoing

Disability days
Physician visits
Acute/chronic  conditions
Limitation of activity
Hospital stays

Special topics

1Y 4
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though not al of these expectations are redlistic for national survey-based
data systems, the reduced annual sample sizes planned for the National
Health Care Survey will undoubtedly further aggravate the problems of
developing estimates for small areas and various subpopulations at a time
when NCHS is looking for ways to improve responsiveness in these areas in
a cost-effective manner. The panel seriously doubts the possibility of pro-
ducing small area estimates even with the proposed aggregation of data
over multiple years.

The panel is informed that the NHIS sample is being redesigned to
increase the sampling of PSUs in which blacks and Hispanics are concen-
trated. Since the National Hedth Care Survey will be conducted in a sub-
sample of the NHIS PSUs, the NHIS redesign should somewhat strengthen
the samples of blacks and Hispanics in the Nationa Health Care Survey as
well. However, the panel does not believe that this increase in the sampling
of NHIS PSUs in which blacks and Hispanics are concentrated will improve
significantly the ability of the Nationa Heath Care Survey to provide headth
care dtatistics for minority populations.

Despite the sample size deficiency, the panel believes that there are clear
advantages to fielding the provider surveys on an annual basis, to reduce
fluctuations in resource requirements and to ensure currency of the statistics.

Recommendation 3-1: The panel endorses the NCHS plan to
conduct the components of the National Health Care Survey on
an annual basis.

SCOPE AND COVERAGE

Current NCHS plans call for extending the coverage of the National
Health Care Survey beyond the current four major health care provider
surveys to include collection of national data for selected aternative sites of
the three major types of health care and health care providers-hospital
care, ambulatory care, and long-term care:

» The Hospital and Surgical Care Component, based on the Nation-
al Hospital Discharge Survey (NHDS), is being modified to include
hospital-based and free-standing ambulatory surgery centers.

The Ambulatory Care Component, based on the Nationd Ambu-
latory Medical Care Survey (NAMCS), is being modified to in-
clude medical care provided in emergency rooms and outpatient
departments and clinics in nonfederal, short-term (i.e. average length
of stay less than 30 days) hospitals. Long-range plans call for
inclusion of additional settings, such as community and neighbor-
hood hedth clinics.
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*+ The Long-Term Care Component, based on the National Nursing
Home Survey (NNHS), is being expanded to include board and care
homes that provide assistance with activities of daily living, but not
nursing or medical care. This addition will extend the survey to
group homes, rest homes, and other supported living arrangements,
including sites that provide service to the mentally and physically
limited population. The long-term care component will be modi-
fied further by the inclusion of a home health care and hospices
survey.

The National Master Facility Inventory is being renamed the Na-
tional Health Provider Inventory (NHPI) and expanded to in-
clude hospices, home health care agencies, and licensed residential
care facilities. Long-range plans call for the addition of providers
of acute ambulatory care and community-based long-term care to
the inventory.

The pand endorses the center’s efforts to extend the coverage of the
provider surveys to include a range of the aternative health care settings
that have emerged in recent years. The proposed extensions constitute an
important step in extending the coverage of these surveys. However, they
are only afirst step if NCHS is to meet its responsihilities to provide a
comprehensive coverage of nationa health care statistics in the United States.

An important further extension needed is the inclusion of services pro-
vided by nonphysicians who deliver hedth care. The panel’s survey of
users identified at least 37 types of providers and health care settings not
currently being surveyed by NCHS, but for which health care statistics are
needed (see Appendix B for thelist of providersidentified by users). Some
of these health care settings are already under consideration for inclusion by
NCHS. Others may not be appropriate for nationa surveys. Some obvious
examples of additional providers for consideration are psychologists, den-
tists, physical and occupational therapists, pharmacists, podiatrists, chiro-
practors, nurses, nurse practitioners, physician assistants, nurse midwives,
and optometrists, al of whom deliver some form of health care.

Another specific concern is the distinction made historically by NCHS
between collection of data on the physical health services that it plans to
cover, and collection of data on mental health and dental services, which
are not included in the center’s plan.  Such a distinction seems to reflect
bureaucratic issues rather than theoretical coherence. Obvioudly, it would
not be cost-effective for NCHS to attempt to duplicate the data collection
efforts of the National Institute of Mental Hedlth, the National Institute of
Dental Research, or the Hedth Resources and Services Administration. The
pand believes, however, that NCHS should consider the collection and/or
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dissemination of adequate statistics about mental health and dental services
to be part of its responsibility; it should furthermore ensure, perhaps through
collaborative efforts, that the needed data in these areas are available from
appropriate agencies and that they are collected in a form that is consistent
with that used in the other provider surveys.

Finaly, though ambulatory care coverage is the area most in need of
expansion beyond the current plan, the hospital care component also needs
to be expanded. The omission of federal hospitals and long-term care hos-
pitals from the hospital care component is a significant deficiency. NCHS
has made efforts in the past to obtain data on federal hospital discharges,
and the task has proven difficult. While recognizing the difficulties, the
panel nevertheless considers that it would be desirable to have integrated
data on al hospitalizations, including those in federal hospitals.

Recommendation 3-2: The panel recommends that NCHS ex-
tend its coverage of providers of health care to include a fuller
range of health providers than currently planned-both physi-
cians and nonphysicians. The panel further recommends that
the universe for the hospital care component be extended to
include long-term care hospitals and federal hospitals.

The panel does not mean to suggest that all possible health care provid-
ers should be surveyed each year. A strategy needs to be developed for
sampling types of providers at varying periodicities, with priorities based
on their relative importance. For instance, periodicities for specific provid-
er groups could be based on such considerations as expenditures for care,
distribution and volume of users, politica or policy issues of importance,
and availability of resources. Certain categories of providers may have to
be approached through periodic specia studies.

At the present time, however, no objective process exists for deciding
which providers should be given priority for inclusion in the surveys, ex-
cept availability of resources from the parties interested in the data. A
mechanism is needed for developing standard criteria for setting priorities
for incorporating new and emerging settings and the full range of health
care providers, as well as for periodic review and revision of these criteria
as needed.

Recommendation 3-3: The panel recommends that NCHS put
in place a mechanism for developing criteria and for setting
data collection priorities across the full range of health care
providers and service settings, and that this mechanism and
process be dynamic and include periodic review and revisions
of both the criteria and coverage as necessary.
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DATA COLLECTED

The panel was asked to review the content of the questionnaires and
definitions used in the provider surveys in terms of appropriateness and
adequacy. The pandl isin genera agreement with the content areas includ-
ed in the center’s plans,; however, it finds the coverage of the data content
deficient in terms of what is needed to address current and future health
care policy issues, as described in Chapter 2. The panel recognizes that any
significant expansion or change in the data collected in the National Health
Care Survey will require a mgjor increase in the level of effort and associat-
ed resources. Nonetheless, the panel has identified severa key issues that
are not reflected either in the content of existing surveys or in the plan for
the proposed National Health Care Survey in its current stage of develop-
ment; they are discussed below.

The provider surveys that serve as the basis for the National Health
Care Survey proposed by NCHS currently collect data only on events, such
as individual physician visits or individual hospital discharges. Historical-
ly, NCHS has provided basic information for a broad range of issues related
to the supply and volume of health care, but has lacked person-based infor-
mation on health care received by individuals over time or over the entire
progression of an illness episode, from onset to completion. However,
policy analysts and other data users also need data on persons and about the
medical care received by them in order to answer questions about episodes
of illness, outcomes, costs and expenditures for care, insurance coverage,
the use of multiple providers, etc. The person-based longitudinal approach
would aso allow for linkage to the death record through the National Death
Index (NDI)? to obtain the mortality status of those persons being followed
longitudinally. Linkage with birth records will be needed in pregnancy
related to outcome studies.

The cost of hedth care is one of the most important health policy issues
confronting the nation today. Although the NCHS statutory mandate in-
cludes monitoring health care costs and financing, including trends in health
care prices and costs, the sources of payment for health services, and the
federal, state, and local government expenditures for health services, it col-
lects amost no information on payers or costs and expenditures for care
(including the component paid by insurance) in asurvey of health care use

2The National Death Index is a central computerized file of death record information for all
deaths in the United States. It is compiled from magnetic tapes submitted to the NCHS by the
state vital statistics offices. These tapes, beginning with deaths occurring in 1979, contain a
standard set of identifying information for each decedent for use in searches of the NDI file to
identify and locate state death records. The NDI is used by researchers conducting prospective
and retrospective studies to determine if persons in their studies may have died.
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(see Appendix D). The panel recognizes the difficulties in obtaining this
information, but it firmly believes that a National Heath Care Survey is a
logical vehicle to collect data on costs and expenditures of care.

The NHDS collects information on discharges, not individuas, so data
on readmissions are not available. In addition, information on the function-
a status of individuas would make the information on hospitalization more
valuable; at the present time there is nothing on functional status in hospital
discharge abstracts. The panel recognizes that the feasibility issues with
respect to measuring functional status of hospitalized patients are numer-
ous, but, if they could be overcome, research on outcomes of hospital care
would be greatly strengthened. This need for more information on hedlth
and functiona status of the patient for the purpose of evaluating outcomes
extends, of course, to all provider sites and should be recognized in al the
provider surveys.

Information on the longitudina dimensions of care is of critical impor-
tance in order to assess the effect of treatment. Current data sets do not
permit construction of meaningful patterns of care over time. This has been
particularly problematic in long-term care, athough there have been notable
efforts to begin to correct this problem in the most recent National Nursing
Home Survey. The panel is encouraged to note that some of the needed
information on the residents will be available from the follow-up study to
the 1985 National Nursing Home Survey. However, there is no indication
in the center’s plan that collection of such information will continue as part
of the long-term care component of the proposed new survey.

There is need to link multiple admissions of individuals rather than treat-
ing each admission as a new patient, as is currently the case in NHDS, NAMCS,
and NNHS. Such linkage would especialy enhance the value of the National
Nursing Home Survey. Almost one-third of al nursing home discharges are
to hospitals (NCHS, 1981). Estimates suggest that one in five nursing home
residents has a hospital admission each year. Research suggests that inappro-
priate use of the hospital by nursing home residents is a significant hidden cost
of long-term care and amounts to cost shifting in a substantial proportion of
cases from Medicaid to Medicare, with possible adverse health outcomes for
patients (Aiken, et al., 1985; Shaughnessy,1990). Yet it has not been possi-
ble to study the patterns of care and interchange of patients between hospi-
tals and nursing homes from the current NCHS data sets.

To be maximally useful, existing provider surveys do not include suffi-
cient data on characteristics of providers and their practice patterns. A
valuable addition would be to increase the amount of information about the
various facilities, settings, and providers in which sampled events occur.
For the hospitalization component, data should be collected about corporate
structure, and other related variables of short-term hospitals should be add-
ed from the American Hospitalization Association’s files. For ambulatory
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care in private offices, the kind of corporate arrangement in which physi-
cians are practicing, the mix of specialties, the number of physicians in-
volved in agroup (if it is a group), and relationships to managed insurers
constitute information that would be useful in tracking what is happening to
ambulatory care.

In recent years there has been mgor growth in specialized units in
general hospitals such as specialized psychiatric units, alcohol treatment
units, and drug detoxification and treatment units. Patients treated in these
units are different from those treated in “scatter” beds, and patterns of
service, length of stay, and costs differ for patients in these units compared
with patients with comparable diagnoses treated in general medica units.
NCHS needs to develop plans to obtain information on patients seen in such
special units of general hospitals. This deficiency is easily corrected by a
simple coding change to indicate whether the patient was treated in a spe-
cialized unit.

An important new data collection activity that NCHS should exploreis
the addition of data from medical records or charts to the content of the
National Health Care Survey. As mentioned previoudly, amagjor limitation,
not only of NCHS surveys, but also of virtually all data sets about health
care services, is the lack of detailed information on the tests and services
performed during the various trestment events. The addition of such data
from medical records or charts to the content of the surveysis critical to at
least three important areas of research: (1) studies related to the appropri-
ateness of care, (2) studies of outcomes and efficacy of treatments, and (3)
studies of costs of treatment.

As afirst step, a sample of charts from hospital discharges and from
ambulatory care visits should be drawn. The information to be abstracted
from these charts should be able to address issues such as:

What tests were performed.

» Details on how patients were treated. Thisinformation is critical to
outcome studies to evaluate the efficacy of alternative ways of treating
patients. Details about treatments are also essential for evaluating
information about the cost of care and for producing comprehen-
sive statistics on health care use. In particular, insurance claims do
not have information about noncovered services. For example, the
administrative system of Medicare does not provide information
about the use of prescription drugs. Moreover, providers outside
the traditional fee-for-service system, such as health maintenance
organizations (HMOs), typically do not file insurance clams in
detail. As aresult, in order to get any information about the value
of delivered care, it is necessary to collect the detail that appears
only on hospital and medical charts.
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NCHS will play a major role in the years to come in monitoring the
progress of the department’s Health Objectives for the Year 2000 (U.S.
DHHS, 1991a). NCHS has responsibility for tracking about 160 of more
than 300 objectives. Although most of these objectives involve promotion
of hedthful behaviors in the population, rather than health systems perfor-
mance per se, 28 specific objectives do relate to health care. Although
NCHS is not currently collecting the needed information, the pand is in-
formed that 20 of these objectives could be addressed by adding questions
about physician practices to the physicians induction questionnaire for the
National Ambulatory Medical Care Survey in order to assess patient treat-
ment and health promotion activities.

NCHS should start collection of the additional information beginning
with the next cycle of the National Ambulatory Medical Care Survey so
that baseline data will be available to measure progress toward the depart-
ment’s Health Objectives for the Year 2000.

The content areas identified above are needed now and will continue to
be needed in the foreseeable future, for policy anaysis of the critica heath
care issues both for the 1990s and into the next century. It is essential
therefore that NCHS move boldly into new areas of data collection and new
methods that are required to obtain the needed data to meet the challenges
of the next century.

Recommendation 3-4: The panel recommends that the National
Health Care Survey include collection of person-based longitu-
dinal information, expanding the data collected to include, hut
not be limited to, information on the health care received, costs
and gross expenditures for health care, and outcomes.

DESIGN FEATURES

Cluster Survey Design

A central feature of the center’'s plan for the National Health Care
Survey is to move from the existing four independently designed provider
surveys to a three-stage cluster sample designs and to link the sample selec-
tion of these surveys geographicaly with the sampling design of the Na
tiona Hedth Interview Survey (NHIS). Under this design the hedth care
providers are to be sampled at the second stage from a first-stage sample of
geographic areas, rather than sdlecting the providers at the first stage. The
geographic areas currently being used for fielding the new survey are a

3Cluster sampling, frequently used by statisticians in designing surveys, is a method of
sampling in which a population is first defined as groups or clusters of primary units and then
from these groups a sample is selected.
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subsample of the primary sampling units for the NHIS. This linkage with
NHIS is consistent with the center's decision to base the NCHS Integrated
Design Program on the NHIS sample and to establish survey linkages to the
other NCHS population surveys (see Appendix A). Other features being
considered by NCHS include the possible use of the same samples of hedth
care providers over time and for severd components of the National Health
Care Survey in order to increase data quality and to reduce sample induc-
tion costs.

The center has identified in its plan several potential advantages: (1) in-
creased analytic utility, since health care use is examined in relation to heath
status indicators from the NHIS; (2) reduced interviewing costs, since sample
providers are concentrated in specific geographic areas; (3) increased potential
for record linkege across settings, which aids in tracking patients and in
differentiating multiple episodes of the same condition; and (4) the possibil-
ity of producing local area statistics, for sampled areas or communities.

The stated advantages of moving to a cluster sample design are being
examined by NCHS. Research is currently under way for the next cycle of
the NHIS redesign based on the 1990 census, including not only issues
related to the NCHS population surveys, but aso particular requirements of
the NCHS provider surveys. Factors related to subdomain dtatistics, ater-
native design options, including the redefinition of PSUs in terms of health
service areas, the effect of conducting the National Health Care Survey
components in a subsample of the NHIS PSUs, and the analytical utility of
such a design are being explored as part of the redesign effort. Results of
this research are beginning to be available to NCHS.

In reviewing the center’s proposed survey design, it becomes clear that
there are two related but distinct aspects to the issue of the use of geograph-
ic areas as the primary sampling units in the cluster survey design: (1) the
use of NHIS PSUs and (2) the definition of PSUs, i.e, current NHIS PSUs
that are population based or PSUs defined in terms of health service aress.

Use of NHIS Primary Sampling Units

The pand believes that there may be some practical advantages to hav-
ing the National Health Care Survey and the NHIS conducted in the same
PSUs. It is possible that there will be efficiencies in sharing data collection
staff (trained Census Bureau fidd staff), although the rea benefits cannot
be assessed until the actua strategies for data collection are fully in place.
Furthermore, the assumed cost savings of having the providers geographi-
caly clustered needs to be demonstrated. The trade-off between reduced
costs through use of a clustered provider sample and the impact of this
design on the efficiency of the sample needs to be examined further. NCHS
staff estimates suggest that, for national estimates, the loss of efficiency
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Design for a National Health
Care Data System

The foregoing discussion makes it clear that the panel believes that
existing data systems are not adequate to yield the range of statistical infor-
mation needed to fully address the complex health care issues facing this
nation. NCHS has proposed a general strategy to expand and extend its
provider-based surveys to be more responsive to data needs and has taken
the first steps toward geographically integrating them with the National
Health Interview Survey (NHIS). These proposed changes, however, do not
satisfy the urgent needs for data to monitor the health care of the nation.

The panel’s appraisal has demonstrated that, as currently conceived, the
center's plan does not provide the capacity to address important questions
about the interrelationships between the health status of individuals and the
patterns and cost of heath care services they receive from a broad range of
providers and service settings over time. The long-term agenda, therefore,
requires consideration of further, more fundamental restructuring.

Since a design is dictated by the objectives of a data system, this chap-
ter first briefly states the pand’s perception of the objectives of a National
Health Care Data System and then presents the panel’s recommended de-
sign framework for achieving these objectives. The benefits and limitations
of the proposa are discussed, and issues that require further research are
identified in the discussion. The chapter concludes with a suggested imple-
mentation schedule.

62
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STATEMENT OF OBJECTIVES

The objectives of the National Health Care Survey proposed by NCHS
should be driven by the goals and objectives of the nation’s hedth care
system, a primary goal of which is to ddliver heath care services effectively
and efficiently to the entire U.S. population. A simple statement then of the
objectives of a National Health Care Survey would be to provide statistics
on a continuing basis that reflect the condition of health care in the United
States, particularly with respect to the critical issues of access, quality, and
cost. Such a survey should have the capability of obtaining data related to
the characteristics and health status of individuals and their demand for, and
use of, health care over time and across a broad range of providers and
service settings that can be linked at the individual rather than the aggregate
level. Data are needed to support analysis along each of the following
dimensions:

Access:  there is need for information on the supply of health care
providers (including information on numbers, distribution, and type)
and the demand for and utilization of health care services by specific
segments of the population (e.g., racial and ethnic minorities, migrant
populations, the uninsured, the elderly, the disabled) and by other char-
acteristics such as health care insurance coverage status.

Quadlity: thereisneed for information concerning the health and func-
tional status of the patient prior to and after treatment, the appropriate-
ness of treatments or procedures provided, the degree to which health
care providers resolve problems, and the satisfaction of the patient with
the process.

Cost: there is need for information on expenditures for health care
services by type of provider, the cost of treatment for an episode of
illness for a specific diagnosis, its distribution among provider types,
and the source of payment for care provided, including how much is
paid by insurance and how much is paid out-of-pocket.

In addition to obtaining information from providers, information is needed
about hedth care consumers. For example, if a consumer has had contact
with several provider types for a given episode of illness, some way has to
be found to obtain that information in a coordinated way. Some people may
have had no contacts with the health care system at all; this group isimpor-
tant to identify, and information is needed on their health care needs. For
example, answers are needed to the following questions concerning the
health care of consumers:
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« What is their hedth status, in terms of disability, functional status,
and chronic conditions?

What are their unmet health care needs? What are the individual’s
perceptions regarding access to health care?

What is the person’s health insurance coverage, including no cov-
erage a al?

What is the person’s use of heath care providers over a defined
period of time? For each episode of care? For what conditions?
At what cost, both out-of-pocket and covered by insurance?

What are the person’s knowledge, attitude, and practices related to
health promotion and disease prevention, such as knowledge of risk
factors, attitudes toward risks, and risk behavior?

What are the person’s demographic characteristics?

No one single survey can provide answers to al these questions. An
integrated data system is needed with linkage capability at the individua
level that includes a variety of approaches, including surveys of specific
provider types and service settings, follow-up of patients seen for specific
conditions by specific types of providers in specific settings, longitudinal
surveys of the household and nursing home populations, and possibly sur-
veys of episodes of illness.

In addition, there is need for improved collaboration, coordination, and
integration of health care data collected by NCHS and other agencies of the
Department of Health and Human Services. Care should be taken to ensure
that health care surveys carried out by NCHS and the other agencies use
standard definitions and classifications and do not unnecessarily duplicate
information and that other needed steps are taken to facilitate integration of
data sets for analysis and dissemination.’

DESIGN CONSIDERATIONS

The panel was guided by three basic considerations in proposing a
design framework for a National Hedth Care Data System:

(1) Any design proposed has to meet existing information needs, espe-
cially those currently not being met, such as those identified in
Chapter 2.

‘Some of the methodological issues associated with accessing, linking, and integrating data
sets are discussed in Wachter and Straf (1990).
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(2) As the nation's hedth care system changes, so too will the informa-
tion needs that give the system direction. The design for the Na-
tional Health Care Data System must therefore possess sufficient
flexibility to be capable of responding in a timely manner to chang-
ing information needs. This flexihility should include the capabili-
ty to use specia supplements to ongoing surveys to quickly provide
data in support of emerging information needs and to support the
conduct of ad hoc specia studies.

(3) The design proposed should minimize any disruption to the current
NCHS survey program to facilitate implementation of any opera-
tional changes for NCHS that the design might require and, as far
as possible, preserve continuity between existing and new data out-
puts.

A FRAMEWORK FOR A NATIONAL HEALTH
CARE DATA SYSTEM

With the above design considerations driving its thinking, the panel has
proposed a design strategy to meet the various data needs that have been
identified in its deliberations. Some of the currently unmet needs relate to
cost of care for patterns of illness, outcomes, and patterns of provider utili-
zation during an illness, access to provider care, functional status, severity
of illness prior to and after treatment, insurance coverage, information about
specific population subgroups (e.g., racial and ethnic minorities, migrant
populations, the uninsured, the elderly, the disabled), as well about other
categories (such as providers not currently covered by NCHS provider sur-
veys and rare illnesses).

As stated in the preceding chapter, the event-based follow-up design
proposed by NCHS, as an extension of existing NCHS provider surveys,
would allow NCHS to expand its provider-based data gathering to include
outcomes of hospital and private practice physician care, two important and
currently unmet data needs. There are mgjor issues, however, surrounding
feasibility, operating procedures, and informed consent that need to be re-
solved before the design could be implemented.

Certain important data needs remain unmet with the adoption of the
event-based follow-up design.  Some examples are the ability to produce
person-based estimates of illness, access to care, patterns of care for epi-
sodes of illness, and associated costs. Still needed, therefore, is a broader
strategy that addresses these unmet data needs in an effective manner.

Such a strategy is presented below, not so much as one specific design
but as a design framework for a National Health Care Data System within
which avariety of survey approaches linked to the NHIS can be devel oped,
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and from which a broad range of hedth-related information needs can be
met. The panel believes that, taken as a totdlity, its recommended course of
action represents the long-term direction in which the National Headlth Care
Data System should evolve.

Although NCHS has taken the first important steps to expand on the
coverage and content of the provider surveys and geographicaly linking the
provider surveys with the National Heslth Interview Survey sample design,
in the panel’s judgment the NCHS has not gone far enough. The panel pro-
poses in this chapter a comprehensive approach for the National Health Care
Data System that goes beyond the expansion planned by NCHS and that links
the design and operation of the Nationa Health Interview Survey with the
provider surveys. Such a strategy would provide not only new data but also
a basis for linkage of data on a population-based sample of individuas with
data on their health care providers, thus further enhancing the benefits.

Since a central feature of the pane’s proposed design framework is to
link the NHIS design with the operations of the National Hedth Care Data
System, it is useful to review some of the design features of the existing
provider surveys to see what degree of integration may dready exist. As
shown in Table 1 in Chapter 3, the primary sampling units for the Nationa
Hospital Discharge Survey (NHDS) and the National Ambulatory Medical
Care Survey (NAMCS) are subsamples of the NHIS primary sample. This
design implies that samples of providers for these two surveys are currently
being chosen exclusively from lists of hospitals and medical practices that
are located in some of the same areas in which NHIS interviewing is being
conducted. This geographic integration, in turn, must aso imply that some
degree of operational coordination already exists, or should exist, among
these surveys. Moreover, data collection in al these surveys is being con-
ducted by the Bureau of the Census. Extension of this level of design
integration to nursing homes is currently being planned for the next round
of the National Nursing Home Survey (NNHS).

The key elements or components of the proposed framework are to:

(1) Change the origin of the provider samples from listings of provid-
ers and service settings maintained by NCHS to identification of
providers and service settings by respondents to the National Health
Interview Survey (at least for those providers not in the inventories
maintained by NCHS).

(2) Sample from NHIS respondents to gather longitudina person-based
data on the hedth status and health care received by individuas
along with the associated costs and expenditures.

(3) Modify the sampling design of the National Nursing Home Survey
to collect longitudina data on health care utilization by the ingtitu-
tionalized population not presently covered by the NHIS.
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(4) Ssample from NHIS respondents and collect longitudinal data on the
process of hedlth care, the utilization of providers, and the costs
and expenditures associated with episodes of illness.

NHIS-Based Sampling of Providers

As discussed in Chapter 3, one of the features of the NCHS plan isto
extend the types of providers to include aternative sites of hedth care
covering hospital and surgical care, ambulatory care, and long-term care.
The pand is concerned that current NCHS plans for expanding the coverage
of the National Health Care Survey are not as broadly based as they should
be with respect to national statistics on providers of health care. The panel
therefore proposes a method for extending the coverage of providers of
health care that is capable of covering the full range of providers, both
physicians and nonphysicians.

Although well-developed lists of short-term hospitals, office-based physi-
cians, and nursing homes do currently exist, amajor problem with the pro-
posed extension of health care providersis the lack of adequate lists from
which these “ other providers’ can be sampled and the high cost of developing
and maintaining up-to-date inventories for each category of heath facility or
provider in a set of first-stage sampling units. This section outlines the pan-
el’s proposal for a sample design that will meet in a cost-effective manner the
need established by NCHS to expand its data gathering to be able to include a
fuller range of providers and health care settings than currently planned.

Rather than develop separate sampling frames for each and every type
of “other provider” (i.e., other than short-stay hospitals, office-based physi-
cians, and nursing homes), the panel proposes that appropriate national
samples of “other provider” categories be identified by screening National
Health Interview Survey respondents for the names and addresses of the
health care providers and settings they visited in a very recent period, such
as adefined two-week reference period.

The essence of the proposed design is the identification by NHIS re-
spondents of providers to be sampled for the expanded National Health
Care Data System. The design is flexible, in that it can be applied for any
type of provider, and it can be readily applied to collect datafor new health
care settings that emerge over the course of time. Each sampled provider is
subsequently contacted and asked to provide data for the visit that led to
the provider's selection and for a sample of other visits. Apart from the
manner in which the providers are sampled, the survey procedures can be
similar to those used in the current provider surveys. The basic sample
design and data-gathering plan for the NHIS does not change, except that
the guestionnaire would have to be expanded to collect information to
identify and locate providers that the respondents visited in the specified
reference period.
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The primary advantage of changing the origin of a sample of “other
providers” from provider lists to reports of health provider care received by
NHIS respondents is the significant savings in both cost and time to acquire
sampling frames for each type of “other provider.” The time factor is of
considerable concern, particularly in a changing environment, with newly
emerging modes and numbers of health care providers. The NHIS-based
approach offers rapid identification of emerging health care providers, which
is just not possible with the current approach of developing and maintaining
inventories for given types of providers to serve as sampling frames.

Another important and attractive feature of this sample design is that
the health providers in the NHIS-based sample are selected with probabili-
ties directly proportional to their use or size (i.e, number of visits for heath
care they receive in a given period), provided that (a) the NHIS interviews
are spread evenly throughout the time period and (b) the NHIS respondents
are sampled with equa probability. In practice, the latter condition is not
satisfied because, for instance, of the oversampling of minority populations.
However, a subsample of NHIS respondents can be drawn in a manner that
creates an equal probability sample of NHIS respondents for use in sam-
pling providers.

The selection of providers with probabilities proportional to size (PPS)
enhances the potential for increased reliability of the estimates derived from
the sample of visits subsequently selected to gather utilization data from
each type of provider surveyed. The selection of a constant number of
visits from each selected provider yields an equal probability sample of
visits and balances the data-gathering workload. Thus, for example, 20
visits might be sampled from each selected provider. The choice of the
number of visits to select from each provider depends on cost and variance
considerations. This number may well vary among different types of pro-
viders. Research is needed to determine the most appropriate number of
visits to select from each provider.

The panel recognizes that there are a number of potentia difficulties in
the implementation of this design. It relies on complete reporting of visits
by NHIS respondents; significant underreporting of certain types of visits
(such as those for less socially acceptable diseases) could create serious
problems. Also, the NHIS respondents may not be able to provide suffi-
ciently accurate information to enable the sampled providers to be located.
Some of the named providers might be located outside the NHIS PSUs,
thereby increasing the cost of subsequent data collection. The sampled
providers may be reluctant to provide the requested visit data. How should
providers sampled in this way be approached to maximize their coopera-
tion? Methodological studies will clearly need to be conducted on such
issues before this design is implemented.

Since, for some types of provider visits, recalling visits could be prob-
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lematic, the decision to limit recall to -2 weeks may be necessary. The
only recent comparable experience on obtaining permission to contact pro-
viders from household samples comes from the National Medical Expendi-
ture Survey (NMES), wherein signed respondent permission and successful
contact were achieved for 81 percent of identified providers. Based on
preliminary estimates, approximately 40 percent of the nonresponding pro-
vidersin this process were lost because of an inability of the interviewer to
obtain sufficient identifying information for the provider (Harper et a.,
1991). The remainder were lost because of the interviewer’s inability to
obtain signed permission or because the provider refused to comply with
the request for records data. There is also the issue of people making
multiple visits to providers for different conditions and the problem of matching
respondent reports to provider records. Further research would be needed
to investigate the level of recall error and to minimize this attrition. Experi-
ence would suggest that keeping attrition at an acceptable level is at least
possible, given the relatively high household survey response rates achieved
by the NHIS.

Identifying a provider sample through a household sample chosen with-
in well-defined primary sampling units presents the logistical problem that
some providers will be located outside their boundaries, some perhaps some
distance away. Since excluding providers outside the PSUs would destroy
the validity of the provider sample, there is no recourse but to attempt to
enroll them all. This then raises the issue of what percentage of sample
providers will be located outside the boundaries and how best one might
handle dealing with them. Recent experience from NMES suggests that this
would be a relatively minor problem for the hospitalization and the ambula
tory care components. Research would be needed, however, to find creative
yet practical ways to administer these surveys for providers outside the
PSU, for whom field staff might have to commute some distance.

Recommendation 4-1: The panel recommends that providers
other than those currently covered-i.e.,, short-term hospitals,
office-based physicians, and nursing homes-be surveyed using
provider samples generated from the list of providers visited by
respondents to the National Health Interview Survey as identi-
fied through the survey screening.

The proposed NHIS-based sample design for providers is particularly
useful for providers for whom no list frames exist, and especially for newly
emerging health care settings. In principle, the design could be expanded to
include visits reported by NHIS respondents to short-stay hospitals and
office-based physicians. Currently, since provider utilization in terms of
number of visits is not known in general, the NHDS uses proxy measures of
size (e.g., the number of beds) to select samples. The NAMCS is not a PPS
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sample, whereas the NHIS-based sample is. Thus the NHIS respondent-
generated samples of short-stay hospitals and office-based physicians con-
celvably could be more efficient satistically. By contrast, hospitalizations
(or other visits) that lead to deaths or ingtitutionalizations will not be repre-
sented in the NHIS-based sample, with resulting biased estimation.

Clearly, many factors can enter into a decision whether or not to change
the origin of the samples of short-stay hospitals and office-based physicians
from inventories currently maintained by NCHS to identification of such
providers by NHIS respondents. As there is insufficient information on the
relative feasibility, costs, and efficiency of these aternative approaches,
NCHS should research the issues prior to any fina decision.

Recommendation 4-2: The paned recommends that NCHS ex-
amine the feasibility and utility of selecting its samples of short-
term hospitals and office-based physicians from inventories of
each of these types of providers visited by respondents to the
National Health Interview Survey and identified through the
survey screening.

NI-11S-Based Surveying of Cohorts of Individuals

As discussed in Chapter 2, comprehensive data on the use of hedlth care
services are urgently needed on a continuous basis if the critical issues of
cost, access, and quality of care are to be meaningfully addressed. This
implies continuously gathering longitudinal, person-level data reflecting patterns
of care sought and received, including what services were provided, by
whom, and with what outcome, as well as the associated charges by type of
service and how the charges were paid.

The panel beieves that the National Hedth Care Data System can and
should meet these data needs. Specificaly, the panel proposes a prospec-
tive design in which the NHIS will be used to identify cohorts of individu-
als to be interviewed periodically over specified time periods to provide
longitudinal data on their health care utilization and expenditures.* The
national health care statistics on key policy-related items generated by these
cohort surveys should be published annualy.

The cohorts based on subsamples of NHIS respondents should be se-
lected so as to permit provision of national statistics that would best address
health care policy issues. In addition, oversampling should be used to
sample policy-relevant cohorts such as low-income people, uninsured peo-
ple, minorities, people with poor perceived hedth status, disabled people,

2 The andysis of longitudina data is an active area of research with many new techniques.
For an introduction of this literature see Kasprzyk et al. (1989); Cox and Cohen (1985);
Duncan and Kalton (1987); Heckman and Singer (1985); Kalton et al. (1989); Kasprzyk and
Jacobs (1991); Office of Management and Budget (1986); Pearson (1989); Ruggles (1991).
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and elderly people. Since unbiased national estimates for the general popu-
lation should be generated in any event, sample cohorts representing those
individuals not eligible for any of the special interest cohorts should also be
sdlected from among the NHIS respondents and interviewed periodically as
well.

To ensure the completeness and accuracy of the information reported in
the follow-up interviews by sample persons on the health care services they
received, the cost of those services, and the sources of payment, the provid-
ers of those services and the health insurers will need to be contacted to
obtain the details of each provider visit experienced by at |east a subsample
of the persons in the cohort. Signed permission to make these contacts and
to release the relevant data will need to be obtained from each person
sampled. The relative feasibility of collecting such signed permission forms
by mail versus face-to-face, for those interviewed by telephone, will need to
be explored by NCHS.

Numerous design issues will need to be addressed, for example: (1)
timing in the selection of the samples of NHIS respondents relative to the
initiation of data collection, (2) frequency of the periodic follow-up inter-
views, (3) mode of the initial follow-up and repeat interviews, and (4)
respondent motivation and sample attrition.

One praoblem that arises in selecting the samples for follow-up from
NHIS respondents is the potential for a sizable time interval between the
NHIS interviews and the initiation of the follow-up interviews and the at-
tendant loss of sampled individuals who have moved in the interval. To
minimize recal errors, the follow-up interviews should be conducted fre-
guently, say once a quarter, or even more frequently if suggested by the
findings of the 1987 NMES, conducted by the Agency for Health Care
Policy and Research. The cost of carrying out the follow-up interviews
could be mitigated by the use of computer-assisted telephone interviews
whenever possible. Retention of sampled individuals for the full set of
follow-up interviews is always a challenge; appropriate incentives to mini-
mize attrition should be devised.

The selection of a sample of individuals from NHIS respondents to
collect data on health care use and expenditures is not a new concept. An
NCHS-funded study (Cox et al., 1987) evaluated alternative designs for
linking the 1987 NMES with the NHIS. Included in the aternatives exam-
ined were optimally allocated designs that utilized data collected in the
NHIS with respect to race, poverty status, age, and health status to construct
strata. The study found, for example, that the NHIS-linked, optimally allo-
cated, not-self-weighting designs for these policy-relevant strata, at least,
could achieve significant cost savings for estimates of average annua utili-
zation and expenditures by type of provider relative to the cost of achieving
the precision of an unlinked design. The optimally allocated design essen-
tially uses characteristics of NHIS respondents to oversample potentially
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heavy users of health care services, thereby yielding greater efficiency.
This design, however, was not in the final plan for the NMES that was
developed.

The panel recognizes that surveys for gathering information on medical
expenditures are expensive. Yet it believes that it is important in today's
environment to be informed on a current basis about health care needs,
patterns of care received, and the associated costs. Linking the cohort
samples to the NHIS and oversampling these samples in policy-relevant
domains, together with greater use of telephone interviewing, might pro-
duce the needed data a somewhat less cost than has been experienced to
date in previous population-based medical expenditure surveys.

It should be noted that the proposed design for a continuing longitudi-
nal survey of hedth care utilization and expenditures is in many ways simi-
lar to that for the NMES. When fully operationa this survey would gather
basic data similar to the data gathered in NMES, but a a somewhat lower
cost. The proposed design will use a cohort of individuals selected from the
NHIS respondents, and the screening to identify providers will be done
within the context of NHIS, an ongoing survey with an existing cadre of
interviewers. Basic data on health care costs and expenditures (both out-of-
pocket and total expenditures) will therefore be available on a more current
and resource-efficient basis than is possible now from ad hoc comprehen-
sive surveys conducted at infrequent intervals.

Recommendation 4-3: The panel recommends that NCHS de-
velop and implement, as a component of the National Health
Care Data System, a continuous, longitudinal survey of health
care utilization and expenditures and their health care provid-
ers, using cohorts of individuals selected from among National
Health Interview Survey respondents.

The panel believes that it is essential that NCHS work in coordination
with the Agency for Hedth Care Policy and Research in implementing this
recommendation, which it sees as a natura next step in the development of
routine collection of health care cost data

NNHS-Based Surveying of Cohorts of Residents

Currently little or no data are available for residents of nursing homes
on their use and expenditures for heath care services from other providers
(i.e., other than the nursing home) while ingtitutionalized. This deficiency
can be addressed by collecting health care utilization and expenditures data
for a sample of nursing home residents on a continuous basis in a manner
comparable to that outlined in the proposed NHIS-based cohort survey.
Thus a sample of current residents in each NNHS sample facility could be
selected periodically, to serve as a cohort of institutionalized persons. Longitudinal
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data, analogous to that collected from the NHIS-based cohorts, on the use
of other health providers by members of the cohort could then be collected
periodically, over the course of ayear, from nursing home records and from
the health care providers who treated them. The field work for such a
design is facilitated by the center’s plan to conduct the next NNHS in the
subsample of the NHISPSUs.

The panel urges NCHS to explore the use of this method to collect
health care use and expenditure data for people in other types of long-term
health care ingtitutions as well, such as mental hospitals.

Recommendation 4-4: The panel recommends that NCHS de-
velop and implement a survey capability to obtain longitudinal
data for cohorts of residents of nursing homes, while institu-
tionalized, on their use of and expendituresfor health carere-
ceived from providers other than the nursing home itsdf. NCHS
should explorethe possibility of obtaining thisinformation for
residents of other long-term institutions.

There are other subgroups of the population, such as the homeless,
migrant workers, people in jails and prisons, who are not well captured by
the current NHIS sampling design, even when it is supplemented by nursing
homes and possibly federal and long-term hospitals. The implications of
excluding these groups in surveys monitoring the nations's heath status and
the use and costs of health services are obvious, considering that these
groups are at high risk of poor health. The panel regards the appropriate
representation of these subgroups, while difficult, to be very important and
urges NCHS to initiate research to find ways to adequately capture these
groups in their surveys.

NHIS-NNHS-Based Surveying of Episodes of llIness

An important feature of the proposed National Health Care Data Sys-
tem isthe capability of collecting longitudinal data on the health status and
health care utilization of a population-based sample of individuas and link-
ing them with the associated information on the health care providers. The
design strategy reeommended in the previous sections represents a major
step forward by linking information on the individual s with visits to health
care providers, thus enabling important policy-related data on the condition
of the health care system to be collected and reported continuously. How-
ever, the design does not necessarily capture the complete dynamics of the
illness and treatment process. In order to more fully portray the health care
system, data are needed that reflect the illness and treatment process from
onset of theillness, diagnosis, treatment, and outcome.

Although there are a number of potential ways in which such longitudi-
nal data on individuals can be organized (for instance, by period of observa-
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tion), an attractive organizational concept from many standpoints is the
“episode of illness’ and the patterns of care associated with such episodes.
The episode model focuses on the observed patterns of care as a reflection
of the care sought and received in conjunction with an episode of illness
through possible treatment and outcome. Thus an alternative approach to
gathering population-based statistics on hedlth care services, wherein one
follows a cohort of individuals, could be to limit the longitudina data col-
lection to those persons reporting an illness episode. This model could be
used for studying patterns of utilization, cost of care, quality and access to
care, and the role of the different types of providers and technologies. Since
only those persons experiencing an episode of illness would be followed,
this approach aso has the potential to gather the requisite health care data
more efficiently than from a cohort representing al persons, as presented
earlier, and could conceivably replace it in the long run.

The panel recognizes that despite the attractiveness of the concept and
its many advantages, its application has been relatively limited because of
practical difficulties. Steinwachs (1991) identifies several problem areas
that have limited the use of the episode of illness concept in examining
health services utilization. These include the lack of standard definitions
and classifications to be used in constructing the episode of care resulting
from an episode of illness, as well as the lack of standard summary mea
sures of episode characteristics, such as duration of an episode, intensity of
care, level of use, cost, and outcomes.> The application of the episode
concept to chronic conditions is not clear: Is there a single long episode, or
is it more properly conceptualized as a series of episodes for maintenance,
care, or trestment of acute exacerbations?

These issues should be resolvable, both from methodological and re-
source perspectives. In particular, classifications will need to be developed
to resolve such issues as;. When does an episode begin (e.g., does it reguire
limitation in activity for at least one day)? When does an episode of illness
end (e.g., is this the last day of any limitation)? When does the care for the
illness end, how should comorbidities be identified and included in the
episode, when is the episode part of a chronic disease process and when is
an acute and time limited condition, and when should outcomes be mea
sured (e.g., single or multiple points in time)? Clearly, an investment in
methodological work is needed by NCHS and the Agency for Health Care
Policy and Research to resolve these and other issues before pursuing the
theoretical attractiveness of the episode concept into application, particular-
ly in large-scale surveys.

3Recent literature examining definitional and operational issues associated with episode of
care analysis includes, among others, Keeler (1991, 1988a,1988b), Hornbrook (1985), Star-
field et a. (1991), Frank et a. (1991), and Prien et al. (1991).
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Assuming that the definitional and related issues are resolved, the panel
proposes a design that would efficiently use survey resources to develop
episode information. Within the context of a population survey, those indi-
viduals reporting a recent onset of an episode of illness (within two weeks)
would be the target population, including mental and emotional illnesses.
This group can be expected to include many minor self-limited illnesses or
injuries for which no care is sought, yet there may be some individuals who
are at the early stage of a serious condition and have not received care or
made an appointment for care. It would be important to follow al individ-
uals seeking care, plus those who have not sought care, to the end of the
episode of illness or to the end of the care process, which ever comes later.
This would provide unique information on patient outcomes, their relation-
ship to care seeking and to the pattern of care received from one or more
providers. The interpretation of the interview and follow-up data can be
substantially enhanced by supplementing these data with information from
providers and patient records for those episodes receiving care.

The population can be viewed as consisting of people with different
patterns of illness. For example, experience would range from no episodes
during the specified reference period through minor episodes of relatively
short duration, that require no provider care, to acute episodes that would
require provider care and end in either death or recovery. Some individuals
may experience more than one illness episode (possibly overlapping) during
the period. The majority of persons with short-duration episodes would be
part of the noninstitutionalized portion of the population. More episodes
associated with chronic conditions (i.e., those extending over longer peri-
ods of time) than short-term acute episodes are often experienced by per-
sonsinstitutionalized in long-term health care facilities.

A sample of dligible individuals with selected episodes would be fol-
lowed until the outcome of the episode occurs, or until some operationally
defined stopping point is reached (e.g., six months after onset, some defined
state of health or disability). Defining a stopping point for episodes such as
injuries with a permanent disability is complicated, even if an arbitrary time
period after onset is used. A full range of data (e.g., diagnosis, provider
visits, costs and treatment strategies tied to individual provider visits, limi-
tation of activities, and final outcome) would be gathered for each selected
episode from health care providers and insurers.

Identifying information about each reported provider, along with signed
permission to abstract data from the medical and accounting records for the
respondent at each identified provider, would be obtained at the conclusion
of each initial and each follow-up interview. Permission forms for the
providers visited a the time of the first interview may not be sufficient,
since persons may go to other providers after that time. The length of the
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reference period must reflect the respondent’s ability to recall visits and
minor episodes.

The episode of illness model illustrated here is linked to the NHIS
design and operation. Except for expansion to the NHIS questionnaire to
accommodate screening for illness episodes in addition to obtaining identi-
fying information for visited providers from the list of providers, the exist-
ing design and data gathering plan for the NHIS would not change. The
process of screening is similar to that described for the other components of
the design framework described in the preceding sections and would pro-
ceed in the manner described below.

The NHIS respondents first would be screened to determine those who
began an episode of illness during a short reference period immediately
prior to the interview. Thus, a representative sample of the group of illness
episodes occurring to individuals over a time period of interest would be
defined, then repeat contacts would be made to chart the course of the
episode and to determine when it was completed. Contacts would be made
with the providers of care for the episode to collect data on the treatment
process, outcome, and costs.

A subsample of the NHIS respondents would be screened for al pro-
viders visited and illness episodes suffered during a recent reference period.
Two types of illness episodes can be identified through this screening pro-
cess. (1) those with one or more provider visits (other than to NNHS-
eligible nursing homes) occurring during some reference period ending just
prior to the regular NHIS interview and (2) those that ended during the
same reference period but for which no provider visits occurred during the
course of the episode (e.g., colds, flu, minor injury, and illness for which
one cannot afford to seek care). Only those persons experiencing a “new”
illness episode that led to utilization of medical care would be eligible for
follow-up. In other words, the subset of illness episodes, with a provider
visit occurring during the reference period, becomes the sampling frame of
illness episodes screened for further follow-up beyond the NHIS screening
interview. By regtricting the sample to episodes that begin in the two-week
period immediately prior to interview, the sampling probabilities for the
group of episodes are easily determined and the complication of selecting
episodes with probabilities proportional to their length is avoided.

A major limitation of this model as illustrated is that the emphasis on
new episodes does not adequately address the need for information on chronic
illness care, both routine maintenance and acute problems. An option for
capturing information on the treatment of chronic conditions is to determine
if during the past two weeks the individual experienced limitations in activ-
ity related to a chronic condition. If yes, information could be sought
regarding whether the limitation was more severe, the same, or less severe
than previously. If the limitation is worse, this would define a “new”
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episode in the ongoing care of the chronic condition. These would be
followed using a methodology parallel to episodes for conditions that are
not identified as chronic.

It is aso likely that a significant number of people experiencing a
chronic condition will never experience a well-defined “chronic episode,”
with a well-defined beginning and end, yet will interact with health care
providers periodicaly. If that is the case, use of the episode of illness
approach would be limited to episodes of acuteillness. Under such circum-
stances, a sample of NHI S respondents with chronic conditions would need
to be identified and interviewed periodically to determine their utilization
and expenditures for health care during a time period of interest, such as a
caendar year.

Since residents of nursing homes (or other long-term care ingtitutions)
are not included in the NHIS, selection of a subsample of current residents
of the NNHS sample facilities should be considered for tracking episodes of
illness that require health care services to be sought outside the nursing
home. To facilitate episode screening, the NNHS sample would be subsam-
pled, similar to the NHIS household sample. To properly reflect seasonal
variations in illnesses, the NNHS subsample should be evenly spread over
time.

The episode screening of sampled nursing home residents would be
carried out in similar fashion to the screening of the NHIS respondent sub-
sample. The purpose of the screening is to identify any episode that led to
medical care during the reference period, not including the episode that
caused the sampled individual to become a patient in the nursing home.
Theinformation to be collected for residents suffering an episode of illness
should be essentially the same as that collected about episodes of illness
occurring to the NHIS respondent subsample.

Recommendation 4-5: The panel recommends that NCHS un-
dertake research in collaboration with the Agency for Health
Care Policy and Research to examine the methodological issues
of definitions and classifications and to determine the feasibility
of using the National Health Interview Survey and the National
Nursing Home Survey to generate a sample of episodes of ill-
ness; the sample should be followed longitudinally to collect
data on the associated medical care use for the episode from
both the sample of individuals and the health care providers.

Effectiveness and Efficiency

In the face of rapidly rising health care costs, there is growing interest
in treatment effectiveness in relation to cost. The episode of illness model
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offers an opportunity to collect not only data on each component of health
care received and their costs, but aso data on the outcomes of that care.
Broadly based national statistics bearing on the overall effectiveness and
efficiency of the U.S. hedth care system would thus become possible.

The validity and cost of gathering health care data from health care
consumers suggest that every effort should be made to take advantage of
administrative records, such as health insurance claims files from both pri-
vate and public insurers, patient medical records, and patient billing records.
Medicare claims files provide a unique opportunity to study health care
services received and costs for Medicare recipients. A similar set of claims
files is needed for a nationa sample of persons younger than age 65.

Recommendation 4-6: The panel recommends that NCHS con-
duct research and develop procedures for data systems that
enable linkage of health care outcomes to health care received
and health care costs. The pane further urges NCHS to exam-
ine the feasibility of collecting health insurance claims files from
both private and public insurers for individuals included in the
samples selected from the National Health Interview Survey and
the National Nursing Home Survey to study health care utiliza-
tion and costs.

Relation to the NHIS Redesign

As stated early in the chapter, a centra feature of the panel’s recom-
mendations is to link the NHIS design to the operations of the National
Hedth Care Data System. Work is under way on the 1995 redesign of the
NHIS based on the 1990 decennial census, which will affect NHIS data
collection for at least 10 years. The decisions made on the NHIS redesign
will therefore have implications for the successful and timely implementa
tion of the panel’s recommendations for an integrated design framework for
collecting hedth care data

Recommendation 4-7: The panel recommends that NCHS take
into serious consideration the recommendations in this report
relating to the National Health Care Data System before reach-
ing final decisions on the 1995 redesign of the National Health
Interview Survey.

POTENTIAL BENEFITS OF THE PROPOSED
DESIGN FRAMEWORK

Adopting the panel’s recommended design framework for a National
Hedth Care Data System has severa potentia advantages, some of which
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TABLE 2 Summary of Data Produced Under the Design Framework

Leve

Linked to
NHIS Through

Data Collected Under
Design Framework?

Person

Episode?

Visit

Provider

NHIS respondent

First provider
visit during
an episode

Any provider
visit during
episode

Any provider visit
whether or not for
an episode

Disability days
Physician visits
Acute/chronic  conditions
Limitations of activities
Hospital stays

Insurance coverage
Specia topics

Access to care
Preventive care

Cast of care

Episode outcome
Pattern of provider care
Incidencelprevalence
Duration

Content of provider care
Severity of illness
Access to care

Diagnosis
Length of stay
Disposition
Trestment
Cost of care

Facility profile
Health promotion practices
Treatment practices

9Currently unmet needs in italics.
bIncludes only illness episodes leading to the utilization of health care. Minor episodes not

requiring provider visits are aso reported by respondents to the National Health Interview
Survey.

are tied to meeting unmet information needs (Table 2). The data system
when fully implemented would produce substantial new data at the person
and visit level. Some of the new items are simply add-ons to questionnaires
for the existing provider surveys; others would be obtained from new sur-
vey activities. The proposed data system in the long run would also provide
a unique population-based database to facilitate assessment of the cost-
effectiveness of treatment programs for specific health conditions.

The pandl’s proposed data system would be able to meet the need for
direct data linkage between the person and provider data. Information gath-
ered for any treatment event, including data on providers visited or individ-
ual provider visits, can be linked to the person who reported the provider and
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the visit. Thus, for example, data on the condition for which the treatment
was provided and its outcome could be related to the socioeconomic charac-
teristics of the individual. Linkage between person-level and provider-level
data aso provides a basis for confirming the illness diagnosis.

The proposed data system would give NCHS sufficient flexibility to be
able to adapt to changing data needs. One important facet of this flexibility
is the ability to shift the focus of sampling as needed. For example, certain
segments of the population (e.g., blacks, Hispanics, the uninsured, the eld-
erly) can be oversampled by altering the NHIS subsampling process. Sam-
ple sizes for specific conditions also could be controlled by altering the size
of the NHIS subsample that is screened or by oversampling provider visits
for rare conditions in the provider surveys.* The flexibility tied to sampling
needs is limited only by the difficulty that NCHS would have in making the
design dterations and by the time it would take to implement them.

Current NCHS scheduling plans to field the existing provider surveys
annually would not be altered if the panel’s recommended design frame-
work is adopted. Finaly, the timing is right to make the kinds of changes
required by this design, since in recent years design integration involving
the NHIS has been given a priority within NCHS and since significant
redesign work is currently under way for the two surveys in which the
greatest impact of change would be felt (i.e,, the NHIS and the NNHS).

IMPLEMENTATION STRATEGY

The pandl recognizes that, despite its many potential benefits, adoption
of the recommended design framework raises severa important issues that
would require careful examination and resolution prior to making fina de-
cisions on the details of the design.

Many of these issues are related to some of the screening and patient
follow-up procedures. Perhaps the most important are: (1) to identify pro-
vider visits, (2) to obtain useful information to contact identified providers,
(3) to obtain permission from the patients to peruse the provider records of
those whom the NHIS respondents identify, and then (4) to successfully
enroll the providers and the patients in the study.

Another important issue regarding the design of the proposed National
Hedlth Care Data System as recommended by the paned is the capacity to
follow persons in receipt of care for a fixed length of time or until outcome,
and in some instances beyond NHIS PSU boundaries. Follow-up might
conceivably involve some combination of face-to-face and telephone inter-

40ther methods for sampling for rare conditions should also be investigated, including mul-
tiplicity or network sampling. A description of this and related methods and an introduc-
tion to related literature are included in Sudman and Kalton (1986); Katon and Anderson
(1986); Sudman et a. (1988); Nathan (1976); Sirken (1972).
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viewing. Both modes have aready been considered for use in the NHIS and
the NMES. The telephone, for example, might be used only as a backup to
the face-to-face follow-up if the person moves away from the area. Addi-
tiond research into finding the most effective strategies for episode follow-
up are necessary.

As discussed earlier, athough the concept of episodes of illness is at-
tractive and such data would prove to be a very vauable anaytical data-
base, especially for medical effectiveness research, experience with its appli-
cation is limited and problematic. Developing the capability to generate data
on episodes of various types of illness raises important and complex method-
ological issues associated with definition, classification, and measurement.

Finaly the potential for difficulties with the process of linking large
person-level data files from the persons visited providers, their health care
utilization, the process of care during an illness episode, and the final out-
come should not be underestimated.

Recommendation 4-8: The panel recommends that NCHS es-
tablish a research agenda to determine the feasibility of its rec-
ommended course of action. If found feasible, the pand recom-
mends that NCHS adopt the proposed design framework (with
adjustments as warranted by the research) for a National Health
Care Data System.

In conclusion, the panel recognizes two different, but not mutualy ex-
clusive, courses of action for establishing an integrated National Health
Care Data System. The first course of action, put forth by NCHS, calls for
limited geographic integration of the provider surveys with NHIS, extend-
ing the coverage of the provider surveys, and adding patient follow-up to
the NHDS and the NAMCS. In effect, this plan envisions a collection of
dightly modified provider surveys with follow-up components as the Na
tional Hedth Care Survey.

The panel believes this course fals short of meeting anticipated health
information needs for the next century. It therefore proposes a different and
more ambitious course of action, one that encompasses most of the features
of the NCHS proposal, but also cals for a significant long-term expansion
in the breadth and depth of information to be gathered through a compre-
hensive National Hedlth Care Data System.

The section outlines below steps in a multiyear implementation strategy
for the panel’s proposed plan starting in 1992. The strategy is divided into
four, at times overlapping, phases involving the initiation of the research
agenda, developing and implementing the panel’s design framework and
recommendations for improvements in content and coverage of the informa
tion gathered, followed later by research into the feasibility of surveying
episodes of illness and the associated patterns of care and outcomes.
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Suggested Implementation Schedule

Phase |: 1992-1995

(1

)

(3

NCHS begins work on the development and implementation of the
panel’s proposed design framework and the recommended improvements
in the data content for the data system. Many aspects of the pro-
posad have minimal impact on the designs of the underlying exist-
ing survey vehicles.

NCHS initiates a research program to carefully consider the issues
identified in the preceding sections of the report. NCHS should
work in collaboration with the Agency for Hedth Care Policy and
Research in researching the issues relating to the feasibility and
efficacy of gathering data on episodes of illness.

NCHS begins the process of convincing the Department of Health
and Human Services, the Office of Management and Budget, and
the Congress of the importance of this effort for federa hedth care
policy and to ensure that this effort receives adegquate funding and
staff  resources.

Phase |I: 1995

NCHS begins implementation of the panel’s recommendations with any
modifications and adjustments as warranted by the research results to
date.

Research agenda continues.

Phase II1: 1994-1997

NCHS sets upon a one-year period to flesh out the design protocols for
the panel’s plan if found feasible in Phase | and with modifications as
warranted by the results of the research.

NCHS begins developmental work for implementation of the panel’s
long-range proposal for surveying illness episodes.

Phase 1V: 1997-2000

NCHS commences implementation of all components of the panel’s
proposed design framework for a comprehensive Nationa Health Care
Data System.
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Coordination and
Resource Considerations

The panel’ s recommendations in the previous chapters are intended to
provide a considerably enhanced body of knowledge about the health and
well-being of the U.S. population, the health care received, the costs associ-
ated with that care, and the relationships between the process and outcomes
of care.

In the course of its study the panel has noted severa issues not directly
addressed in its charge, some broadly relating to activities of the National
Center for Health Statistics (NCHS), and still others that go beyond to the
structural issues of collaboration and coordination of data gathering and
anadysis within the Department of Health and Human Services (DHHS) as a
whole. The panel strongly believes that these broader issues must be ad-
dressed in the context of this report because the successful implementation
of an integrated and effective National Health Care Data System will to a
large extent depend on their resolution.

ADVISORY STRUCTURE FOR THE NATIONAL
HEALTH CARE DATA SYSTEM

NCHS, by legidative mandate, is the lead hedlth statistics agency in the
federal government. By no means, however, does it have the sole responsi-
bility for al health statistics. A genera purpose statistical agency such as
NCHS cannot be al things to all people in the sense of fulfilling every

83
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potential user's information needs. The accepted role of the agency is the
provision of a time series of comprehensive, timely, and reliable informa
tion on the hedth status of the population and the headth care system. In
pursuit of producing consistent baseline information over time, it is all too
easy for datitical organizations to fal into at least two traps:

« To produce information conducive to making statistica generdiza
tions but not sufficiently focused to provide detailed illumination
of specific issues required to guide policy decisions and

To produce information that is comparable over time but as a result
has conceptual roots in issues or concerns of the past rather than
those of the present.

To many people interviewed by the panel, the current Hedlth Care Sta-
tistics program of NCHS has falen into both of these traps to some ex-
tent-the current surveys generate primarily descriptive data about the sup-
ply side of the hedlth care system, and provide only data of a secondary
nature to anyone wishing to analyze hedlth care policy or clinica or epide-
miological issues. The information collected is often not sufficiently com-
prehensive. As noted previously, the current provider surveys focus on a
unit of analysisthe event-which by itself is of declining relevance.

The panel argues that NCHS should continue to produce baseline infor-
mation. NCHS also needs to redirect its resources and surveys within its
statutory mandate to capture information relevant to current issues, provide
a flexible capacity that will alow collection of more detailed or specific
information on an ongoing basis. This issue is not unique to NCHS, as
illustrated by W.G. Cochran in his discussion of the role of statistics in
national health policy decisions in 1976:

Any continuing general purpose survey may in time become outdated be-
cause it is unresponsive to changing needs as perceived by users when new
problems arise. Criticism is sometimes directed toward the survey dtatisti-
cians, who are accused of concentrating on what they believe to be their
expertise: planning for the collection of samples and making estimates
from them, without either interest or competence in judging the utility of
what is being collected.

It has been 3.5 years since the passage of the National Health Survey
Act (see Appendix D), yet the provisions of that law are as relevant today
as they were in the 1950s. No far-reaching fundamental change in structure
or the general organizational framework of the surveys has been made in
response to changing health information needs since the early years, when
the concept, operational definitions, and consequent organizational struc-
ture of the surveys were put in place. In fact, until the current efforts to
develop a national health care survey, no new major survey had been devel-
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oped within NCHS since the late 1970s. For various reasons, including
resource congtraints, the last major new surveys to be developed were the
National Ambulatory Medical Care Survey and the National Medical Care
Utilization and Expenditure Survey; the most recent successor of the latter,
the National Medical Expenditure Survey, is not located in NCHS. Al-
though much has changed since the 1970s in the health care system and in
the sophistication of policy makers who demand and use these dtatistics, the
surveys have not been able to keep pace with the changes and needs.

The panel believes that the concept and operations of major systems
such as the recommended National Health Care Data System should under-
go external review periodically by experts from outside the government.
The panel of course recognizes the inherent practical and operationa dilem-
ma of a strong built-in bias for maintaining the status quo. Still, it is
important to periodically reconsider, modify, and change as necessary in
order to stay current and relevant.

A continuing, comprehensive, and integrated database is needed to ana
lyze the policy issues surrounding the health care system, one that would
serve the Congress, administrators, and other decison makers in the rele-
vant federal agencies and the health care research community as well. The
panel firmly believes that a redesigned Nationa Health Care Data System as
recommended in the previous chapter is an essentia ingredient for signifi-
cantly increasing the value of national hedth care data. Although the pro-
posed design may be regarded by some as a substantial departure, with a
gradual and small-scale approach more appropriate, in the panel’s judgment
exactly such an initiative is required to halt the drift toward becoming margin-
al and the inevitable further erosion of the NCHS health care statistics budget.

The panel therefore has recommended that NCHS begin now to imple-
ment its recommendations for a comprehensive integrated National Health
Care Data System and to plan a steady incremental development throughout
the remainder of the 1990s. Detailed specifications on the scope and con-
tent of an integrated Nationa Health Care Data System that is responsive to
the changing information needs will require concerted planning efforts, re-
sources, and expert guidance and oversight.

Recommendation 5-1: The pane recommends that a continu-
ing external oversight group of health care professionals he es-
tablished to monitor and advise NCHS and the Department of
Health and Human Services on the overall directions and scope
and content of the National Health Care Data System, in the
context of the agenda set forth by the panel in its proposed
strategy for implementation.

The panel has provided a design framework for implementation by NCHS;
it has dso recommended that further research be undertaken on feasibility
and methodological issues in order to reach informed decisions on implement-
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ing the details of the design. In the panel’s opinion, NCHS would benefit
from technical guidance provided by an externa group of technica experts.

Recommendation 5-2: The panel recommends that an external
technical committee of relevant experts be established during
the planning and implementation phase to help plan and review
the research needed to complete the proposed design; to identi-
fy the priorities for feasibility and research projects; and to
monitor the progress made by NCHS in completing the research
agenda and implementing the recommended design for a Na-
tional Health Care Data System on schedule.

The technical committee could be part of the functions of the recom-
mended oversight group for the Nationa Health Care Data System or a
separate working group functioning independently. The working group es
tablished under the auspices of the Section on Survey Research Methods of
the American Statistical Association, which currently advises the Bureau of
the Census on the Survey of Income and Program Participation, has been an
effective vehicle for the Bureau; it could serve as a model for consideration
by NCHS in carrying out the above recommendation.

IMPROVING DEPARTMENTAL COORDINATION

The panel has been impressed by the information-gathering capabilities
that have been developed in other DHHS agencies, largely in response to
their needs for data on which to base program decisions (see Appendix C).
The panel is concerned, however, a the extent of fragmentation and what
appears to be uncoordinated and at times overlapping development of hedth
statistical activities in the department. It is not this panel’s responsibility to
say that these activities in the other agencies should or should not continue
to exist, or to pass judgment on how al those activities relate or will relate
to the proposed National Hedth Care Data System. It is the responsibility
of the department, however, to ensure that statistical information needed for
policy formulation is gathered, analyzed, and made available in a timely
and cost-effective manner consistent with the misson and mandates of the
department and its components without unnecessary duplicating and over-
lapping activities. Section 304 (c)(I) of the Public Health Service Act,
requires the secretary to coordinate the heath dtatistics activities undertak-
en and supported through the units of the Department of Heath and Human
Services. The panel concludes that the department needs to undertake, with
expert consultations as needed, a mgor review of the vast array of its data
collection activities related to hedth care with the objective of developing a
comprehensive and coordinated plan for establishing an efficient and cost-
effective structure and organization for hedth care datistics.
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Considering the current fragmented state of the federal hedth statistics
activities, unless such a review is conducted and the findings implemented,
various agencies increasingly will fund special expensive one-time or peri-
odic surveys to meet their specific needs, when in fact, well-designed and
properly focused initiatives, conducted routinely, would meet many of those
needs in a cost-effective manner. For example, better coordination and
integration are needed than now exist between the kinds of data NCHS has
traditionally collected, the administrative data that now are collected by
Medicare and soon Medicaid, and the state-based data systems. The federal
government needs current, relevant, and reliable data on the entire popula
tion in order to carry out its responsbilities conscientioudly. It is especialy
important that ongoing dialogue and collaboration exist between the agen-
cies, especidly NCHS, the Agency for Hedth Care Policy and Research,
the Hedth Care Financing Administration, and the Alcohol, Drug Abuse,
and Mental Heath Administration. Similar concerns have been expressed
by others about the need for improved data on hedth care policy and the
consequent need for coordinating and steering groups to determine priori-
ties for development of data collection systems (see Citro and Hanushek,
1991, for a discussion on this subject).

Recommendation 5-3: The panel recommends that the Depart-
ment of Health and Human Services establish an ad hoc exter -
nal high-level committee, comprised of persons who have distin-
guished themselves in the fidd of health statistics, survey and
sampling methods, and the provision of health services, to un-
dertake a comprehensive review of the health statistics activi-
ties throughout the department and report its findings directly
to the secretary.

Such a committee should have a budget and qualified staff support that
is independent of al the agencies involved and well respected by al parties
of interest. One possibility is to carry out this effort in collaboration with
the National Committee on Vital and Health Statistics (NCVHS), which is
the principa statutorily established advisory body to the secretary on heath
statistics matters. However, because of its size and the selection of its
membership to be broadly concerned with health and vital statistics, it is not
congtituted to have the range of skills and technical expertise needed to
undertake effectively the kind of task envisioned by the panel and other
such activities. Furthermore, to undertake such a task, it would be essential
to have additiona ad hoc expert consultation when needed, a highly quali-
fied independent staff, and an adequate operating budget. It is also essen-
tia, in carrying out such tasks, that the committee should report directly to
the secretary as called for in the statute.

Even assuming that the department takes on this very comprehensive
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review, as stated earlier, mgjor data systems till should be reviewed peri-
odically. The panel believes that there should be some means of periodic
review for the department to assess the capability and effectiveness of the
dtatistical  activities, looking a such matters as survey content, resources,
and organization in the context of the nation's needs for hedth care infor-
mation. One possible locus of such externa accountability could be the
NCVHS if strengthened along the lines indicated above.

In order for data collected by al agencies to be most useful, core data
sets and concepts need to be comparable. NCHS should work in collabora
tion with the program agencies and the policy staff offices in the depart-
ment in developing and encouraging the use of standard definitions and
classfications and act in other ways to enhance the usefulness of the infor-
mation and to reduce costs and unnecessary duplication of effort.

As indicated earlier, increased coordination and collaboration between
the agencies in the collection, linkage, and anaysis of hedth care data are
essential. Medicare administrative data files increasingly have the capabili-
ty of providing comprehensive information for the population age 65 and
older. Specia studies are being developed on the Medicare beneficiaries,
Medicaid-eligible nursing homes, and other areas of interest and concern to
the Hedth Care Financing Administration. Examples of such magjor initia-
tives are the Medicare Current Beneficiaries Survey, the Nursing Home
Resident Assessment data set, and the Medicare hedth status registry. The
panel recognizes, however, that data from administrative files are not neces
sarily subgtitutes for data from statistical surveys, and the two types of data
are not aways additive.

ENHANCING THE CENTER'S ANALYTIC CAPABILITY

Establishing and maintaining high-quality and relevant data systems for
appropriate, timely dissemination requires a capable anaytic staff of inter-
nal users. The pane finds that, athough NCHS has maintained its empha
sis on and capacity to ensure the validity and reliability of the data collect-
ed, there has been a loss of andytic capability, particularly within the survey
divisions of NCHS for various reasons, but primarily as a result of budget-
ary constraints. At the very time that major health policy issues are being
increasingly debated and policy and program managers and researchers in
government and in the private sector are seeking better information for their
purposes, the data appear to be becoming less pertinent to their needs. As a
result, the users are turning to the stewards of administrative data such as
the Health Care Financing Administration and the newly created Agency for
Health Care Policy and Research for primary national data collection for
which NCHS has the mandate and should have the capacity to provide.

In times of budget limitations, data analyses are often sacrificed to
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protect the basic data collection activities in a dtatisticadl agency. That is
what appears to have happened in the survey divisions of NCHS over the
past several lean budget years. The panel recognizes that NCHS does have
a very strong but very lean separate Office of Analysis, however, the small
staff of that office cannot, and should not, undertake all the analysis of the
data from al the surveys. Strong anaytic capability in the divisions that
develop and conduct the surveys is important for keeping the content of the
surveys relevant. The current impoverished analytical capability of these
divisions not only affects the timely analysis and interpretation of data
collected, but also leads to inability to anticipate important issues and to
respond to them. The panel believes that, if not corrected, this will impair
the ability of NCHS to implement the Nationa Hedth Care Data System.

Recommendation 5-4: The panel recommendsthat the depart-
ment ensure that sufficient resources for maintaining capability
for analysis and dissemination of the data collected be included
in the resources allocated for implementation of the National
Health Care Data System.

RESOURCE REQUIREMENTS

Moving from event-based statistics to comprehensive person-based sta-
tistics, which the panel believes is absolutely essential for the provision of
adequate health care data, cannot be accomplished without a substantial
infusion of new resources. The panel feels that it would be remiss if it did
not emphasize the importance of this additional funding and attempt to
provide at least a crude estimate of what would be necessary to produce the
recommended data on a continuing basis.

The lack of funding and staffing over the past several years a NCHS at
a level adequate to even maintain the traditiona survey infrastructure, let
aone expand into new aress, methods and analysis, is extremely troubling
to the panel. Inadequate funding has been trandated into reduction in the
frequency and sample sizes of surveys and, athough harder to document
directly, probably a decline in the quality and andytic utility of the surveys.

Hedlth care data are of interest not only in terms of the broad functions
of society, but aso more importantly in terms of specific use and interest in
the establishment and evaluation of federal policy in hedth care. The panel
considers that the immediate implementation of its recommendations is jus-
tified in view of the increased importance of health care issues to Congress
and the executive branch in the establishment and evaluation of federal
hedlth care policy, and to the states and the society as a whole as they cope
with the significant changes in the organization and delivery of health care.

The Nationad Hedth Care Data System as recommended by the panel
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must be funded adequately from the start if it is to be successfully designed,
implemented, and operated. The panel recommends a considerably expand-
ed data collection effort and a redesign strategy that will yield significantly
more useful data than are currently available. An underfunded program
cannot discharge its responsibilities effectively. In the final analysis, the
commitment and institutional support of the secretary of the Department of
Heath and Human Services, the Office of Management and Budget, and the
Congress are all essential to the successful implementation of a departmen-
tal comprehensive integrated hedth care statistics strategy.

The panel has proposed a strategy with a number of decision nodes in
the future based on the results of the research agenda. Costs for implement-
ing the coordinated data system proposed by the panel will depend on the
decisions reached at the end of each stage. Implementation of the proposed
design will take time and many of the specific details will emerge over the
period. The panel therefore does not believe it is possible to provide pre-
cise estimates of funds needed to implement the proposed data system.
However, on the basis of past and current expenditures for comparable
national surveys conducted in the department, one can estimate the relative
magnitude of funds that will be needed for data collection when the Nation-
al Health Care Data System is operational.

Based on projected costs for fiscal 1992 and 1993, the annual cost of
data collection for the provider surveys included in the current NCHS plan
(excluding the patient follow-up component), is about $9-10 million.” This
amount does not include any data processing, personnel, or overhead costs
for these surveys. Comparable annual costs for the National Heslth Inter-
view Survey are about $12 million. The National Medical Expenditure
Survey contract costs for data collection were over $66 million for 1987-
1989 (in 1987 dollars). This total includes $32 million for the household
survey component, $11 million for the ingtitutional population survey, $7.5
million for the medical provider survey, $9 million for the hedth insurance
survey, $7 million for the survey of American Indians, and $.4 million for
the medical record survey component. The panel estimates that, in 1991
dollars, these data collection contract costs would be in the range of $74-77
million, even with a modest rate of inflation of 3-4 percent per year.

The National Health Care Data System when fully implemented will
include not only a largely expanded information base on providers and
visits linked at the person level to the Nationa Health Interview Survey, but
also longitudinal components of the household and institutional populations
linked to the Nationa Hedth Interview Survey and the National Nursing

IThe surveys included are the Nationa Hospital Discharge Survey, the National Ambulatory
Care Survey, the Nationa Home Health and Hospice Care Survey, the Nationa Heath Provid-
er Inventory (which will be conducted every three years; the last one was conducted in 1991),
and the Nationad Nursing Home and Board and Care Home Survey.
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Home Survey, respectively, to obtain current information on patterns of
health care utilization, costs, and expenditures-but in a more cost-efficient
manner. On the basis of past and current experience with conducting simi-
lar surveys and taking into consideration potential cost savings resulting
from its recommendations, the panel estimate that the annua data collection
costs for the proposed integrated National Health Care Data System could
be expected to be no less than $2530 million (in 1991 dollars). This figure
includes the $9-10 million currently estimated for the conduct of the pro-
vider surveys.

Recommendation 5-5: The panel recommends that adequate

funds for operating the National Health Care Data System, esti-

mated to be no less than $2530 million per year, beincluded in

the appropriated budget of the National Center for Health Sta-

tistics.

In conclusion, the panel believes that the blueprint for action that it
recommends will contribute toward a significantly improved and efficient
data collection system that will go far toward meeting the data needs for
monitoring and evaluating the quality, access to, effectiveness and out-
comes, and costs and expenditures for health care in the United States into
the next century. The blueprint is worthy of full fiscal support, even in
these difficult financial times, from the Congress and the executive branch.
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EXECUTIVE SUMMARY

During the past decade, notable changes in the organization, financing,
and delivery of hedth care have occurred brought about, in part, by cost
containment and medical effectiveness initiatives, aging of the population,
and changes in the practice of medicine. Further changes are anticipated in
the future. The impact of these changes includes a greater diversity in
insurance and benefit programs; development and growth in new or alterna-
tive settings of health care; and changes in the medical care received by
individuals and in the use of medica care technology.

These changes have outpaced the capabilities of existing data systems
to provide relevant and timely data, a problem compounded by the periodic
nature of many surveys. As aresult, the National Center for Hedth Statis-
tics (NCHS) has undertaken a major review of its existing surveys of health
care providers. This review has evolved into plans for a restructuring of
these surveys.

Under this plan, four NCHS surveys of health care providers, the Na-
tional Ambulatory Medical Care Survey, the National Hospital Discharge
Survey, the National Nursing Home Survey, and the National Master Facil-
ity Inventory, are being merged and expanded, over time, into an ongoing,
integrated National Heath Care Survey (NHCS). In part, this is being
accomplished by reducing the sample sizes for hedlth care providers cov-
ered in existing surveys and by stretching the sample over a number of
years.

The primary objectives of the NHCS are: to provide national data for
“dternative” sites of health care, such as hospital emergency and outpatient
departments, ambulatory surgi-centers, home health agencies, and hospices,
to increase the analytical uses of survey data through the use of an integrat-
ed cluster sample design; to develop the capability to conduct patient fol-
low-up studies to examine issues related to the outcome and subsequent use
of medica care; and to survey health care providers on an annual basis, thus
eliminating gaps in data and fluctuations in resource requirements.

NCHS has requested that the Ingtitute of Medicine and the Committee
on National Statistics conduct a panel study to evaluate and make recom-
mendations regarding the proposed plans for the National Health Care Sur-

vey.
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I. BACKGROUND

A. Dynamics of the Health Care Delivery System

There have been profound changes in recent years that have reshaped
many aspects of the health care delivery system in the United States. Fur-
ther changes are expected to take place in the yearsto come. These changes
affect not only the recipients of medical care, but the providers of care and
medical insurance and benefit programs as well. Any overview of factors
influencing the health care delivery system necessarily involves a degree of
oversimplification; however, the following areas are among those frequent-
ly discussed:

Cost containment-Health care expenditures increased from $248 bil-
lion in 1980 to $500 hillion in 1987, an increase of 102 percent, com-
pared with a 66 percent increase in the Gross National Product. In
response to these rapidly increasing health care expenditures, public
and private purchasers of care have moved to ingtitute reforms in the
traditional third-party payment mechanisms, which were widdly per-
ceived as providing incentives for overutilization of health services.
Major reforms by government have included the implementation of the
Medicare Prospective Payment System; strengthening of Federally-man-
dated utilization review programs; State-initiated reforms in Medicaid
programs; and physician payment reform. At the same time, businesses
and insurance carriers, individually or through local coalitions, have
moved to strengthen claims and utilization review; to institute greater
cost sharing with beneficiaries; to offer expanded choices of coverage
levels to employees, including capitation arrangements; and to use their
market power to enter into preferred provider arrangements with hospi-
tals and physician groups.

Medical effectiveness-Recent legidative and departmenta health care
initiatives, mirroring the feeling of many health care professionals, have
focused on the effectiveness and outcomes of hedth care. Severa
activities indicating the importance of this emerging issue have oc-
curred in the past year: Congress has enacted legislation to expand the
Federal program of medical effectiveness research: and the Department
of Health and Human Services, as part of its Medical Treatment Effec-
tiveness Program, has awarded approximately $6 million in research
grants to study patient outcomes and effectiveness of medical treat-
ment. In September 1989, two “Effectiveness’ conferences, including
one sponsored by the Ingtitute of Medicine, were held to review various
aspects of this complex issue, such as the current research and health
policy activities, the methods and data necessary for assessment, and
the future direction of this effort.
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Aging of the population-Rapid growth is occurring in the number and
proportion of older persons in the population, as life expectancy at birth
has risen to nearly 75 years, more importantly, persons reaching age 65
can expect, on average, to live another 17 years. Improvements in the
morbidity status of this population have led to growing numbers that
can live relatively independently, and a rise in the demand for health
and socia services that support independent living. At the same time,
those persons that are institutionalized consume a large and growing
share of hedlth resources. This demand will expand in future years as
the baby boomers age into the 65 years and older group.

Medicine and technology-Over the last several decades, investment in
basic research, combined with a reimbursement system that encouraged
the use of technology, has led to the rapid development and diffusion of
new diagnogtic and treatment modalities. In many cases, due to reim-
bursement incentives, intensity of treatment, and cost, the use of these
procedures was limited to inpatient settings. In recent years, as many
existing technologies have become more routine and new lower-intensity
and less costly procedures have been developed, many procedures are
now performed in outpatient and ambulatory settings. A variety of new
facilities have emerged and grown to address this headth care market.

B. Impact on the Health Care Delivery System

In the 1970’s, the hedth care system was characterized by heavy reli-
ance on inpatient care, fee-for-service physicians, cost- or charge-based
reimbursement through third-party insurers, and the insulation of consumers
of hedth care from financia risk. During the 1980’s, as a result of some of
the factors outlined above, there has been a growing trend toward greater
diversification in organization, financing, and delivery of health care. Evi-
dence of this diversity includes the proliferation of insurance and benefit
alternatives for individuals, new forms of physician group practice; and
growth in the number of dternative sites of care, such as surgical centers,
walk-in ambulatory care facilities, and home health agencies.

Surgery is now provided on an outpatient basis for many procedures for
which patients would have been admitted as inpatients previously. The
subgtitution of alternative sites of medical care for high-cost inpatient hos-
pital care is having a dramatic effect on the structure, organization, and
finance of surgica care to the point that for some procedures the outpatient
and ambulatory settings have become the preferred location for such care.

The emphasis placed on the reduction of regulation and promotion of
market forces, as well as efforts to contain costs, has led to increased com-
petition between providers and insurers of health care. At the Federa level,
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health planning programs have been de-emphasized, and other forms of
regulation have been eased. At the same time, employers and insurers have
facilitated increased competition by offering a greater range of choices, and
consumers have responded with a growing acceptance of aternative forms
of health care organization, as shown in the growth of enrollment in health
maintenance organizations and other types of prepaid plans. Further, pro-
viders, in positions of both relative oversupply or underutilization, have
sought to more aggressively market their services or enter into “preferred
provider” arrangements to protect their market share.

One of the many emerging themes in the area of medical effectiveness
research is the need for reliable and valid utilization data to measure and
assess hedlth care outcomes and medical technology. Discussion of these
data needs and the methods for obtaining and analyzing these data is a
frequent agenda item, for example, the use of administrative data and regis-
tries to assess medical effectiveness was explored at the IOM conference.

The aging of the population has led to concerns regarding the adequacy
and cost of exigting long-term care services, and'a growing attention to
long-term care insurance, as well as aternatives to ingtitutionalization. The
demand for long-term care services is exemplified by the dramatic rise in
the number of nursing home beds in the 70s and 80s and an occupancy rate
which has remained fairly constant over that time. And while home health
care is often promoted as a cost-efficient aternative to institutionalization,
there are concerns that more ready access to home health care will increase
overall costs as new demand surfaces from individuals not currently receiv-
ing such assistance from organized providers.

Increasingly, health care institutions are becoming vertically integrated
(wherein one firm or facility serves several provider functions, such as
hospital, nursing home, and home health care) with greater likelihood of
substitution between levels of service as individual patient needs or the
availability of reimbursement dictate.

Finally, changes in the organization and financing of health care have
resulted in significant changes in the practice of medicine and the develop-
ment and use of technology. Since the implementation of the Medicare
Prospective Payment System, lower inpatient lengths of stay have been
observed, stimulating some debate over the extent of inappropriate early
discharges; practitioners are placing more emphasis on the efficacy and cost
effectiveness of technologies, where in the past any marginal benefit to the
patient was sufficient justification for use of a procedure. Lower hospital
occupancy rates again reflect the movement from inpatient to outpatient
care. Greater emphasis is aso being placed on early diagnosis and treat-
ment of patients in capitation systems, while the increased employment of
case management for Medicaid and privately insured groups has atered the
traditional doctor-patient relationship in many settings.
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C. NCHS Data Systems

Over its 30-year history the National Center for Hedth Statistics has
developed and maintained, as changing data needs have dictated, a number
of surveys of the supply, organization, and utilization of health care in the
United States. These surveys have provided data for monitoring changes in
the use of health care in these settings, for monitoring specific diseases, and
for examining the impact of the introduction of new technologies. Exam-
ples include the data to examine the impact of the prospective payment
system on the utilization of hospital care. The currently active surveys of
health care providers are briefly described below.

The Nationa Ambulatory Medical Care Survey (NAMCS), conducted
annually from 1973-81, in 1985, and again on a continuous basis begin-
ning in 1989, collects information about ambulatory medical care pro-
vided by office-based physicians. This survey provides statistics on the
demographic characteristics of patients, reasons for visit, diagnoses,
diagnostic procedures, services provided, drug therapy, and disposition.

The National Hospital Discharge Survey (NHDS), which has been con-
ducted annualy since 196.5, is the principa source of information on
inpatient utilization of hospitals. This survey obtains data on the char-
acteristics of patients, their expected sources of payment, lengths of
stay, diagnoses, surgical operations, and patterns of care by hospital
bed size, ownership type and geographic region.

The National Nursing Home Survey (NNHS), conducted periodically
since 1963 and most recently in 1985, provides information on nursing
homes from two perspectives - that of the provider of services and that
of the recipient. Data about the facilities include characteristics such as
size, ownership, staffing patterns, Medicare/Medicaid certification, oc-
cupancy rate, days of care provided, and expenses. For residents, data
are obtained on demographic characteristics, hedth status, services re-
ceived and (for discharges) the outcome of care.

The National Master Facility Inventory (NMFI), conducted on a period-
ic basis since 1962, is an important source of national information on
the number, type, and geographic distribution of inpatient hedth care
facilities. In addition, the NMFI serves as a sampling frame from
which facility samples such as the NNHS are selected.

These data systems rely on information from providers of hedth care,
rather than from recipients, because 1) providers have the most accurate and
detailed data on diagnosis and treatment, and 2) providers are an extremely
cost-effective source for identifying events such as hospitalization, surgery,
and long-term ingtitutionalization, which are relatively “rare’ events in the



NCHS PLAN 101

total population. For example, about 1 person in 10 receives hospital care
each year and 1 elderly person in 20 uses nursing home care. Data from
these surveys are obtained through a variety of mechanisms, including, for
example, abstraction of medical records of ingtitutions, completion of pa
tient encounters by physicians, compilation of data from States and profes-
sional associations and purchase of data from private abstract services.
Other data systems provide important data on health care utilization,
obtained from persona interviews with individuals. For example, the Na
tiona Health Interview Survey provides data on physician and dental visits,
as well as hospitalizations, and the Nationa Medical Expenditure Survey
(conducted by the National Center for Health Services Research) focuses on
expenditures and financing of individuals for health care. These popula-
tion-based surveys, while providing information on care received by indi-
viduas, are limited in their ability to provide accurate detail on diagnoses
and treatments, or the characteristics of health care providers. On the other
hand, these surveys do have the ability to obtain national estimates on
expenditures for health care and insurance coverage, to provide information
on persons who do not receive or have access to medical attention during a
given period, and to provide socio-economic and hedlth status information
about respondents that is not readily available from heath care providers.

D. Implications for Health Care Data

NCHS provider-based surveys have considerable strengths in measur-
ing the care provided in traditional settings, including physicians' offices,
acute care hospitals, and nursing homes. The NAMCS, NHDS and NNHS
were designed to cover the health provider settings where the bulk of medi-
cal care was provided in the 60s and 70s. Despite the multitude of changes
previoudy described, these sources of care remain as the key eements of
the nation's hedth care data system. However, these data reflect only part
of the medical care provided in the United States and, because of the kinds
of changes previously discussed, there is concern that existing national health
data sources are unable to fully address a number of areas of health policy
interest, and are only partly capable of providing information needed to
evaluate changes in the organization, financing, and delivery of health care.
Current surveys are weak in two areas. (1) coverage of new and emerging
sites of medical care, especialy in those areas where new sites of care are
substituting for the more traditional sources, and (2) measurement of the
impact of change on the effectiveness, quality, and outcome of medical care.

Existing data systems are unable to measure the degree of shift from
traditional to aternative settings, or to provide national estimates for types
of care delivered in these new settings. Examples of these new or growing
settings include hospital-based and freestanding ambulatory surgi-centers,
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ambulatory care provided in hospitals and clinics, and community-based
long-term care settings. Furthermore, currently available estimates - such
as rates for surgical procedures, physician visits and reasons for such visits,
and receipt of long-term care - that are obtained from existing surveys may
become less definitive as treatments and patients shift to other settings. A
prime example of this shift is in the measurement of lens implants, which
until recently were performed amost entirely as an inpatient service but are
now performed with few exceptions on an outpatient basis, At the same
time, data based on claims forms may become less useful as capitation
systems gain larger market shares, since these systems require less detailed
administrative records for reimbursement. In order to continue to provide
basic estimates of the supply and use of health services and health care
technology, surveys of health care providers will need to recognize the shift
of medica practice to new settings.

Existing national data systems are limited in their ability to assess the
impact of changes in the practice of medicine, such as the introduction of
new technologies, and the resulting change in health outcomes that are
brought about by modifications in financing and organization of such care.
Important issues in this area include differences in heath outcomes between
different sites of surgery or other care in terms of subsequent institutional-
ization, mortality, or illness; differences in outcomes from dternative treat-
ments or technologies employed for the same diagnosis, and the impact of
declining inpatient lengths of stay for various diagnoses on subsequent re-
admission, other care, and on health outcomes.

The NCHS provider-based surveys were originaly designed to operate
continuously or with short periodicity cycles. Many of the problems of
provider coverage described above have been compounded by the periodic
schedule of data collection of some NCHS surveys of hedth care providers,
for example, only the NHDS has been conducted on an annua basis during
its entire history. Due to resource limitations, the scheduled interval be-
tween data collection periods in the NAMCS and NNHS were increased in
1981: the NAMCS from an annual to a triennial survey, the NNHS from
triennial to sexennia. Further resource limitations led to the delay of these
surveys from even the lengthened intervals. Although these programs are
regarded as part of the NCHS base program, their periodic nature required
judtification of increased funding as each survey cycle approached. Despite
the importance of these surveys to health researchers and policy makers, it
has been increasingly difficult to obtain such funds. A more stable level of
resources for surveys of hedth care utilization is reguired.

Findly, it is important to recognize the limitations of any anaysis of
current change in the hedth care system, and the danger of basing plans for
future data collection solely on updating our current assessment of the structure
of the delivery system. Change will continue to occur - both in reaction to
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the impact of previous changes and in response to forces that will emerge in
the future. A critica concern as to future data collection is the flexibility to
adapt to these changes as they occur.

[I. A NATIONAL HEALTH CARE SURVEY

As a mgor initiative in the FY 1988 PHS Planning Process, NCHS
examined the changes occurring in the health care delivery system, the
impact of these changes, and the implications of these changes for the types
of surveys of hedlth care that are needed. The result is a plan for a major
restructuring of its current surveys of hedth care utilization into a Nationa
Health Care Survey that is expected to provide a much more redlistic pic-
ture of the medica care provided in the U.S. As the Center's four existing
surveys of providers (the NAMCS, NHDS, NNHS, and NMFI) are fielded
according to their projected schedule, they are being modified into compo-
nents of the National Health Care Survey. Coverage of these surveys is
being expanded to include aternative sites of care, and a greater continuity
of resources is being achieved by moving periodic surveys to an annual
basis. In part, this is being accomplished by reducing historical levels of
sample size for health care providers covered in existing surveys and reduc-
ing or modifying the content of each provider component. The capability to
conduct routine and specidized patient follow-up studies is being instituted
through a patient follow-up component in order to address outcome and
quality of care issues and greater analytic utility will be achieved through
the use of an integrated cluster sampling approach. In the following sec-
tions the approach, features, and schedule for the National Health Care
Survey are presented.

A. Components

The National Health Care Survey is designed to produce annual data on
the use of health care and the outcomes of care for the major sectors of the
hedlth care delivery system. These data will describe the patient popula
tion, medical care provided, financing, and provider characteristics. The
NHCS has five components based on the Center's current health care pro-
vider surveys:

The Ambulatory Care Component has as its base the National Ambu-
latory Medica Care Survey. This component is being expanded initial-
ly to include medical care provided in hospita emergency and outpa
tient departments and clinics. When fully implemented, this component
will also cover ambulatory care provided in other settings such as neigh-
borhood health clinics.
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The Hospital and Surgical Care Component is based on the National
Hospital Discharge Survey. This component is being enlarged to in-
clude hospital-based and freestanding ambulatory surgery centers.

The Long-Term Care Component is based on the National Nursing
Home Survey and is being restructured and expanded to include home
health agencies and hospices. The Long-Term Care Component will
provide data from smaler annua surveys, rather than periodic surveys
with larger samples.

The Health Provider Inventory Component is based on the National
Master Facility Inventory. The NMFI which now provides the sam-
pling frame for the NNHS and other facility based surveys is being
expanded to include providers of acute ambulatory care and communi-
ty-based long-term care. The NMFI has been renamed the National
Health Provider Inventory (NHPI).

The Patient Follow-up Component is being developed to collect infor-
mation from the patient or patient’s family about the outcomes of pa
tient care, including subsequent use of medical care and morbidity;
hospital readmissions; and changes in hedth status. In this methodolo-
gy periodic contacts (possibly by telephone) are made to follow the
long-range outcomes of care and subsequent use of care to produce
longitudina data on quality of care, episodes of care and the dynamics
of the use of hedth care and its financing. The application of this type
of methodology in the 1985 NNHS is described in section G. Addition-
aly, it is anticipated that these data could be linked with other data
sources as the 1985 NNHS is being linked to the NCHS National Death
Index to obtain information on mortality status and cause of death for
former patients. The patient follow-up component could also focus on
other dimensions: a financing mechanism, a diagnosis or procedure; a
particular demographic group (e.g., aged, poor, minority); a particular
disposition at discharge (e.g., live/dead, admission to long-term institu-
tiona care). The dimensions could change to address emerging issues
and special topics.

B. Coverage

The National Hedlth Care Survey is designed to cover the three major
types of health care and hedth care providers:
Hospital Care:

- Inpatient

- Outpatient surgery

- Outpatient departments and clinics

- Emergency departments
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Ambulatory Care:
- Physicians offices
- Prepaid practice, including HMO's
- Freestanding surgi-centers
Long-Term Care
- Nursing and persona care homes
- Home hedlth agencies
- Hospices

C. Content

Determination of the data content of the components of the Nationa
Health Care Survey is underway via discussions within the Department
about basic data needs and research to develop specific data items. Tradi-
tionally, the basic core of data has been defined by an appropriate minimum
data set - a common set of data items that meets the needs of a multiplicity
of users. Several of these data sets have been designed by the National
Committee on Vita and Health Statistics and it is possible that new data
sets will need to be developed.

D. Features

Central to the development of a Nationa Health Care Survey are sever-
al technical aspects or features which enhance its analytica capabilities and
minimize costs. These festures include:

Employing an integrated cluster sample design where the hedth care
providers are sampled at the second stage from a first stage sample of
geographic areas, rather than selecting the providers at the first stage.
Currently, the geographic areas being used in the NHCS are the Prima
ry Sampling Units (actualy a subsample of the PSUs) of the Nationa
Health Interview Survey. The advantages to this type of design in-
clude: the increased analytical utility as hedth care utilization is exam-
ined in relation to health status indicators; the reduced interviewing
costs as sample providers are concentrated in specific geographic aress;
the increased potential for record-linkage across settings which aids in
tracking patients and in differentiating multiple episodes of the same
condition; and the possibility of producing local area statistics, at least
for some areas or communities.

Conducting the components on a continuous annual basis to address
seasonality of illness, to maintain a small group of well-trained staff, to
reduce the budgeting and scheduling problems associated with periodic
surveys, and to minimize recurrent start-up costs for survey compo-
nents.
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Using the same samples of providers over time, where possible, for
better quality of data and reduced sample induction costs.

Using available data for developing sampling frames, e.g., for hospitals
- the American Hospital Association; for physicians - the American
Medical Association; and for certified home health agencies - the Hedlth
Care Financing Adminigtration; and using the Nationa Master Facility
Inventory mechanism to complete or compile the sampling frames, eg.,
surgi-centers, hospices and noncertified home health agencies.

Aggregating estimates across years to produce data on sub-populations,
“rare’ diagnoses and treatments, to produce greater geographic detail,
and to compensate for smaller sample sizes.

As an example of other features which are being considered is the
possibility of using the same sample of providers for severa components of
the NHCS, eg., the same sample of hospitals might be used for surveys of
inpatient, outpatient and emergency department care.

E. Flexibility

The National Hedalth Care Survey is being designed for maximum flexi-
bility, providing a basic framework which can be expanded in several di-
mensions as data needs change. This flexibility in an on-going national
survey is important for providing data on changes in hedth care delivery
such as new technologies, new procedures, and new approaches to organiza-
tion or payment for care. Dimensions for expansion include:

Provider coverage-Coverage of health care providers can be expanded
to include additiona ambulatory and long-term care providers of inter-
est, e.g., community health centers, walk-in acute care centers, adult
day care centers, mental hedlth facilities, or ingtitutions for the mentally
retarded. One the of genera limitations for expansion is the availabili-
ty and adequacy of a sampling frame.

Financing arrangements-In addition to source of payment, type of payment
mechanism (fee for service, capitation, discounted fee, etc.) can be
determined. As new payment mechanisms are implemented, the impact
on the various sectors of the hedth care delivery system can be exam-
ined.

Special topics-The provider components and the patient follow-up com-
ponent can be expanded to address special topics or emerging issues
and can continue for severa years if the issue warrants. Of current inter-
est are the FY 1992 AIDS Initiatives which contain a concept proposal
for the development and testing of a patient follow-up methodology.
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Other applications of this longitudina methodology include tracking
the morbidity experience and subsequent use of services for patients
hospitalized with stroke, or for patients in nursing homes with Alzhei-
mer’'s Disease or hip fracture. And questions such as the following
could be addressed: Do decreases in length of hospital stay for certain
diagnoses result in greater use of long-term care or higher readmission
rates to hospitals? What are the differences in morbidity and subse-
guent use of care when inpatient and outpatient surgery are compared
for the same procedure?

F. Integrated Survey Design

Asmentioned earlier, the components of the NHCS are being fielded in
a subsample of the Primary Sampling Units selected for the National Health
Interview Survey (NHIS). This linkage with the NHIS is consistent with
the decision to base the NCHS Integrated Survey Design Program on the
NHIS sample and to establish survey linkages to the other NCHS popula-
tion surveys. The next cycle of NHIS redesign research is currently under-
way. Factors and design options now being explored include not only the
issues related to the NCHS population surveys, but also the particular re-
quirements of the NCHS provider and establishment surveys, eg., the effect
of conducting the NHCS in the NHIS PSU’s and the analytica utility of
such a design.

G. Current Status and Schedule

The current status and plans for the initial expansion of each NHCS
component are described below and presented in Table 1. Also described
are significant research and development activities previously completed.

Ambulatory Care

The 1989 NAMCS was redesigned based on the integrated cluster sam-
ple design (NHIS PSUs) and data collection began in March 1989. The
1989 and 1990 NAMCS samples include approximately 2,500 physicians in
office-based practice. Data items will remain constant over the two-year
period so that data can be aggregated to produce approximately the same
level of detail asin 1985 when 5,000 physicians were sampled. Induction
interview guestions about health maintenance organizations and other pre-
paid practice arrangements have been incorporated into the 1989-90 NAMCS.

Based on the results of research conducted in two previous contracts
which provided information on the availability of data items, appropriate
data collection procedures, and construction of sampling frames, a contract
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is currently underway to develop the national sample design and conduct a
field test to refine the data forms and collection procedures for the survey
of hospital emergency and outpatient departments. This survey is sched-
uled to begin in mid-1991 and it is anticipated that the Bureau of the Census
will be the data collection agent for the national effort.

Hospital and Surgical Care

The National Hospital Discharge Survey was redesigned based on the
integrated cluster sample design and fielded in 1988. The redesigned NHDS
sample contains 542 hospitals and emphasizes the purchase of discharge
data from hospital abstract services as a method of data collection. Approx-
imately 75 percent of the sampled discharges for the 1988 NHDS are col-
lected via hospital abstract services. The design includes a nationaly repre-
sentative subsample of 128 hospitals which provide data on hard copy abstracts.
This feature reduces the dependence on abstract services and provides nar-
rative, as opposed to coded, diagnoses and procedures for special studies.

Research is currently underway via contract to develop a survey of
ambulatory surgery centers. Among the technical and methodological is-
sues being addressed in this research are the development of a data set and
data collection procedures and the investigation of potential sampling frames.
This survey would sample patients receiving surgical, diagnostic or thera
peutic procedures in both hospital-based and freestanding ambulatory surgi-
centers. Implementation of this survey is currently scheduled for 1993.

Long-Term Care

Contract research is ongoing to develop a survey of clients of home
health agencies and hospices. Data content and data collection procedures
are being developed and a field test is currently underway. This work
follows earlier work on the evaluation of the Long-Term Care Minimum
Data Set which provided information on the establishment of sampling frames
and on the content and availability of minimum data set items in agency
records. Contingent upon the results of the current project, the home hedth
agency/hospice client survey is scheduled to be pretested in late 1991 and
fielded in 1992.

The schedule for the next National Nursing Home Survey has recently
been accelerated so that the next NNHS will be fielded in 1992. It is
anticipated that the Bureau of the Census will be the data collection agent.

Health Provider Inventory

Mailing lists of facilities for the 1991 National Health Provider Inven-
tory are currently being prepared and in early 1991 the NHPI will be field-
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ed. This mail survey will concentrate on compiling current and complete
listings of home health care agencies, hospices, nursing homes, personal
care homes and licensed board and care homes. The information collected
will be used to construct sampling frames for the 1992 home health agency/
hospice client survey and the 1992 National Nursing Home Survey. Rec-
ommendations from a 1983-85 evaluation of the NMFI which addressed
issues of definition, content, and data collection procedures for nursing
homes and the experience from the centralized collection activities used in
the 1986 Inventory of Long-Term Care Places conducted by NCHS are
being incorporated in the 1991 NHPI.

Patient Follow-up

The 1985 NNHS included a survey of the current and discharged resi-
dent's “next-of-kin.” This survey provided experience in obtaining release
of information to identify the patient and in contacting the “next of kin” in
order to collect longitudinal information not readily available in the medica
record. This included information on the resident’s health and functional
status prior to admission, the reason for admission and a history of previous
nursing home admissions. Two follow-up cycles have been conducted - one
in 1987 (August-November) and the second in 1988 (July-October) - to
determine the resident’s current functional status, living arrangements, use
of medical care and sources of payment since the last contact. A third
follow-up cycle began in January 1990.

Future studies will rely on such work as the Nationa Academy of
Sciences evaluation of data needed for health policy andysis for an aging
population which provides guidelines for the content of dataitems on qual-
ity and use of care.




TABLE 1 Nationa Health Care Survey Implementation Schedule

or1

Component Year of data collection

1988 1989 1990 1991 1992 1993 1994

Ambulatory Care
Office-based physicians X
Hospital emergency and
outpatient  departments X

Hospital and Surgical Care
Hospital  (inpatient) X
Surgical centers X

Long-term Care

Nursing homes X
Home health agencies and
hospices X

Hedlth Provider Inventory

Nursing homes X
Home hedth agencies X
Hospices X
Board and care homes X
Surgical centers X

Petient Follow-up
Nursing home residents X
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Survey of Users of National
Health Care Statistics

INTRODUCTION

Evaluation of plans for the National Health Care Survey requires de-
tailed knowledge of the needs for the data that such a survey could produce.
There is no systematic body of information about the users of NCHS data
on hedlth care or about the data needs of the users. In order to address its
charge to evauate plans for a National Health Care Survey, early in the
study the panel decided to obtain the views of awide group of users, policy
makers, and other interested parties. Although the panel is comprised of
experienced users of health care data and persons highly knowledgeable of
the hedlth care delivery system, it wanted to learn from users about the kind
of hedth care data they use; how they use the data; their experience in
-using data from the current NCHS provider surveys (the National Hospital
Discharge Survey, the National Ambulatory Medical Care Survey, the Na-
tional Nursing Home Survey, and the National Master Facility Inventory);
the problems they have encountered in doing so; their assessment of their
quality, cost, and accessibility; their current needs for data on health care
and their anticipated future needs; and their comments on the NCHS plans
for the integrated National Health Care Survey.

As afirst step in this direction, the panel decided to conduct an infor-
mal survey of users. The information obtained from users had significant
influence on the panel in formulating its recommendations. The proposed
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Bureau of the Census or hospital personnel completing the medical ab-
stracts.

The data obtained from the medical abstract form and the abstract ser-
vice data tapes include:

« Date of birth

¢ Sex
* Race
«  Ethnicity

* Marital status

« Fina diagnoses

+ Surgicad and nonsurgical procedures and dates of procedures
» Expected sources of payment

+ Medical record number

+ Admission and discharge dates

» Discharge status and disposition

« Residence zip code

The medical record number and patient zip code are confidential infor-
mation and are not available to the public. Up to seven diagnoses and four
procedures are coded for each discharge.

National Ambulatory Medical Care Survey. In the early 1970s the
recognition that there was little known on a national basis about medical
care provided in physicians' offices that was comparable to information
available for hospital care and nursing home care, led to the establishment
of the National Ambulatory Medical Care Survey (NAMCS). NAMCS,
first fielded in 1973, was designed as a continuing national sample survey
to meet the needs and demands for datistical information about the provi-
sion of ambulatory medical care services in the United States. Today,
however, ambulatory hedth services are provided in a variety of settings
including physicians offices, health maintenance organizations, and hospi-
tal outpatient clinics. Yet NAMCS ill is limited to visits to “office-based,
patient care, non-federal physicians.” As currently designed, it does not
include visits to hospital-based physicians; visits to anesthesiologists, pa
thologists, and radiologists;, and visits to physicians who are principally
engaged in teaching, research, or administration. Telephone contacts with
physicians are aso excluded.
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The NAMCS was conducted continuously from 1973 through 1981.
From 1982 through 1984 the survey was suspended due to budget con-
gtraints. The survey was conducted again in 1985. In 1989 survey activi-
ties were resumed again on a continuous basis as part of the Nationa Health
Care Survey.

During 1973-1985 a multistage probability sample design was used in-
volving samples of PSUs, physician practices within PSUs, and patient vis-
its within physician practices. A modified probability-proportional-to-size
sampling procedure using separate sampling frames for metropolitan statis-
tical areas (MSAs) and for nonmetropolitan counties was used to select the
first stage sample PSUs independently within each of the four census re-
gions. The second stage consisted of a probability sample of nonfedera,
office-based physicians selected from master files maintained by the Amer-
ican Medica Association and the American Osteopathic Association. The
third stage is the selection of patient visits within the annual practices of the
sample physicians. The 1985 sample included 5,032 physicians and 71,594
patient visits.

In 1989, when the survey was included as a component of the National
Heath Care Survey, a subsample of the NHIS PSUs was used as the first
stage of sample selection. The sample size for the 1989 and 1990 cycles
has been reduced by one-half of the 1985 sample size to include 2,500
physicians in office-based practice, with an expected sample of 45,000 pa-
tient visits annually. Also, beginning with 1989, data for the survey are
being collected annually under an interagency agreement with the Bureau of
the Census. Data items for the 1989 and 1990 surveys have remained
congtant to alow for aggregation over a two-year period.

Data are collected on the characteristics of patients, their diagnoses and
symptoms, and on the diagnostic procedures, therapy, drugs prescribed, and
payment source associated with each visit to the physician; characteristics
of the physician, such as specialty and type of practice.

These data are obtained by means of the induction interview form and
patient log and record form. Information is obtained on the physician's
specidty, type of practice, and staff. In 1989 questions were included about
HMOs and other prepaid programs, on the availability of in-office laborato-
ry testing to provide data on the number of physician offices having in-
office laboratory equipment, the nature of in-office tests performed, the
degree of quality control exercised in the performance of the tests, and the
physicians knowledge of state testing regulations.

For the 1989-1990 NAMCS, a patient record is completed for each
sampled patient visit and contains the following items:

» Patient zip code (new in 1989)
Date of visit
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« Dateof birth

¢ Sex

+ Race

+  Ethnicity

»  Expected source(s) of payment
« New patient

+ Referrd

«  Patient complaint, symptom or reason for visit
« Physdician's diagnoses
+ Has patient been seen before

+  Screening/diagnostic services-includes changes from the 1985 cat-
egories, nearly al of which are tests for screening and early detec-
tion of disease.

» Medication therapy

»  Nonmedication therapy-includes changes from the 1985 catego-
ries. New categories include consultation concerning weight re-
duction, cholesterol reduction, smoking cessation, family planning,
and breast self-examination instruction.

+ Disposition
« Duration of visit

NCHS plans call for expanding the scope of this survey to cover hospi-
tal outpatient and emergency departments beginning in late 1991.

National Nursing Home Survey. The National Nursing Home Survey
(NNHS) has been conducted periodically since 1963 and most recently in
1985. Data are collected on a wide range of information about facilities,
services provided, staff, financial characteristics, and on residents' personal
and health characteristics.

In the 1960s, two surveys of nursing homes were conducted on an ad
hoc basis. The need for comprehensive data on a continuing basis became
obvious, with the establishment of the Medicaid and Medicare program,
increasing use of nursing homes by the elderly population whose numbers
were growing, and the overall increasing involvement of the federal govern-
ment in these and other long-term care issues. In 1973 the National Nurs-
ing Home Survey was established in NCHS as a continuing program. The
Master Facility Inventory has served as the sampling frame for the surveys.
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Subsequent to the two ad hoc surveys in the 1960s, three nationa nurs-
ing home surveys have been conducted. The first national survey was
conducted in 1973-1974, the second was conducted in 1977, and the third
was conducted in 1985. The next survey is scheduled for 1995.

The 1985 NNHS was a sample survey of nursing and related care homes,
their residents, discharges, and staff in the conterminous United States that
regularly provide nursing or personal care services to residents, regardless
of the level of service provision or the certification status of the facility.
Facilities were either free-standing establishments or nursing care units of
hospitals, retirement centers, or similar institutions maintaining financial
and employee records separate from those of the larger ingtitutions. Resi-
dential care facilities were excluded from the scope of the survey, as were
those serving only persons with specific hedth problems, such as menta
retardation or alcoholism.

A dstratified two-stage probability sample design was used, the first
stage being selection of facilities and the second stage being selection of
residents, discharges, and registered nurses from the sample facilities.

Data were collected on four major areas:

(1) Fecility. Information was obtained by persona interview with the
administrator and by mail-back questionnaires. Topics covered in-
cluded: (1) size, ownership, license and Medicare and Medicaid
certification status, number of beds, services offered; (2) staffing
patterns including characteristics of registered nurses, work sched-
ule, experience, activities in facility, demographic characteristics,
and sdary; (3) costs, including total expenses and for magjor com-
ponents of operation.

(2) Current residents. Topics covered included: demographic charac-
teristics, activities of daily living, status and living arrangements
prior to admission, conditions at admission and at interview, re-
ceipt of services, cognitive and emotional status, charges, sources
of payment, history of nursing home utilization, and hospitalization
during stay.

(3) Discharged residents. Topics covered included: demographic char-
acterigtics, history of nursing home utilization, hospitalization dur-
ing stay, status at discharge, conditions at admission and discharge,
sources of payment. Resident information was obtained by personal
interview with the nurse who referred to the medical record.

(4) Follow-up. Follow-up information on the two patient samples was
collected by means of a computer-assisted telephone interview with
a next of kin of the current or discharged resident. The next of kin
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interviewed was identified in the current resident and discharged
resident questionnaires and included relatives, guardians, and any-
one familiar with the sampled resident.

Topics covered included: (1) subject’s living arrangements, health,
and functiona status during the period preceding the admission, (2)
history of previous nursing home use activities of daily living, (3)
current status and living arrangements, and (4) Medicaid spend-
down.

In an attempt to meet the increasing demand for information related to
the dynamics of long-term care use, follow-up data were collected in the
1985 NNHS covering a period of one year subsequent to the initial nursing
home admission. Since many episodes of alternating institutional, acute
hospital, and community care are of considerably longer duration, it became
clear that the period of observation needed to be extended. Moreover, data
compiled on an event basis do not reved the interconnections within epi-
sodes of illness or utilization or provide information on transitions between
hospital, nursing home, and community care. In response to this need, the
National Nursing Home Survey Follow-up (NNHS follow-up) was estab-
lished as a collaborative project between the NCHS and the National Insti-
tute on Aging.

The NNHS follow-up is a longitudina that follows a cohort of surviv-
ing current residents and discharged residents sampled from the 1985 NNHS.
The primary purpose of the follow-up study is to provide data on the flow
of persons in and out of long-term care facilities and hospitals. The study
obtains longitudinal information not readily available in the medica record,
such as the resident’s health and functional status prior to admission, the
reason for admission, and a history of previous nursing home admissions,
the resident’s current functional status, current living arrangements, and
nursing home and hospital use subsequent to the last contact and sources of
payment.

The NNHS follow-up has initiated three additiona contacts with the
cohort since the 1985 NNHS. Interviews for al three waves were conduct-
ed using a computer-assisted telephone interview (CATI) system. Data
collection and data entry are concurrent and computer-controlled.

The first wave of the follow-up was conducted between August and
December 1987. The study population consisted of all sampled residents
who were till alive, approximately 6,600 subjects. If the subject could not
participate, interviews with proxy respondents (primarily next of kin) were
conducted. For subjects residing in facilities, administrators or other facili-
ty personnel were interviewed.

Wave Il of the NNHS follow-up was conducted from July to November
1988, approximately 12 months after the completion of the first wave, and
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involved approximately 4,000 subjects. The same questionnaire and the
CAT1 system were used for both waves. Respondents were asked about the
subject’s vital status, living arrangements, and nursing home stays, hospital
stays, and sources of payment for stays occurring between the wave | and
wave Il interviews. For deceased residents the information on cause of
death was obtained through the National Death Index.

Interviewing for wave 11l of the follow-up began the first week of
February 1990 and was completed in April 1990. Wave |l extends the
period of observation for surviving residents in the 1985 NNHS for an
additional 18 months and involves approximately 3,000 subjects. The same
questionnaire, CAT1 system, and procedures used in the previous two waves
were again applied to wave Ill. In addition, seven new questions are asked
at the end of the interview concerning the disposition of the subject’s own
home.

Other Related Health Surveys of the Department of
Health and Human Services

As stated earlier, many other magjor data systems are maintained in the
other DHHS agencies to meet their specia purpose and programmatic needs
for satistical information. Some of the major potentially related data sys
tems are briefly described below.

Centers for Disease Control

The Centers for Disease Control (CDC) is the federal agency within the
Public Health Service charged with protecting the public health of the na
tion by providing leadership and direction in the prevention and control of
diseases and other preventable conditions and responding to public health
emergencies. It is composed of nine maor components, one of which is the
National Center for Health Statistics.

Behavioral Risk Factor Surveillance System. This surveillance system
provides officid state hedth agencies with the funding, training, and con-
sultation necessary to permit them to routinely collect behaviora risk factor
information. The data items include weight control, hypertension, physica
activity, obesity, mammography, acohol consumption, seatbelt use, tobacco
use, HIV/AIDS, preventive health practices, and routine demographic infor-
mation such as age, sex, race, and education.

In al, 46 states and jurisdictions participate in this system, which was
created in the early 1980s. Each of the states conduct surveys of their
noninstitutionalized adult population during the course of the year with
600-3,000 respondents interviewed in each state yearly. Telephone inter-
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viewing is employed, and states can add modules of questions to meet
specia needs. States use the data from this system to develop and evaluate
programs and to track progress in reducing behavioral risk factors over
time.

Agency for Health Care Policy and Research

The Agency for Health Care Policy and Research was established in
1989 by the Omnibus Budget Reconciliation Act (42 U.S.C. 299) as the
successor to the National Center for Health Services Research and Hedlth
Care Technology Assessment. The agency is the federal government’s fo-
cal point for health services research.

National Medical Expenditure Survey. The 1987 National Medical
Expenditure Survey (NMES), conducted by the Agency for Health Care Poli-
cy and Research, continues a series of national health care expenditures sur-
veys. The last two were conducted in 1980 and 1977. The primary purpose
of NMES isto provide the executive branch, the Department of Health and
Human Services, and the Congress with national estimates of the use of and
expenditures for health care services and of health insurance coverage.

The 1987 NMES is comprised of three components. (1) the Household
Survey, (2) an ingtitutional population component that includes the popula
tion resident in or admitted to nursing homes and facilities for the mentally
retarded over the course of the survey year, and (3) the Survey of American
Indians and Alaska Natives (SAIAN), which includes al persons €eligible
for care through the Indian Health Service and living on or near reserva-
tions. Because of the importance of long-term care for the nation’s health
policy agenda, NMES aso provides national estimates on long-term care
services and expenditures.

Taken together, the three major components of NMES provide com-
prehensive, population-based measures of health and functional status, es-
timates of insurance coverage and of the use of services, expenditures,
employment, income, and sources of payment for the calendar year 1987.
The long-term care supplement provides estimates of persons with func-
tional disabilities and impairments and their use of formal home and com-
munity services, as well as the burden felt by family and friends of pro-
viding care.

Although these periodic expenditure surveys provide the most compre-
hensive data on health expenditures and insurance coverage, they are con-
ducted at infrequent intervals at great cost and are slow to produce accessi-
ble data.

Medicare Beneficiary Health Status Registry. A Medicare Beneficiary
Health Status Registry (MBHSR) is being developed as a collaborative ef-




144 APPENDIX C

fort between the Agency for Headth Care Policy and Research and the Health
Care Financing Administration. The registry is funded by AHCPR and will
be implemented by HCFA. It will be a longitudinal database containing
information on elderly Medicare beneficiaries obtained by linking health
status information from survey data with HCFA’s administrative enrollment
and utilization files. The survey will gather data on approximately 2 per-
cent of the elderly at the time they enter the Medicare program and at
intervals of two to five years thereafter. Data will be gathered of each new
Medicare cohort on risk factors, functiona status, sociodemographic vari-
ables, medica history, and quality of life, thus permitting a projection of
their needs. By enrolling successive cohorts over many years, changes in
the health and utilization of new entering groups can be monitored over
time. Through repeated contacts with the same individuals while they are
Medicare beneficiaries, the progression of heath and disease can be mea
sured, the relationship between the Medicare program and the hedth status
of its beneficiaries can be examined, and the effectiveness of specific health
interventions in influencing the health status of individuals of the group can
be evauated.

The primary goals of the registry are to provide information on measur-
ing the relationship of Medicare-reimbursed services to the health status of
Medicare beneficiaries; to describe, analyze, and understand heath and dis-
ease longitudinaly in successive cohorts of Medicare beneficiaries;, to de-
scribe, analyze, and understand the use and costs of services, long-term
utilization patterns, and lifetime Medicare costs of individual cohorts; to
monitor access to care in special populations; to assess the effectiveness
and impact of specific medical and surgical interventions on the health,
quality of life, well-being, and functiona status of Medicare beneficiaries;
and to monitor existing DHHS “Healthy People 2000 objectives and devel-
op additional ones.

Design and field testing began in September 1990. Implementation is
expected in fiscal 1993.

Agency for Alcohol, Drug Abuse,
and Mental Health Administration

The Agency for Alcohol, Drug Abuse, and Mental Hedth Administra
tion (ADAMHA) provides a nationa focus for the federal effort to increase
knowledge and to promote effective strategies in handling health problems
and issues associated with the use and abuse of acohol and drugs and with
mental illness and mental hedth. Its responsibilities include gathering and
analyzing data about the extent of alcohol, drug abuse, and menta health
problems and the national response to these needs in terms of planning, estab-
lishing, and evaluating acoholism, drug abuse, and mental health programs.
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Mental Health Statistics. The National Ingtitute of Mental Health (NIMH)
in the Alcohol, Drug Abuse, and Menta Heath Administration has been
collecting data on inpatient care of the mentaly ill in public and private
mental hospitals and in psychiatric wards of genera hospitals since 1947,
when it took over that function from the Bureau of the Census, which had
been collecting information on hospitalization of the mentaly ill since 1840.

Recognizing that the annual census alone could not provide the range of
basic data required on the facilities providing inpatient mental health care,
over the years NIMH has taken severa steps to correct these shortcomings
and, as needs arose, added other types of care settings to the data collection
effort and instituted a sample survey program to meet specialized needs.

Today NIMH conducts severa inventories of mental health organiza-
tions. These data systems are based on questionnaires mailed every other
year to mental heath organizations in the United States, including psychiat-
ric hospitals, psychiatric services in nonfederal general hospitals, Veterans
Administration psychiatric services, residential treatment centers for emo-
tionaly disturbed children, freestanding outpatient psychiatric clinics, par-
tial care organizations, and freestanding and multiple care mental health
organizations not elsewhere classified.

Information is collected on types of services provided (inpatient, outpa
tient, and partial care); number of inpatient beds, number of inpatient, out-
patient, and partia care additions, average dailly and end-of-year inpatient
census, patient characteristics; staffing by types of discipling; expenditures;
and revenue by source (1983 and 1986 only). Staffing information is col-
lected as of a sample week at the time the inventory is mailed, and informa-
tion on types of services and beds are collected as of the beginning of the
next year.

The sample survey program was initiated in 1969 and today includes
admissions to state, county, and private mental hospitals, outpatient psychi-
atric services, and Veterans Administration psychiatric services. The pur-
pose of these surveys is to obtain data on the sociodemographic, clinica,
and treatment characteristics of patients served by these facilities. In gener-
a these surveys have been conducted approximately every five years for
any specific type of facility. Data are collected on a sample of admissions
from a nationa sample of facilities for one month in the year on age, sex,
race, marital status, education, prior psychiatric care, type of services re-
ceived, and referral on discharge.

The NCHS historically has not gathered data on mental health facilities
for their National Master Facility Inventory (NMFI). In the late 1960s,
when the expanded and consolidated inventory of mental health organiza-
tions was initiated by NIMH, the two agencies reached agreement that NCHS
would not collect data on mental health facilities for the NMFI, and NIMH
would provide the data collected in their inventory to NCHS for incorpora-
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tion in the NMFI. These data were then added to the NMFI and reported in
the category “other health facilities”

NCHS aso has not collected data on the mentally ill on a regular basis
in the general health care sector in the same manner that it collects informa-
tion on general hedth care. Some information, however, is routingly col-
lected, and other information has been collected on an ad hoc basis if re-
sources are made available by an interested agency. For example:

+ The National Hospital Discharge Survey collects information on
the mentally ill admitted to short-stay, nonfederal hospitals.

The National Ambulatory Medical Care Survey collects informa-
tion on the mentdly ill seen in physicians offices, including psy-
chiatrists' offices. In the 1991 NAMCS a separate item on depres-
sion is included in the list of diagnoses instead of relying on physicians
to report it.

The Nationad Nursing Home Survey collects information on mental
illness in nursing home residents.

The National Health and Nutrition Examination Surveys have col-
lected depression data. The NHANES-II, currently in the field, is
administering a depression and a manic-depressive instrument.

The 1989 Nationa Health Interview Survey included a supplement
on menta health in collaboration with, and funded by, NIMH. The
overdl purpose of this supplement was to estimate the number and
characteristics of chronically mentally ill persons in the civilian,
noninstitutionalized population of the United States. Chronic men-
tal illness is defined by NIMH as “severe and persistent disability
resulting primarily from mental illness.” It was not the intent of
this supplement to estimate the prevalence of any particular disor-
der.

Alcohol and Drug Abuse Statisticss. ADAMHA has indtituted several
studies to obtain data on the prevalence and trends in alcohol and drug
abuse and the treatment facilities. An illugtrative few are described below:

The National Household Survey of Drug Abuse is a biennial, national
sample survey of household population age 12 and older. The survey pro-
vides estimates of the lifetime, last year, and current use of marijuana,
cigarettes, and alcohol and attitudes about drug abuse. Youths ages 12-17
and young adults ages 18-25 are oversampled, as are blacks and Hispanics.
The 1988 survey is the ninth in a series that began in 1971 and is based on
persona interviews of a sample of 8,814 persons age 12 and over.
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The National Drug And Alcoholism Treatment Unit Survey (NDA-
TUS) isanational survey of the scope and use of treatment and prevention
services and resources, both privately and publicly funded. This survey is
conducted periodically by the National Ingtitute on Drug Abuse and the
National Institute on Alcohol Abuse and Alcoholism. Information is ob-
tained from over 12,000 treatment, prevention, and service units on types of
services provided, client capacity and census, and funding amounts, as well
as client demographic information. Through this survey a National Directo-
ry of Drug Abuse and Alcoholism Treatment and Prevention Programs is
produced.

The Sample Survey of NDATUS Clients will be a sample survey of
clients drawn from a representative sample of the drug abuse and alcohol
treatment units. The study will provide for the first time data on informa-
tion on the characteristics of alcohol and drug abuse treatment programs
and on types and duration of treatment and collateral client-focused activi-
ties. Client characteristics will include previous treatment history, diagnos-
tic data about drug and alcohol use, amount, patterns, and related impair-
ments. Clients will be reinterviewed a 3 and 1.5 months to determine
subsequent treatment and changes in use and impairments.

Prevalence and I mpact of Alcohol and Drug Abuse Dependencein
Short-term General Hospitals will be a one-time study to determine the
national prevalence rates of acohol abuse and alcoholism and polysub-
stance abuse in short-term, general, nonfederal hospitals; it will also deter-
mine the impact of alcohol and other drug abuse and dependencies on hos-
pital resource utilization, charges, and costs.

Drug Abuse Warning Network (DAWN) is a large-scale ongoing drug
abuse data collection system based on information from a nonrandom sam-
ple of emergency room and medical examiner facilities. DAWN collects
information only about those drug abuse occurrences that have resulted in a
medical crisis or death. Major objectives include the monitoring of patterns
and trends of drug abuse, identification of substances associated with drug
abuse episodes, and the assessment of drug-related consequences and other
health hazards.

Health Care Financing Administration

The Health Care Financing Administration (HCFA) was established in
1977, placing under one administration the oversight of the Medicare and
Medicaid programs and related federal medical care quality control staffs.

HCFA maintains a comprehensive system of administrative data on Medicare
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enrollment, use, diagnosis, provider characteristics, costs, charges, and pay-
ments based on the claims payment files. Administrative data systems, of
course, are a by-product of program administration. Although they have
many potential uses, they cannot tell us, for example, about services cur-
rently not covered by Medicare but that may be likely targets of new legis
lation, or about sources of payment other than Medicare, people who do not
use Medicare services, or characteristics of beneficiaries that determine their
use of services and costs.

HCFA has taken severa steps to enhance the usefulness of its data by
developing systems to obtain information about the hedlth status and socio-
demographic variables of the beneficiaries that can be linked to the admin-
istrative files for analysis. Some of these databases are described below.

Medicare Current Beneficiary Survey. The Medicare Current Benefi-
ciary Survey (MCBS), developed by the Health Care Financing Administra-
tion, is designed to be an ongoing multipurpose survey for use by al com-
ponents of HCFA, the department, and others concerned with Medicare
policy. The MCBS is focused on health care use and expenditure in the
Medicare population and determinants thereof, issues that are of prime im-
portance to HCFA.

The core of the MCBS is a series of interviews of a representative
sample of the Medicare population to obtain information on their patterns of
headlth service use and cost over time, sources of coverage and payment,
assets and income, demographic characteristics, heath and functional sta
tus, health and work history, and family supports. The same people will be
interviewed three times a year over severa years to observe changes in use
with changes in coverage, and to observe processes that occur over time,
such as institutionalization or spending down of assets. The survey will
produce data sets suitable for both longitudina and cross-sectional analysis.

In addition to the core items, periodic or one-time supplements will be
included in each of the three annual rounds. These will collect information
on relatively stable characteristics of the respondents such as work history,
or on specia topics of current policy interest to HCFA, such as access to
care or perceptions about health maintenance organizations. They may also
contain questions that need not be asked each time but may be asked annu-
ally, such as income and assets.

The MCBS sample will consist of 12,000 individuals sampled from the
Medicare Enrollment File to be representative of the Medicare population as a
whole and by age group, enroliment type (aged or disabled), urban or rura
residence, and among the aged, whether or not ingtitutionalized. The sample
will be adjusted annually for attrition, as well as for newly eligible persons.

Survey data files will be matched to HCFA clams payment and other
administrative records such as the National Death Index, Social Security
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records, and the Area Resource File. Pilot testing of al forms and proce-
dures has been completed and data collection is under way.

Nursing Home Quality Assessment. The Omnibus Reconciliation Act
of 1987 requires that each resident of a Medicare or Medicaid certified
nursing facility have a periodic standardized, accurate, and reproducible
comprehensive assessment of his or her functiona capacity usng a Resi-
dent Assessment Instrument (RAI) specified by the state. In addition, the
instrument must include a uniform minimum data set of core elements,
common definitions, and utilization guidelines specified by HCFA.

According to HCFA plans, implementation will be phased in so that
initialy the RAI will be administered only for new admissions. Reassess-
ments will be conducted when significant changes in the patient’'s status
have occurred. The database generated from the RAI over time has the
potential for being used for research purposes in addition to the administra-
tive uses for which the instrument was originaly developed, which raises
concerns about the quality and reliability of the data

Medicare Provider Analysis and Review-Medicare Stay Records. An
Inpatient Hospital Stay Record containing information about a person’s
stay in a hospita from admission through discharge is created for 100 per-
cent of Medicare enrollees. Stay records are used to compile many heath
insurance utilization tables and the Medicare Provider Analysis and Re-
view (MEDPAR) files. This record contains use information from hills,
demographic information about the enrollee, and provider characteristics
data. Stay records are aso prepared for stays in skilled nursing facilities
(SNF). The SNF stay record is essentialy the same as the hospital record.

Part B Medicare Annual Data System. The Pat B Medicare Annua
Data System (BMAD) system collects information in each carrier's history
of claims processed. The data are produced and submitted from the Medi-
care claims history for the preceding year and are submitted annualy. The
Part B data are provided in four separate files. (1) The Procedures File—
provides an array of every procedure processed showing the relaive fre-
guency, submitted charge, and paid amounts. This file gives HCFA detail
on all the services processed by Medicare carriers. (2) The Prevailing
Charge File-supplies HCFA with the prevailing charge limits for every
procedure shown on a carrier’s procedure file submittal. It alows HCFA to
study and accurately project payment levels. (3) The Provider File-con-
tains line-by-line detail from claims history of procedures rendered by a 1-
percent sample of physician suppliers. These data alow HCFA to study the
impact of actual and physicians projected program changes on the suppli-
es. (4 The Beneficiary Filethis is a S-percent beneficiary history sam-
ple file. It contains the detailed claims history of procedures received by




150 APPENDIX C

the sample beneficiaries. This file aso collects the clams detail for al End
Stage Rena Disease (ESRD) beneficiaries. This file alows HCFA to link,
based on the health insurance claims number, a beneficiary’s Part A and
Part B service utilization data

CONCLUSI ON

The brief descriptions presented above of only some of the national
hedth data systems maintained by the federa government provide a clear
illustration of a large number of statistical activities in place and new ones
being developed. Despite these various activities, we still lack important
statistica information needed for monitoring and evauating the important
changes occurring in the availability, financing, and delivery of health
care. The need for these data will become even more critical in the years
to come, as the country debates and attempts to reach informed decisions
on mgjor hedth care reform, an issue that will be on the forefront for the
next severa years in the federa government, the professiona community,
and the public.
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APPENDIX I

NATIONAL HEALTH SURVEY ACT

PUBLIC LAW 652 - 84TH CONGRESS

CHAPTER 510 -2D SESSION-S. 3076

AN ACT

To provide for a continuing survey and special studies of sickness and disability in the United States, and

for periodic reports of the results thereof, and for other purposes.

Be it enacted by the Senate and House of Representatives of the United

States of America in Congress assembled, That this Act may be cited as the

“National Health Survey Act”.

Sec. 2. (&) The Congress hereby finds and declares-

(1) that the latest information on the number and relevant charac-
teristics of persons in the country suffering from heart disease, cancer,
diabetes, arthritis and rheumatism, and other diseases, injuries, and hand-
icapping conditions is now seriously out of date; and

(2) that periodic inventories providing reasonably current informa-
tion on these matters are urgently needed for purposes such as (A) apprais-
al of the true state of heath of our population (including both adults and
children), (B) adeguate planning of any programs to improve their health,
(C) research in the field of chronic diseases, and (D) measurement of the
numbers of persons in the working ages so disabled as to be unable to per-
form gainful work.

(b) It is, therefore, the purpose of this Act to provide (1) for a continuing

survey and special studies to secure on a non-compulsory basis accurate and
current statistical information on the amount, distribution, and effects of illness
and disability in the United States and the services received for or because of
such conditions; and (2) for studying methods and survey techniques for securing
such statistical information, with a view toward their continuing improvement.

Sec. 3. Pat A of title 1ll of the Public Hedth Service Act (42 U. S. C. ch.

6A) is amended by adding after section 304 the following new section:
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‘NATIONAL HEALTH SURVEYS AND STUDIES

Sec. 305. (@) The Surgeon General is authorized (1) to make, by sampling
or other appropriate means, surveys and specia studies of the population of the
United States to determine the extent of illness and disability and related infor-
mation such as. (A) the number, age, sex, ability to work or engage in other
activities, and occupation or activities of persons afflicted with chronic or other
disease or injury or handicapping condition; (B) the type of disease or injury or
handicapping condition of each person so &fflicted; (C) the length of time that
each such person has been prevented from carrying on his occupation or activ-
ities; (D) the amounts and types of services received for or because of such con-
ditions; and (E) the economic and other impacts of such conditions; and (2) in
connection therewith, to develop and test new or improved methods for obtaining
current data on illness and disability and related information.

“(b) The Surgeon General is authorized, at appropriate intervals, to make
available, through publications and otherwise, to any interested governmental or
other public or private agencies, organizations, or groups, or to the public, the
results of surveys or studies made pursuant to subsection ().

“(c) For each fiscal year beginning after June 30, 1956, there are authorized
to be appropriated such sums as the Congress may determine for carrying out
the provisions of this section.

“(d) To assist in carrying out the provisions of this section the Surgeon
Generd is authorized and directed to cooperate and consult with the Depart-
ments of Commerce and Labor and any other interested Federa Departments
or agencies and with State health departments. For such purpose he shal utilize
insofar as possible the services or facilities of any agency of the Federa Gov-
ernment and, without regard to section 3709 of the Revised Statutes, as
amended, of any appropriate State or other public agency, and may, without re-
gard to section 3709 of the Revised Statutes, as amended, utilize the services or
facilities of any private agency, organization, group, or individual, in accord-
ance with written agreements between the head of such agency, organization, or
group, or such individual, and the Secretary of Health, Education, and Welfare.
Payment, if any, for such services or facilities shall be made in such amounts
as may be provided in such agreement.”

Sec. 4. Section 301 of the Public Health Service Act (42 U. S. C. 241) is
amended by striking out the word “and” at the end of paragraph (f), redesignat-
ing paragraph (g) as paragraph (h), and inserting immediately following para
graph (f) the following new paragraph:

“(g) Make available, to health ofﬂmals scientists, and appropriate public
and other nonprofit ingtitutions and organizations, technical advice and assist-
ance on the application of statistical methods t0 experiments, studies, and sur-
veys in health and medical fields: and”.

Approved July 3, 1956.
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Excerpts from the
Public Health Service Act

General authority respecting research, evaluations, and
demonstrations in health statistics, health services, and
health care technology assessment

Sec. 304 [242b] (8) The Secretary may, through the Agency for Health Care Policy
and Research or the National Center for Hedth Statistics or using National
Research Service Awards or other appropriate authorities, undertake and support
training programs to provide for an expanded and continuing supply of individuals
qualified to perform the research, evaluation, and demonstration projects set forth
in section 306 and in title IX.

(b) To implement subsection (@), and section 306, the Secretary may, in addition
to any other authority which under other provisions of this Act or any other lawv may
be used by him to implement such subsection, do the following:

(2) Utilize personnel and equipment, facilities, and other physical resources
of the Department of Health and Human Services, permit appropriate (as
determined by the Secretary) entities and individuas to utilize the physical
resources of such Department, provide technical assistance and advice, make
grants to public and nonprofit private entities and individuals, and, when
appropriate, enter into contracts with public and private entities and individ-
uals.

(2) Admit and treat at hospitals and other facilities of the Service persons not
otherwise dligible for admission and treatment at such facilities.

(3) Secure, from time to time and for such periods as the Secretary deems
advisable but in accordance with section 3109 of title 5, United States Code, the
assistance and advice of consultants from the United States or abroad. The
Secretary may for the purpose of carrying out the functions set forth in sections
305, 306, and 309, obtain (in accordance with section 3109 of title 5 of the
United States Code, but without regard to the limitation in such section on the
number of days or the period of service) for each of the centers the services of
not more than fifteen experts who have appropriate scientific or professional
qualifications.

(4) Acquire, construct, improve, repair, operate, and maintain laboratory,
research, and other necessary facilities and equipment, and such other real or
persona property (including patents) as the Secretary deems necessary; and
acquire, without regard to the Act of March 3, 1877 (40 U.S.C. 34), by lease or
otherwise, through the Administrator of General Services, buildings or parts of
buildings in the District of Columbia or communities located adjacent to the
District of Columbia.

(c)(I) The Secretary shall coordinate all health services research, evaluations, and
demonstrations, al heath statistical and epidemiological activities, and all research,
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evaluations, and demonstrations respecting the assessment of health care
technology undertaken and supported through units of the Department of Health
and Human Services. To the maximum extent feasible such coordination shall be
carried out through the Agency for Health Care Policy and Research and the
National Center for Health Statistics.

(2) The Secretary shall coordinate the health services research, evaluations, and
demonstrations, the health statistical and (where appropriate) epidemiological
activities, and the research, evaluations, and demonstrations respecting the assess-
ment of health care technology authorized by this Act through the Agency for
Health Care Policy and Research and the National Center for Health Statistics.

(d)(I) The Secretary, with the advice and assistance of the National Academy of
Sciences (acting through the Institute of Medicine and other appropriate units),
shdl, in cooperation with the Administrator of the Environmental Protection
Agency, the Secretary of Labor, the Consumer Product Safety Commission, the
Council of Economic Advisers, the Council on Wage and Price Stability, the Council
on Environmental Quality, and other entities of the Federal Government which the
Secretary determines have the expertise in the subject of the study prescribed by this
paragraph, conduct, with funds appropriated under section 308(i)(2), an ongoing
study of the present and projected future health costs of pollution and other
environmental conditions resulting from human activity (including human activity in
any place in the indoor or outdoor environment, including places of employment
and residence). In conducting the study, the Secretary shall, to the extent feasible —

(A) identify the pollution (and the pollutants responsible for the pollution)
and other environmental conditions which are, or may reasonably be antici-
pated to be, responsible for causing, contributing to, increasing susceptibility to,
or aggravating human diseases and adverse effects on humans;

(B) identify each such disease and adverse effect on humans and specifically
determine whether cancer, birth defects, genetic damage, emphysema, asthma,
bronchitis, and other respiratory diseases, heart disease, stroke, and mental
illness and impairment are such a disease or effect;

(C) identify (on anational, regional, or other geographical basis) the source
or sources of such pollutants and conditions and estimate the portion of each
pollutant and the extent of each condition which can be traced to a specific type
of source;

(D) ascertain (i) the extent to which the pollutants and conditions identified
under subparagraph (A) are, or may reasonably be anticipated to be, respon-
sible, individualy or collectively, for causing, contributing to, increasing
susceptibility to, or aggravating the diseases and effects identified under
subparagraph (B), and (ii) the effect upon the incidence or severity of specific
diseases and effects of individual or collective, as appropriate, incremental
reductions in the pollutants and changes in such conditions; and

(E) quartify (i) the present and projected future health costs of the diseases
and effects identified under subparagraph (B), and (ii) the reduction in health
costs which would result from each incrementa reduction and change referred
to in subparagraph (D)(ii).

(2) The Secretary shall enter into appropriate arrangements with the Academy
under which the Secretary shall be responsible for expenses incurred by the
Academy in connection with the study prescribed by paragraph (1?.

(3) Thefirst report on the study prescribed by paragraph (1) shall be made to the
Committee on Human Resources of the Senate and the Committee on Energy and
Commerce of the House of Representatives by the Secretary not later than eighteen
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months after the date of the enactment of this subsection. Subsequent reports on the
study shall be made by the Secretary every three years after the date the first report
is submitted. Each report shall (A) identify deficiencies and limitations in the data
on the matters considered in the study and recommend actions which may be taken
to eliminate such deficiencies and limitations, (B) include such recommendations
for legidation as the Secretary determines appropriate, (C) include recommenda-
tions for facilitating studies of the effects of hazardous substances on humans, and
(D) include a description of any administrative action proposed to be taken by the
Secretary, the Administrator of the Environmental Protection Agency, the Secretary
of Labor, and the Consumer Product Safety Commission to reduce the costs which
have been quantified under paragraph (I)(E)(i). In conducting the study, the
Secretary shall seek assistance from public and private hedth financing entities in
securing the data needed for the study.

(4) For purposes of paragraph (1), the term “health costs of pollution and other
environmental conditions’ means the costs of human diseases and other adverse
effects on humans which pollution and other environmental conditions are, or may
reasonably be anticipated to be, responsible for causing, contributing to, increasing
susceptibility to, or aggravating, including the costs of preventing such diseases and
effects, the costs of the treatment, cure, convalescence, and rehabilitation of persons
afflicted by such diseases, costs reasonably attributable to pain and suffering from
such diseases and effects, loss of income and future earnings resulting from such
diseases and effects, adverse effects on productivity (and thus increases in produc-
tion costs and consumer prices) resulting from such diseases and effects, loss of tax
revenues resulting from such decreases in earnings and productivity, costs to the
welfare and unemployment compensation systems and the programs of health
benefits under titles XV 111 and X1X of the Social Security Act resulting from such
diseases and effects, the overall increases in costs throughout the economy resulting
from such diseases and effects, and other related direct and indirect costs.

National Center for Health Statistics

Sec. 306 [242k] () Thereis established in the Department of Health and Human
Services the Nationa Center for Hedth Statistics (hereinafter in this section
referred to as the “ Center”) which shall be under the direction of a Director who
shall be appointed by the Secretary. The Secretary, acting through the Center, shall
conduct and support stetistical and epidemiological activities for the purpose of
improving the effectiveness, efficiency, and quality of health servicesin the United
States.

(b) In carrying out subsection (a), the Secretary, acting through the Center-
() shall collect statistics on-

(A) the extent and nature of illness and disability of the population of
the United States (or of any groupings of the people included in the
population), including life expectancy, the incidence of various acute and
chronic illnesses, and infant and maternal morbidity and mortality,

(B) the impact of illness and disability of the population on the economy
of the United States and on other aspects of the well-being of its
population (or of such groupings),

(C) environmental, social, and other health hazards,

(D) determinants of hedlth,

(E) hedlth resources, including physicians, dentists, nurses, and other
hedlth professionals by specialty and type of practice and the supply of
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services by hospitals, extended care facilities, home health agencies, and
other health institutions,

(F) utilization of hedth care, including utilization of (i) ambulatory
health services by specialties and types of practice of the health profes-
sionals providing such services, and (ii) services of hospitals, extended care
facilities, home health agencies, and other institutions,

(G) hedth care costs and financing, including the trends in health care
prices and cost, the sources of payments for health care services, and
Federal, State, and local governmental expenditures for health care
services, and

(H) family formation, growth, and dissolution;

(2) shall undertake and support (by grant or contract) research, demonstra-
tions, and evaluations respecting new or improved methods for obtaining
current data on the matters referred to in paragraph (1);

(3) may undertake and support (by grant or contract) epidemiological
research, demonstrations, and evaluations on the meatters referred to in
paragraph (1); and

(4) may collect, furnish, tabulate, and analyze statistics, and prepare studies
on matters referred to in paragraph (1) upon request of public and nonprofit
private entities under arrangements under which the entities will pay the cost
of the service provided.

Amounts appropriated to the Secretary from payments made under arrangements
made under paragraph (4) shall be available to the Secretary for obligation until
expended.

(c) The Center shall furnish such specia statistical and epidemiological compila-
tions and surveys as the Committee on Human Resources and the Committee on
Appropriations of the Senate and the Committee on Energy and Commerce and the
Committee on Appropriations of the House of Representatives may request. Such
statistical and epidemiological compilations and surveys shall not be made subject to
the payment of the actual or estimated cost of the preparation of such compilations
and surveys.

(d) To insure comparability and reliability of health statistics, the Secretary shall,
through the Center, provide adequate technical assistance to assist State and local
jurisdictions in the development of model laws dealing with issues of confidentidity
and comparability of data.

(€) For the purpose of producing comparable and uniform health information and
statistics, there is established the Cooperative Health Statistics System. The
Secretary, acting through the Center, shall-

(1) coordinate the activities of Federal agencies involved in the design and
implementation of the System;

(2) undertake and support (by grant or contract) research, development,
demonstrations, and evaluations respecting the System;

(3) make grants to and enter into contracts with State and loca health
agencies to assist them in meeting the costs of data collection and other
activities carried out under the System; and

(4) review the statistical activities of the Department of Health and Human
Services to assure that they are consistent with the System. o

States participating in the System shal designate a State agency to administer or be
responsible for the administration of the statistical activities within the State under
the System. The Secretary, acting through the Center, shall prescribe guidelines to
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assure that statistical activities within States participating in the System produce
uniform and timely data and assure appropriate access to such data.

(f) To assist in carrying out this section, the Secretary, acting through the Center,
shall cooperate and consult with the Departments of Commerce and Labor and any
other interested Federal departments or agencies and with State and local health
departments and agencies. For such purpose he shall utilize insofar as possible the
services or facilities of any agency of the Federal Government and, without regard
to section 3709 of the Revised Statutes (41 U.S.C. 5), of any appropriate State or
other public agency, and may, without regard to such section, utilize the services or
facilities of any private agency, organization, group, or individual, in accordance
with written agreements between the head of such agency, organization, or group
and the Secretary or between such individual and the Secretary. Payment, if any, for
such services or facilities shall be made in such amounts as may be provided in such
agreement.

(9) To secure uniformity in the registration and collection of mortality, morbidity,
and other health data, the Secretary shall prepare and distribute suitable and
necessary forms for the collection and compilation of such data which shall be
published as a part of the health reports published by the Secretary.

(h)(I) There shall be an annua collection of data from the records of births,
deaths, marriages, and divorces in registration areas. The data shall be obtained only
from and restricted to such records of the States and municipalities which the
Secretary, in his discretion, determines possess records affording satisfactory data in
necessary detail and form. The Secretary shall encourage States and registration
areas to obtain detailed data on ethnic and racia populations, including subpopu-
lations of Hispanics, Asian Americans, and Pacific Islanders with significant
representation in the State or registration area. Each State or registration area shall
be paid by the Secretary the Federal share of its reasonable costs (as determined by
the Secretary) for collecting and transcribing (at the request of the Secretary and by
whatever method authorized by him) its records for such data.

(2) There shall be an annual collection of datafrom astatistically valid sample
concerning the general health, illness, and disability status of the civilian noninsti-
tutionalized population. Specific topics to be addressed under this paragraph, on an
annual or periodic basis, shal include the incidence of illness and accidental
injuries, prevaence of chronic diseases and impairments, disability, physician visits,
hospitalizations, and the relationship between demographic and socioeconomic
characteristics and health characteristics.

(i) The Center may provide to public and nonprofit private entities engaged in
health planning activities technical assistance in the effective use in such activities of
statistics collected or compiled by the Center.

(i) In carrying out the requirements of section 304(c) and paragraph (1) of
subsection (€) of this section, the Secretary shall coordinate health statistical and
epidemiologica activities of the Department of Health and Human Services by-

(1) establishing standardized means for the collection of health information
and statistics under laws administered by the Secretary;

(2) developing, in consultation with the National Committee on Vital and
Health Statistics, and maintaining the minimum sets of data needed on a
continuing basis to fulfill the collection requirements of subsection (b)();

(3) after consultation with the National Committee on Vita and Health
Statistics, establishing standards to assure the quality of health statistical and
epidemiological data collection, processing, and analysis;
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(4) in the case of proposed hedlth data collections of the Department which
are required to be reviewed by the Director of the Office of Management and
Budget under section 3509 of title 44, United States Code, reviewing such
proposed collections to determine whether they conform with the minimum
sets of data and the standards promulgated pursuant to paragraphs (2) and (3),
and if any such proposed collection is found not to be in conformance, by taking
such action as may be necessary to assure that it will conform to such sets of
data and standards, and

(5) periodicdly reviewing ongoing heelth data collections of the Department,
subject to review under such section 3509, to determine if the collections are
being conducted in accordance with the minimum sets of data and the
standards promulgated pursuant to paragraphs (2) and (3) and, if any such
collection is found not to be in conformance, by taking such action as may be
necessary to assure that the collection will conform to such sets of data and
standards not later than the nineteenth day after the date of the completion of
the review of the collection.

(K)(I) Thereis established in the Office of the Secretary a committee to be known
as the National Committee on Vital and Hedth Statistics (hereinafter in this
subsection, referred to as the “Committeg”) which shall consist of 16 members.

(2)(A) The members of the Committee shall be appointed by the Secretary from
among persons who have distinguished themselves in the fields of health statistics,
health planning, epidemiology, and the provision of health services. Except as
provided in subparagraph (B), members of the Committee shall be appointed for
terms of 4 years.

(B)(i) In the case of membership terms on the Committee under this subsection (as
in effect prior to January 1, 1988) that expire in calendar year 1988, the appoint-
ments to three such termsin such calendar year shall be for a period of 4 years and
the appointments to two such termsin such caendar year shall be for a period of 3
years, as designated by the Secretary.

(ii) In the case of membership terms on the Committee under this subsection
(asin effect prior to January 1, 1988) that expire in calendar year 1989, one such
term shall be extended for an additional consecutive I-year period, as designated by
the Secretary.

(iii) In the case of membership terms on the Committee under this subsection
(asin effect prior to January 1, 1988) that expire in calendar year 1990, two of such
terms shall each be extended for an additional consecutive |-year period, as
designated by the Secretary.

(3) Members of the Committee shall be compensated in accordance with section
208(c).

(4) It shall be the function of the Committee to assist and advise the Secretary-

(A) to delineste dtatistical problems bearing on health and health services
which are of national or international interest;

(B) to stimulate studies of such problems by other organizations and agencies
whenever possible or to make investigations of such problems through subcom-
mittees,

(C) to determine, approve, and revise the terms, definitions, classifications,
and guidelines for assessing hedlth status and health services, their distribution
and costs, for use (i) within the Department of Health and Human Services, (ii)
by al programs administered or funded by the Secretary, including the Federal-
State-local cooperative hedlth statistics system referred to in subsection (€), and
(iii) to the extent possible as determined by the head of the agency involved, by
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the Veterans' Administration, the Department of Defense, and other Federal
agencies concerned with health and health services;

(D) with respect to the design of and approval of health statistical and health
information systems concerned with the collection, processing, and tabulation
of health statistics within the Department of Health and Human Services, with
respect to the Cooperative Health Statistics System established under subsec-
tion (€), and with respect to the standardized means for the collection of health
information and statistics to be established by the Secretary under subsection
A

(E) to review and comment on findings and proposas developed by other
organizations and agencies and to make recommendations for their adoption or
implementation by local, State, national, or internationa agencies;

(F) to cooperate with national committees of other countries and with the
World Hedlth Organization and other national agencies in the studies of
problems of mutual interest; and

(G) to issue an annua report on the state of the Nation's health, its health
services, their costs and distributions, and to make proposals for improvement
of the Nation’s hedth statistics and health information systems.

(5) In carrying out hedlth statistical activities under this part, the Secretary shall
consult with, and seek the advice of, the Committee and other appropriate
professional advisory groups.

() The Secretary, acting through the Center, shall develop a plan for the
collection and coordination of statistical and epidemiological data on the effects of
the environment on health. Such plan shall include a review of the data now
available on hedth effects, deficiencies in such data, and methods by which existing
data deficiencies can be corrected. The Secretary shall submit such plan to the
Congress not later than January 1, 1980.

(2)(A) The Secretary, acting through the Center and in cooperation with the
Office of Federal Statistical Policy and Standards, shall establish, not later than two
years dafter the date of the enactment of this subsection, guidelines for the collection,
compilation, analysis, publication, and distribution of statistics and information
necessary for determining the effects of conditions of employment and indoor and
outdoor environmental conditions on the public heath. Guidelines established
under this subparagraph shall not (i) authorize or require the disclosure of any
matter described in section 552(b)(6) of title 5, United States Code, and (ii)
authorize or require the disclosure of any statistics or other information which is
exempt from disclosure pursuant to subsection (a) of section 552 of title 5, United
States Code, by reason of subsection (b)(4) of such section. The guidelines shall be
reviewed and, If appropriate, revised at least every three years after the date they are
initially established. Guidelines shall take effect on the date of the promulgation of
the regulation establishing or revising the guidelines or such later date as may be
specified in the guideines.

(B) The guidelines shall be designed-

(i) to improve coordination of environmental and health studies, statistics,
and information, and to prevent overlap and unnecessary duplication with
respect to such studies, statistics, and information;

(ii) to assure that such studies, statistics, and information will be available
to executive departments responsible for the administration of laws relating to
the protection of the public health and safety or the environment;

(iii) to encourage the more effective use of executive departments of such
studies, stetistics, and information;
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(iv) to improve the datistical validity and reliability of such studies,
statigtics, and information; and
(V) to assure grester responsiveness by the Department of Health and
Human Services and other executive departments in meeting informational and
anayticd needs for determining the effects of employment and indoor and
outdoor environmental conditions on public health.
(©) In establishing and revising guidelines under subparagraph (A), the
Secretary shall take into consideration the plan developed pursuant to para-

raph (1)-
g ?B)(i) Each executive department shall comply with the substantive and
procedura requirements of the guidelines.

(i) The President shall by Executive order require each executive depart-
ment to comply with requests, made in accordance with the guidelines, by the
Secretary, the Administrator of the Environmental Protection Agency, the
Consumer Product Safety Commission, or the Secretary of Labor for statistics
and information.

(iii) The President may by Executive order exempt any executive depart-
ment from compliance with a requirement of the guidelines respecting specific
statistics or other information if the President determines that the exemption is
necessary in the interest of national security.

(E) In carrying out his duties under this paragraph, the Secretary, acting
through the Center, shdl, insofar as practicable, provide for coordination of his
activities with those of other Federal agencies and interagency task forces
relating to the collection, analysis, publication, or distribution of statistics and
information necessary for determining the effects of conditions of employment
and indoor and outdoor environmenta conditions on the public health.

(F) For purposes of this paragraph, the term “guidelines’ means the
guidelines, either as initialy established or as revised, in effect under this
paragraph.

(3) The Secretary, acting through the Center, shall conduct a study of the issues
respecting, and the recommendations for, establishing a Federal system to assigt, in
amanner designed to avoid invasion of persond privacy, Federal, State, and other
entities in locating individuals who have been or may have been exposed to
hazardous substances to determine the effect on their health of such exposure and
to assist them in obtaining appropriate medical care and treatment. In conducting
such study, the Secretary may consult with any public and private entity which it
determines has expertise on any matter to be considered in the study. Not later than
one year after the date of the enactment of this subsection, the Secretary shall
complete the study and report to the Congress the results of the study and any
recommendations for legidation or administrative action.

(4) In carrying out paragraphs (1),(2), and (3), the Secretary shall consult with and
take into consideration any recommendations of the Task Force on Environmental
Cancer and Heart and Lung Disease, the Administrator of the Environmental
Protection Agency, the Secretary of Labor, the Consumer Product Safety Commis-
sion, the Council on Environmental Quality, the Nationa Committee on Vital and
Hedth Statistics, and the National Academy of Sciences (including the Ingtitute of
Medicine and any other unit of the Academy).

(m) In carrying out this section, the Secretary, acting through the Center, shall
collect and analyze adequate health data that Is specific to particular ethnic and
racial populations, including data collected under nationa health surveys. Activities
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carried out under this subsection shall be in addition to any activities carried out
under subsection (n).

(n)(1)The Secretary, acting through the Center, may make grants to public and
nonprofit private entities for —

(A) the conduct of specia surveys or studies on the health of ethnic and racia
populations or subpopulations;

(B) andysis of data on ethnic and racia populations and subpopulations; and

(C) research on improving methods for developing statistics on ethnic and
racial populations and subpopulations.

(2) The Secretary, acting through the Center, may provide technical assistance,
standards, and methodologies to grantees supported by this subsection in order to
maximize the data quality and comparability with other studies.

(3) Provisions of section 308 (d) do not apply to surveys or studies conducted by
grantees under this subsection unless the Secretary, in accordance with regulations
the Secretary may issue, determines that such provisions are necessary for the
conduct of the survey or study and receives adequate assurance that the grantee will
enforce such provisions.

(0)(1) For hedlth statistical and epidemiological activities undertaken or supported
under subsections (a) through (m), there are authorized to be appropriated such
sums as may be necessary for each of the fiscal years 1991 through 1993.

(2) For activities authorized in subsection (n), there are authorized to be
appropriated $5000,000 for fiscal year 1991, $7,500,000 for fiscal year 1992, and
$10,000,000 for fiscal year 1993. Of such amounts, the Secretary shall use not more
than 10 percent for administration and for activities described in subsection (n)(2).

International cooperation

Sec. 307 [2421] (a) For the purpose of advancing the status of the health sciences
in the United States (and thereby the health of the American people), the Secretary
may participate with other countries in cooperative endeavors in bhiomedical
research, health care technology, and the health services research and statitical
activities authorized by section 306 and by title IX.

(b) In connection with the cooperative endeavors authorized by subsection (a),
the Secretary may-

(1) make such use of resources offered by participating foreign countries as
he may find necessary and appropriate;

(2) establish and maintain fellowshipsin the United States and in participat-
ing foreign countries;

(3) make grants to public institutions or agencies and to nonprofit private
institutions or agencies in the United States and in participating foreign
countries for the purpose of establishing and maintaining the fellowships
authorized by paragraph (2);

(4) make grants or loans of equipment and materials, for use by public or
nonprofit private ingtitutions or agencies, or by individuas, in participating
foreign countries;

(5) participate and otherwise cooperate in any international meetings,
conferences, or other activities concerned with biomedical research, health
services research, health statistics, or health care technology;

(6) facilitate the interchange between the United States and participating
foreign countries, and among participating foreign countries, of research
scientists and experts who are engaged in experiments or programs of biomed-
ical research, health services research, health statistical activities, or health care
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technology activities, and in carrying out such purpose may pay per diem
compensation, subsistence, and travel for such scientists and experts when away
from their places of residence at rates not to exceed those provided in section
5703(b) of title 5, United States Cade, for persons in the Government service
employed intermittently; and
(7) procure, in accordance with section 3109 of title 5, United States Code,
the temporary or intermittent services of experts or consultants.
The Secretary may not, in the exercise of his authority under this section, provide
financial assistance for the construction of any facility in any foreign country.

General provisions respecting effectiveness, efficiency,
and quality of health services

Sec. 308 [242m] (a)(1) Not later than March 15 of each year, the Secretary shall
submit to the President and Congress the following reports:
(A) A report on-
(i) the administration of sections 304, 306, and 307 and title IX during
the preceding fiscal year; and
(i1) the current state and progress of health services research, health
statistics, and health care technology.
(B) A report on health care costs and financing. Such report shall include a
description and analysis of the statistics collected under section 306(b)(1)(G).
(C) A report on health resources. Such report shall include a description and
analysis, by geographica area, of the statistics collected under section
30%b)'&l)(E). o _
(D) ‘A report on the utilization of health resources. Such report shall include
a description and analysis, by age, sex, income, and geographic area, of the
statistics collected under section 306(b)(1)(F).
(E) A report on the health of the Nation's people. Such report shall include

a description and analysis, by age, sex, income, and geographic area, of the

statistics collected under section 306(b)(1)(A).

(2) The reports required by subparagraphs (B) through (E) of paragraph (2) shall
be prepared through the Agency for Health Care Policy and Research and the
National Center for Health Statistics.

(3) The Office of Management and Budget may review any report required by
paragraph (1) of this subsection before its submission to Congress, but the Office
may not revise any such report or delay its submission beyond the date prescribed
for its submission, and may submit to Congress its comments respecting any such
report.

(b)(I) No grant or contract may be made under section 304, 306, or 307, unless
an application therefor has been submitted to the Secretary in such form and
manner, and containing such information, as the Secretary may by regulation
prescribe and unless a peer review group referred to in paragraph (2) has
recommended the application for approval.

(2)(A) Each application submitted for a grant or contract under section 306 in
an amount exceeding $50,000 of direct costs and for a health services research,
evaluation, or demonstration project, or for a grant under section 306(n), shall be
submitted to a peer review group for an evaluation of the technical and scientific
merits of the proposals made in each such application. The Director of the National
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Center for Hedlth Statistics shall establish such peer review groups as may be
necessary to provide for such an evaluation of each such application.

(B) A peer review group to which an application is submitted pursuant to
subparagraph (A) shal report its finding and recommendations respecting the
application to the Secretary, acting through the Director of the Nationa Center for
Health Statistics, in such form and manner as the Secretary shall by regulation
prescribe. The Secretary may not approve an application described in such
subparagraph unless a peer review group has recommended the application for
approval.

(C) The Secretary, acting through the Director of the National Center for
Health Statistics, shall make appointments to the peer review groups required in
subparagraph (A) from among persons who are not officers or employees of the
United States and who possess appropriate technical and scientific qualifications,
except that peer review groups regarding grants under section 306(n) may include
appropriately qualified such officers and employees.

(c) The aggregate number of grants and contracts made or entered into under
sections 304 and 305 for any fiscal year respecting a particular means of delivery of
health services or another particular aspect of health services may not exceed
twenty; and the aggregate amount of funds obligated under grants and contracts
under such sections for any fiscal year respecting a particular means of delivery of
health services or another particular aspect of health services may not exceed
$5,000,000.

(d) No information, if an establishment or person supplying the information or
described in it is identifiable, obtained in the course of activities undertaken or
supported under section 304,306, or 307 may be used for any purpose other than the
purpose for which it was supplied unless such establishment or person has consented
(as determined under regulations of the Secretary) to its use for such other purpose
and in the case of information obtained in the course of heath statistical or
epidemiological activities under section 304 or 306, such information may not be
published or released in other form if the particular establishment or person
supplying the information or described in it is identifiable unless such establishment
or person has consented (as determined under regulations of the Secretary) to its
publication or release in other form.

(e)(I) Payments of any grant or under any contract under section 304, 306, or
307 may be made in advance or by way of reimbursement, and in such installments
and on such conditions, as the Secretary deems necessary to carry out the purposes
of such section.

(2) The amounts otherwise payable to any person under a grant or contract made
under section 304, 306, or 307 shal be reduced by-

(A) amounts equal to the fair market value of any equipment or supplies
furnished to such person by the Secretary for the purpose of carrying out the
project with respect to which such grant or contract is made, and

(B) amounts equa to the pay, alowances, traveling expenses, and related
personnel expenses attributable to the performance of services by an officer or
employee of the Government in connection with such project, if such officer or
employee was assigned or detailed by the Secretary to perform such services,
but only if such person requested the Secretary to furnish such equipment or
supplies, or such services, as the case may be.
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(f) Contracts may be entered into under section 304 or 306 without regard to
sections 3648 and 3709 of the Revised Statutes (31 U.S.C. 529; 41 U.S.C. 5).

(9)() The Secretary shall-

(A) publish, make available, and disseminate, promptly in understandable
form and on as broad a basis as practicable, the results of heath services
research, demonstrations, and evaluations undertaken and supported under
sections 304 and 305;

(B) make available to the public data developed in such research, demon-
strations, and evauations; and

(C) provide indexing, abstracting, trandating, publishing, and other services
leading to a more effective and timely dissemination of information on health
services research, demonstrations, and evaluations in health care delivery to
public and private entities and individuals engaged in the improvement of
health care delivery and the general public; and undertake programs to develop
new or improved methods for making such information available.

(2) The Secretary shall (A) take such action as may be necessary to assure that
dtatistics developed under sections 304 and 306 are of high quality, timely,
comprehensive as well as specific, standardized, and adequately analyzed and
indexed, and (B) publish, make available, and disseminate such statistics on as wide
a basis as is practicable.

(h)(I) Except where the Secretary determines that unusual circumstances make a
larger percentage necessary in order to effectuate the purposes of section 306, a
grant or contract under any of such sections with respect to any project for
construction of a facility or for acquisition of equipment may not provide for
payment of more than 50 per centum of so much of the cost of the facility or
equipment as the Secretary determines is reasonably attributable to research,
evaluation, or demonstration purposes.

(2) Laborers and mechanics employed by contractors and subcontractors in the
construction of such a facility shall be paid wages at rates not less than those
prevailing on similar work in the locality, as determined by the Secretary of Labor
in accordance with the Act of March 3, 1931 (40 U.S.C. 267a—267a-5, known as the
Davis-Bacon Act); and the Secretary of Labor shall have with respect to any labor
standards specified in this paragraph the authority and functions set forth in
Reorganization Plan Numbered 14 of 1950 (5 U.S.C. Appendix) and section 2 of the
Act of June 13, 1934 (40 U.S.C. 276c).

(3) Such grants and contracts shall be subject to such additional requirements as
the Secretary may by regulation prescribe.
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Related authorities outside the Public Health Service Act:

Public Law

Number

95-626

101-239

101-445

101-582

Date
11/10/78

12/19/89

10/22/90

11/15/90

Title
Health Services and Centers Amendments of 1978

Section 404 mandated the publication of a
“Prevention Profile” on every three years,
presenting data on health promotion and disease
prevention.

Omnibus Budget Reconciliation Act of 1989

Section 6507 required the development of a
national system to link data from birth, infant
death, and Medicaid records.

National Nutrition Monitoring and Related
Research Act of 1990

Mandated a coordinated, lo-year program to
improve the data for monitoring nutrition status,
and to improve the comparability of nutrition
monitoring data collected by DHHS and USDA,;
established a National Nutrition Monitoring
Advisory Council; and established new procedures
for review and clearance of dietary guidance.

Year 2000 Health Objectives Planning Act of 1990

Provides for grants to States for the development
of plans to implement the Year 2000 Health
Objectives within each State, including the
assessment of health within the State; and
mandates the development of uniform health status
indicators for use by Federal, State, and local
health agencies, along with model methods of
collecting and reporting data.
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Acronyms

The list below includes agencies, organizations, surveys, diseases, and

programs.

AARP
ADAMHA
AHA
AHCPR
AIDS
AMA
BMAD
CAT
CAT1
CBO
CDC
CHSS
DAWN
DHHS
DRG
ESRD
GAO
GNP
HES

American Association of Retired Persons
Alcohol, Drug Abuse and Menta Heath Administration
American Hospita Association

Agency for Health Care Policy and Research
Acquired Immune Deficiency Syndrome
American Medica Association

Part B Medicare Annual Data System
Computer-Aided Tomography

Computer Assisted Telephone Interview
Congressiona  Budget Office

Centers for Disease Control

Cooperative Hedth Statistics System

Drug Abuse Warning Network

Department of Health and Human Services
Diagnosis Related Group

End Stage Rena Disease

Generd Accounting Office

Gross National Product

Hedth Examination Survey
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HCFA
HIV
HMO
HRS
HSA
IMCARE
IOM
JAMA
MBHSR
MCBS
MEDPAR
MRI
MSA
NAMCS
NCHSR
NCHS
NCVHS
NDATUS
ND1
NGLTF
NHANES
NHCS
NHDS
NHIS
NIDA
NIAAA
NIH
NIMH
NMES
NMFI
NHPI
NNHS
OECD
OTA
PHS
PPO
PPS
PSU
RAI
SATAN
SNF
USPSTF

APPENDIX E

Health Care Financing Administration

Human Immunosuppressive Virus

Health Maintenance Organization

Health Records Survey

Health Services Area

Internal Medicine Center of Advance Research and Education
Institute of Medicine

Journal of the American Medica Association
Medicare Beneficiary Hedlth Status Registry
Medicare Current Beneficiary Survey

Medicare Provider Analysis and Review

Magnetic Resonance Imaging

Metropolitan Statistical Areas

Nationa Ambulatory Medical Care Survey
National Center for Health Services Research
Nationa Center for Hedth Statistics

Nationa Committee on Vita and Health Statistics
National Drug and Alcoholism Treatment Unit Survey
National Death Index

Nationa Gay and Leshian Task Force

National Health and Nutrition Examination Survey
National Hedth Care Survey

National Hospital Discharge Survey

National Hedth Interview Survey

National Institute on Drug Abuse

Nationa Ingtitute on Alcohol Abuse and Alcoholism
Nationa Ingtitutes of Health

Nationa Ingtitute of Mental Health

National Medica Expenditure Survey

Nationad Master Fecility Inventory

National Heath Provider Inventory

National Nursing Home Survey

Organisations for Economic Cooperation and Development
Office of Technology Assessment

Public Health Service

Preferred Provider Organization

Probability Proportional to Size

Primary Sampling Units

Resident Assessment |nstrument

Survey of American Indians and Alaska Natives
Skilled Nursing Facilities

United States Preventive Services Task Force
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Biographical Sketches

LINDA H. AIKEN is trustee professor of sociology and nursing at the
University of Pennsylvania. At the university she directs the Center for
Health Services and Policy Research and is a research associate at the Pop-
ulation Studies Center and senior fellow at the Leonard Davis Ingtitute for
Health Economics. Previously she was vice president of the Robert Wood
Johnson Foundation, where she directed the research program. Her re-
search interests include hedlth care utilization surveys, the organization and
finance of health care, and health manpower policy. She received bache-
lor's and master's degrees in nursing from the University of Florida and a
Ph.D. in sociology and demography from the University of Texas, Austin.

ROBERT L. BLACK is a pediatrician in private practice in Monterey,
California, as well as a clinical professor of pediatrics at Stanford Universi-
ty, teaching in the outpatient clinic one day a week. He is a member of the
Cdlifornia State Maternal, Child, Adolescent Health Board. He has been
active in the American Academy of Pediatrics in a number of committees
and offices; currently he is chairman of the Academy’s state committee on
state government affairs and a member of the national committee. He is
also chairman of the Academy’s committee on health planning for the state
of California, and senior author of its California Health Plan For Children.
He has been a member of the Ingtitute of Medicine since 1983. He has an
A.B. in basic medical sciences and an M.D. from Stanford University.
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JOHN W. COOMBS is director-general of the Ingtitutions and Social Sta-
tistics Branch at Statistics Canada and former director of its Health Divi-
sion. His responsibilities include the management of the national health
information program in Canada He recently has served as secretary to the
National Task Force on Health Information, an examination of the current
status of hedth information and the priority areas that it should better serve
in the future, and is a member of the advisory committee to the Population
Hedlth Project of the Canadian Institute of Advanced Research. He has a
B.Sc. degree in mathematics from Acadia University.

DANIEL G. HORVITZ is retired from the Research Triangle Institute,
where he was executive vice president from 1983 through 1988 and vice
president for dtatistical sciences from 1976. Most recently he was interim
director of the newly created National Institute of Statistical Sciences. Pre-
viously he held academic appointments in statistics at the University of
Pittsburgh, North Carolina State University, and the University of North
Carolina at Chapel Hill. His major interest is in the design and methodolo-
gy of large-scale socia surveys. He is a fellow of the American Statistical
Association; he has also served as its vice president and as chair of the
survey research methods section. An eected member of the International
Statistical Institute, he was program chair for its 1983 scientific meetings.
He is currently chair-elect of the statistics section of the American Associa-
tion for the Advancement of Science. He received a B.S. in mathematics
from the University of Massachusetts and a Ph.D. in statistics from lowa
State  University.

SUZANNE W. FLETCHER is editor of Annals of Internal Medicine and
adjunct professor of the University of Pennsylvania School of Medicine.
Previously she was professor of medicine and epidemiology at the Universi-
ty of North Carolina a Chapel Hill. Her major research interests include
clinica epidemiology, health promotion and disease prevention, and screen-
ing for breast cancer. More recently she has become involved in research
on the editorial process. She received a B.A. in biology from Swarthmore
College, an M.D. degree from Harvard Medical School, and an M.Sc. from
the Johns Hopkins School of Hygiene and Public Hedlth.

FLOYD J. FOWLER, JR., is a senior research fellow at the Center for
Survey Research, University of Massachusetts-Boston. Much of his re-
search has dealt with sources of eror in health surveys. A major focus of
recent research has been measuring patient outcomes resulting from medical
treatments. He received a B.A. degree from Wesleyan University and a
Ph.D. in socia psychology from the University of Michigan.
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WILLIAM D. KALSBEEK is associate professor as well as director of the
Survey Research Unit in the Department of Biostatistics at the University of
North Carolina at Chapel Hill. He was previously a sampling statistician at
the Research Triangle Institute. His recent research has dealt with cost-
efficiency in survey design and the problem of sampling elusive popula-
tions. During his career he has published extensively from his experience
in directing or providing significant design consultation to dozens of sample
surveys. He received a B.A. in mathematics from Northwestern Collegein
lowa and M.P.H. and Ph.D. degrees in biostatistics from the University of
Michigan.

GRAHAM KALTON became senior stetistician and vice president of Wes-
tat, Inc., in January 1992. Previoudy he was a research scientist in the
Survey Research Center, a professor of biostatistics and a professor of sta-
tisticsathe University of Michigan. Prior to that he was professor of social
statistics at the University of Southampton and reader in socia statistics at
the London School of Economics. His research interests are in survey
sampling and general survey methodology. He received a B.Sc. in econom-
ics and an M.Sc. in satistics from the University of London and aPh.D. in
survey methodology from the University of Southampton. Heis aféelow of
the American Statistical Association and of the American Association for
the Advancement of Science and the current president of the International
Association of Survey Statisticians. He is a member of the Committee on
National Statistics and has served as a member of its Panel to Evaluate the
National Center for Education Statistics, as the chair of the Panel to Study
the NSF Scientific and Technica Personnd Data System, and currently as
chair of the Panel to Evaluate the Survey of Income and Program Participa-
tion.

SIDNEY KATZ is professor emeritus of gerontology and geriatrics at Co-
lumbia University and co-director of the Stroud Program on the Science of
Quality of Life in Aging. His background is in medicine, epidemiology,
and health services research. He investigates rehabilitation, long-term care,
and the natural course of aging and chronic diseases. He has developed
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National Health Care Survey, however, cannot meet al the needs for data of
all persons. Choices had to be made in terms of costs and benefits associat-
ed with policy making in the public and private sectors, as well as the
burden on the public. The pand takes full responsibility for the ways in
which the users views have been considered and incorporated in the recom-
mendations.

METHOD OF DATA COLLECTION

The paned had neither the time nor the resources to conduct a large-
scale structured user survey designed to meet the standards of survey re-
search. The panel therefore obtained the views of users through (1) presen-
tations at panel meetings by key users of hedlth care data and policy officials,
mostly from the Department of Heath and Human Services and some from
the private sector and (2) through focused group interviews of selected
federal health officials, legislative staff, researchers, and state vita and
health statisticians.

Approximately 75 users and some nonusers representing the executive
and legidative branches of the federa government, hedth statisticians and
vital registrars from severa states, and individual researchers in the private
sector participated in the survey. The panel recognizes the limited nature of
its efforts to obtain the views of users. For instance, the group interviewed
is not necessarily representative of al current and potential users of NCHS
hedlth care data Moreover, the expressed needs for data often reflect the
misson of the agency interviewed.

The interviews were conducted in group sessions with the aid of an
open-ended interview guide rather than a structured questionnaire: it ap-
pears a the end of this appendix. The guide was adapted to the needs and
functions of the specific group interviewed and to the responses received
during the specific interview. For severa of the interviews, once the pur-
pose of the interview was explained, it rapidly became an open-ended dis-
cussion. Nevertheless, attempts were made to ensure that al of the areas in
the interview guide were covered even in this type of discussion. The areas
in which questions were asked included the following:

Uses of data from the NCHS
Problems with uses of the data
Current data needs
Health care and health status issues of most concern for the next few years
Knowledge of NCHS plans for an integrated National Hedlth Care Survey
Views on various features of the survey, such as:

Coverage of the survey

Content of the survey
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Longitudinal data
Geographic detail
Data on subpopulations
Other.

Initial contact was made with the group to be interviewed by telephone,
followed by a confirmation letter and information about the panel study and
the nature of the inquiry. For the few persons who could not attend the
group sessions, information was obtained by telephone interview.

The decision was made to concentrate mostly on federal agencies in the

Washington, D.C., area. The following is a list of agencies that were repre-
sented in interviews:

Agency for Hedth Care Policy and Research, PHS

Alcohol, Drug Abuse, and Mental Hedth Administration, PHS

Office of the Assstant Secretary for Planning and Evaluation, DHHS

Health Resources and Services Administration, PHS

Social Security Administration, DHHS

Hedth Care Financing Administration, DHHS

National Ingtitute for Occupational Safety and Hedth, CDC, PHS

Nationa Ingtitute of Diabetes and Digestive and Kidney Diseases, NIH,
PHS

Nationa Ingtitute on Aging, NIH, PHS

Staff, House Subcommittee on Hedlth and Environment

State health agencies in Connecticut, New York, Pennsylvania, North
Carolina, South Carolina, lowa, Michigan, Utah, Wisconsin, Maine

In addition, severa individual data users from the private sector were
interviewed.

FINDINGS

The survey of users of hedth care data was not a scientific sample and
the results cannot be expressed statistically. Therefore, the findings are
summarized in narrative form on the basis of responses to questions as well
as unsolicited comments from the respondents.

Uses of Existing NCHS Provider Surveys

Most of the respondents were familiar with the four provider surveys,
but not equaly familiar with all four. Almost al of the groups interviewed
had used data from at least one of the surveys. A majority of those inter-
viewed responded that they were more familiar with the National Health
Interview Survey (NHIS) and the Nationad Nursing Home Survey (NNHS)
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than with the National Hospital Discharge Survey (NHDS) and had used, or
are currently using, data from these surveys more than the other provider
surveys.

The respondents were asked in what format or media do they usualy
obtain the data from NCHS. Published data and special tabulations ap-
peared to be the usua format, followed by public use tapes, reflecting the
heavy users of the data

During the course of the interviews, the respondents were asked to
describe the uses of the data and their experiences in using the data from
these surveys. In responding, they tended to focus primarily on the prob-
lems they encountered in using the survey data, often for purposes for
which the data were not specificaly intended.

Many of the uses of the data were ad hoc applications to obtain answers
to specific questions. The following are provided as illustrative examples
of uses of the NCHS hedth care data and are by no means intended to be
exhaustive.

* Analysis of hospital utilization rates by diagnosis and the distribu-
tion of procedures performed.

* Descriptive analyses of data on specific diseases-for example, hos-
pitaization for diabetes using NHDS, the extent of ambulatory care
for diabetes using NAMCS, and some aspects of cost of care for
diabetes using the NNHS.

Use of the NHDS for a study of hip fractures.

Problems Encountered With the Data

The respondents mentioned a number of problems that they encoun-
tered with the data from the current provider surveys. In general, these
problems reflected the needs of the agencies for data that were not being
met at the present time. To some extent, therefore, the list of problems
reads like a list of data needs. The following list is illustrative of the
problems surfaced for each of the provider surveys.

National Hospital Discharge Survey

* The survey is not person-based. It samples discharges and there-
fore does not measure what happens to individuals. There is no
information on multiple admissions, the patient’s contact with oth-
er providers, and the episode of illness.

+ There is no information on disposition following discharge from
the hospital.
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There is no information on payers or on cost of care.

Information on race/ethnicity is not very useful because of a high
proportion of “unknowns.”

Thereis no information on occupation of the person discharged.

There is no hospital identification that would permit linkage to
other data sets.

The sample size is inadequate to produce estimates for small geo-
graphical levels, subgroups of the population, and relatively rare
events.

Thereisinsufficient detail in the item content and lack of depthin
the topics covered.

National Ambulatory Medical Care Survey

Visits, not persons, are sampled, so there is no information on other
contacts with this or other providers.

There is no information on outcomes of care.
There are no data on cost of care-only on source of payment.

More diagnostic information is needed-five diagnoses rather than
three.

There is no information on occupation.
Diagnostic data are outdated.
There are no data on practice of providers and on their characteristics.

There is no information on the other providers who assisted the
physician.

The survey does not include data on physician contacts with pa
tients in the hospital.

The sample sizeistoo small.
The survey is conducted at too infrequent intervals.

National Nursing Home Survey h

The survey does not sample persons.

There are no longitudinal data on the person’s condition or events
and circumstances before and after the specific nursing home stay.
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The payer information is inadequate.

The sample size is too small for many purposes.
Data on subpopulations are inadequate.

The rates of refusals and nonresponse are too high.
The 8-year gap between surveys is too long.

National Master Facility Inventory

The National Master Facility Inventory serves as the sampling frame
for the provider surveys. The overriding comment on the part of the
users was that the coverage of the inventory was incomplete. The list
of providers that the users proposed for inclusion are discussed below
in the section on coverage of the proposed survey.

Looking Ahead to the National Health Care Survey

Looking ahead to the next few years, respondents were asked (1) what

aspects of health care and related health status issues they will be most
concerned with and (2) to comment on the features of the proposed integrat-
ed National Hedth Care Survey that would best meet their needs for data

Key issues of concern in the years ahead identified by respondents are

summarized below:

Uninsured and underserved people.

The aging population, long-term care for the elderly and nonelder-
ly, care for the aged and cost of care to the aged, incidence and
prevalence of chronic illness, disahility, access to home hedth care.

The impact of changes in financing policies on patients and on
quality of services, access to care, and outcomes of care.

Costs of prescription drugs.

Income and expenditure data for health care, including long-term
care.

The extent of shifts from inpatient hospita care to ambulatory care.
Costs and outcomes of care in inpatient and ambulatory settings.

Access to care for HIV-infected persons, including adolescents, children,
and those in rural aress.

Effects on hedth habits and lifestyles of prevention programs.
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The respondents were asked what features would make the proposed
integrated National Health Care Survey best meet their needs for data. The
sections that follow summarize under several topic headings the comments
of the respondents on the features of the proposed survey that would best
meet their needs for data

Content. Almost al the groups interviewed expressed a need for data
on the cost of hedth care. The subject was raised in the context of informa
tion on heath insurance, out-of-pocket expenditures, managed care, types
of providers, etc. Although some of these questions can be answered by
data from the large national surveys such as the National Medica Expendi-
ture Survey, these surveys are conducted too infrequently and the results of
these surveys become outdated very rapidly because of changing costs, changes
in financing of heath care, changes in settings for specific kinds of care,
etc.

Some of the groups interviewed were interested in the number and
characteristics of the medically uninsured, the extent to which they move in
and out of insurance coverage, what medical care, if any, they receive, and
in what settings.

Person-based versus provider-based data. As indicated earlier, almost
al of the users interviewed indicated the need for data on the hedth care
received by individuals. This included health care received from a range of
providers for specific conditions, costs of such care, etc.

Coverage. The respondents to the survey of users suggested 37 differ-
ent types of providers not now being surveyed by NCHS that should be
considered for inclusion in the National Health Care Survey:

Adult day care centers

Alcohol and drug abuse centers
Board and care homes
Chiropractors

Chronic disease hospitals
Emergency clinics

Endoscopy units

Foster care

Group and residentia care facilities
HMOs

Home care facilities

Homes for the aged

Hospices

Hospital outpatient services
Managed care facilities
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Maternal and child hedlth clinics
Mental hospitals

Mentaly retarded facilities
Neighborhood health centers
Orphanages

Podiatrists

PPOs

Private insurance claims data
Psychiatric social workers
Psychiatric nurses

Psychologists

Psychosocial rehabilitation centers
Public health clinics

Radiology units

Rehabilitation medicine units
Retirement facilities

Rura health centers

Shelters

Surgical centers

Veterans Administration facilities
Visiting nurses

Walk-in clinics

Some of the providers on the list are aready under consideration by the
NCHS for inclusion and others are already included in surveys being con-
ducted by other agencies.

Frequency. Very few of the respondents to the survey of users men-
tioned the frequency of data collection for the proposed survey. The com-
ment most often heard in this area was that 8 years was much too long a gap
between National Nursing Home Surveys.

Unit of analysis. The basic issue here is whether data collected should
be based on a sample of events, such as doctor visits or hospital discharges,
on characteristics of providers, or on persons and the medical care they
receive. The primary interest of most of the users surveyed was in data on
individuals in order to be able to answer questions about episodes of illness,
costs of care over specific periods of time, the use of multiple providers,
transition from one type of facility to another, access to hedlth care, etc.

Several users were interested in data on providers in order to get basic
information on the supply of hedth resources, including characteristics of
providers, staffing patterns of providers, number of new nursing home beds,
etc. Most aso wanted some information on medical care events in addition
to the data on individuals in order to measure the volume of care. They



SURVEY OF USERS 119

wanted more detailed information than presently available on the cost of
service, sources of payment, specifics of services provided, etc.

Geographic detail. The estimates made from the current NCHS provid-
er surveys are for the national level and for four broad regions of the United
States. The respondents were asked at what geographic level they need
data. Only a few indicated that they were interested only in nationa level
data, and severa felt that the four regions were too broad. Many wanted
data at the state level, and several have need for data at the county or
community level and for rura aress.

Subpopulations. Most of the respondents were interested in data for
specific subpopulations: blacks, Hispanics, Asians (and specific subgroups
of Hispanics and Asians), American Indians, disabled children, agricultural
populations, specific industrial groups, older workers, disabled workers,
children in general, groups defined by socioeconomic level, elderly, and
nonelderly in institutions.

Longitudinal data. In most of the user interviews the question of their
need for longitudinal data was raised. The term longitudinal was used in at
least two ways. (1) Following a cohort of the general population to assess
their use of the health care system over a period of time or (2) Following a
cohort of persons seen by a particular type of provider to assess outcome or
to determine what additional care they received from the entire range of
providers over a period of time. Each of these approaches implies obtaining
information from respondents about the health care they received over a
period of time and then obtaining more specific information from their
providers.

Several of the respondents expressed the need for longitudinal data on
hedlth care to serve a variety of purposes. The most common of these was
to be able to assess episodes of illness, which would involve following
individuals through the hedlth care system as they had contacts with provid-
ers for specific conditions. Respondents in three group sessions indicated
the need for data on outcomes of health care. However, they were not
specific about what measures they would use and for what purpose, sug-
gesting the need for specification of meaningful measures of outcome and
the design of the longitudinal aspects of the hedth care survey to obtain
such measures. One of the examples given was to be able to follow a
cohort of persons discharged from hospitals to assess the extent of subse-
quent hospitalization, contacts with other providers, or death. Several of
the respondents recognized two critical problems in obtaining longitudinal
data on hedth care: (1) the need for identifiers on the individuals to be
followed and their informed consent to alow their information to be linked
with other data sets and (2) the cost of conducting follow-up surveys. Some




120 APPENDIX B

concern also was expressed about the possible risk of jeopardizing other
parts of the survey because of the cost of carrying out longitudinal studies
of hedlth care.

Linkage. On the subject of linkege with other data sets, most of the
respondents wanted to see linkages not just with other NCHS databases, but
with social security records, HCFA databases, and several databases in the
private sector. It was recognized that, in order to link the databases, identi-
fiers will be needed.
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Panel on the National Health Care Survey

Guide for Interviewing Users of
Health Care Statistics

THE FOLLOWING SHOULD BE USED ONLY AS AN OPEN-ENDED
GUIDE, TO BE ADAPTED TO THE NEEDS AND INTERESTS OF
THE SPECIFIC GROUPS AND TO THE RESPONSES RECEIVED.

[The meeting will begin with an introduction and a five minute
background of the study, the objectives of the session and the sur-
veys covered in the questions)

Current Data Needs

1) What aspects of health care and related health status issues are you
currently most concerned with?

2) What kinds of programmatic action, policy decisions or research
products result or could result from your work in this area?

3) What types of datistical information do you require to carry out
analyses and or make decisions in this area?

Use of Data from NCHS

4) Have you used, or are you currently using, any data from NCHS on
these subjects?

User Nonuser
IF NONUSER GO TO QUESTION 14
5) Are you a user of any of the following NCHS surveys of hedlth
care?

National Master Facility Inventory or Inventory of Long-Term
Care Places

National Hospital Discharge Survey

National Ambulatory Medical Care Survey

National Nursing Home Survey

yes No

IF YES, ASK WHICH SURVEYS. IF NO, GO TO QUESTION 14
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Questions for Users
6) In what format or media do you usudly obtain these data — publi-
cations, specia tabulations, public use tapes, etc. ?
IF PUBLIC USE TAPES ARE USED ASK:

*  How many tapes have you used in the last 2 years?
Are you on the mailing list for NCHS publications?

yes— No

FOR EACH OF THE HEALTH CARE SURVEYS THAT YOU
SAID YOU USE:

7) What uses have you made, or do you make, of data from this sur-
vey?

8) What end products derive from your use? (testimony, policy pa-
pers, review of legislative proposals, budget estimates, reports, re-
search papers, etc.) Obtain some citations, if possible?

9) What do you consider to be the strong points of these surveys?

Problem Areas

10) What do you consider to be the wesk points of these surveys?

IF NONE, GO TO QUESTION 14

11) What kinds of problems have you encountered in attempting to use
data from these surveys?

WHICH OF THESE SURVEYS?

12) Have you had projects for which these surveys should be uniquely
suited but cannot be used because of problems of design or lack of
relevant data elements or sample size or other problems?

IF YES, ASK TO ELABORATE

Do you have any suggestions for solving these problems?
13) Do you use other sources of data in these subject areas?

IF YES, WHAT ARE THEY?
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Looking Forward

14) Looking ahead to the next few years, what aspects of health care
and related health status issues do you think that you will be most
concerned about?

15) For the past few years NCHS has been developing an integrated
national health care survey including afollow-up component. Have
you been aware of NCHS plans for an integrated National Health
Care Survey ?

yes_ no
IF NO, BRIEFLY DESCRIBE

The new survey might include information covering a number of topic
areas.

Hedlth care facilities

Health care services provided

Health manpower

Recipients of health care

Outcomes of hedlth care

The context within which the care is provided

16) Do you think data on any of these topics will be of particular
interest to you-which ones and for what purposes-should any
other topics be considered?

17) From your perspective what features would make the proposed in-
tegrated National Health Care Survey best meet your needs for data?

a. Let'sdiscuss coverage issuesfirst. Do you have any thoughts
on which facilities and places should be covered in this new
National Health Care Survey ?

b. Turning to the content of the survey, we are especialy inter-
ested in those areas that are emerging or are of increased im-
portance. What content areas should be covered in the new
survey?

c. How frequently do you need the data you mentioned earlier?

d. Some data uses require longitudinal estimates, tracking chang-
es over time for the same respondents. To what extent are
longitudinal data needed in the area of health care statistics?
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PROBE FOR SPECIFIC EXAMPLES

Some data needs suggest different approaches to survey design.
One in particular that we seek your views on is unit of analysis. In
the area of hedth care surveys, the unit of anaysis may be facility
(hospital, nursing home, doctor’s office), event (admission, dis-
charge, visit, particular services), or person (patient, client):

e. From your viewpoint, how important is it to obtain data on the
facility? event? individual? For what kinds of analyses would
data on each of these be important?

Another feature of interest may be geographic detail.

f. Are national data sufficient for your purposes, or do you need
data for geographic subdivisions? If the latter, in what geo-
graphic detail?

IF RESPONSE IS “SMALL-AREA” OR “LOCAL,” PROBE FOR
DEFINITION

g. Do you need information on any specific subpopulations?
WHICH GROUPS?
h. Are there any other features you feel should be addressed in

the review of the Nationa Health Care Survey?
Are there other sets of data to which you would wish to link data
from the National Hedth Care Survey?
IF YES, WHAT ARE THEY?

Can you give examples of how these data would be used - that is,
what kinds of programmatic actions, policy decisions or research
products might result from an analysis of the data?

What identifiers would be needed for the linkage -Social Security
number, Medicare number, Medicaid number, or something else?

Do you see any problems in obtaining them?

19) In what format should data be made available in the future?—

published reports, data tapes, specia tabulations, or any other me-
dia?

WRAP UP
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Federal Health Data Sources

The United States possesses one of the world’s leading statistical sys-
tems, its current status having evolved over the course of the nation’s histo-
ry. Asthe role of the federal government has increased over the years, so
has the demand for more and better statistics at the national and subnational
levels. The federal tatistical system in the United States is decentralized,
with authority and responsibility for statistical activities spread among sev-
era agencies of the government.

There exists an abundance of statistical information related to the health
status and the health care industry of this nation. A number of federal and
state agencies gather and use health-related data. The private sector is aso
amajor collector and user of such data. Yet, as shown in the body of the
report, the current nationa data systems do not provide the information
needed to assess the effect of changes in the financing, organization, and
delivery of health care or the impact of socioeconomic trends on the quali-
ty, cost, and outcomes of care.

An understanding of the strengths and weaknesses of the current status
of federal statistics and the prospects for continued development and progress
in future years requires knowledge of the genesis of these systems and an
understanding of the social, economic, public health and politica factors
that have led to a gradually increasing involvement of both the executive
and legidative branches of the federal government in the collection and
maintenance of health statistics.

125
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EVOLUTION OF FEDERAL HEALTH STATISTICS

For many years after the formation of the federal union, responsibility
for the collection of statistics in the hedth field was located primarily at the
level of the state and local governments. Federd involvement was limited
to a large extent to meeting the information needs for the most pressing
hedth and related problems affecting the country and to the collection of
vita records from the states.

Notification of diseases in this country began in the colonial times at
the local level, particularly in port cities. However, the collection of the
data was limited to times when epidemics of pedtilential diseases threatened
or were in progress. Statewide notification was first instituted in 1883,
when Michigan passed a law requiring reporting of certain diseases (Bureau
of the Census, 1960).

In response to the need for nationwide information on epidemic diseas-
es, Congress passed a law in 1878 authorizing the collection of morbidity
reports for use in connection with quarantine measures against pestilential
diseases such as cholera, smallpox, plague, and yellow fever. This law was
the start of the responsibilities of the Public Hedth Service (PHS) in the
collection of data on communicable diseases and the surveillance of the
incidence and distribution of diseases. A year later, a specific appropriation
was made for such collection.

In 1893, Congress passed another law that provided for the collection
of information each week from state and municipal authorities throughout
the United States.

By the 1950s nationa hedth data sources were primarily comprised of
the reporting by state and territorial authorities of morbidity statistics for
communicable diseases and their surveillance and the death registration
system. Completeness of reporting continued to vary greatly, and many
illnesses were not reported to the authorities. Various heath programs pro-
duced statistics specific to their programs, but they were neither nationa in
scope nor comparable for different states. Current data that were represen-
tative of the genera health status of the U.S. population were not available
regularly.

A national health survey was conducted by the Works Project Adminis-
tration in 1935-1936 as part of a comprehensive National Heath Inventory,
covering 700,000 urban families in the depressed economic conditions of
the time. The survey had two purposes-to promote knowledge of the
population’s hedth status and to create jobs for the unemployed.

Twenty years later, dtatisticians inside and outside the government were
gill relying primarily on the 1935-1936 National Health Survey and a series
of supplemental studies carried out in the 1940s and early 1950s as the
basis for estimating the current level of illness and disability in the United
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States.” Those data had become outdated. During the interim much had
happened to change the country, the people, and their health status. The
Great Depression was over; the country had gone through a major war and
had recovered; the population of the United States was more urbanized;
medical care had advanced and the peopl€' s health had improved.

During that period major advances had been made in statistical survey
theory and methodology. The late 1940s and the early 1950s saw a series
of local surveys conducted by various state and private organizations to
study morbidity, disability, and handicapping conditions. Many of these
studies broke new ground but none was nationa in scope. The Bureau of
the Census and the PHS had provided advice to those carrying out these
local surveys.

It was clear by the early 1950s that the federal government’s role in
health statistics could best be carried out by providing leadership in devel-
opment of a national health data resource based on the probability sampling
of households.

The National Health Survey Act

In 1953 the National Committee on Vital and Hedlth Statistics (NCVHS)?
recommended that a national health survey be established on a permanent
basis. (NCHS, Ser.4, No.5, 1966) In 1956 Congress enacted PL 84-652,
the National Health Survey Act (reproduced in Appendix D). The act au-
thorized a three-part program: a continuing survey using probability sam-
pling methods, special studies, and methodological studies. It authorized
the surgeon general to make available technical advice and assistance on
the application of statistical methodsin health and medicine.

The content of the program of the National Health Survey was influ-
enced by the varied nature of the data needed and the requirement in the act
that corresponding information be obtained for both the well and the ill
population. The National Health Survey was conceived as a program of
surveys, with its objectives and approaches being flexible to adapt to chang-
ing needs for data and advances in statistical method. The activities of the
National Health Survey asit is currently comprised are divided into three

‘These studies were supplements to the Census Bureau's Current Population Survey, re-
quested by the Socia Security Administration and the Public Headth Service. The supplement
in 1943 (repeated in 1949 and 1950) dealt with the prevalence of disability, and another in
1951 dealt with the prevalence of arthritis. These were the first applications of national
probability sampling of the population to the measurement of heath.

2The U.S. National Committee on Vital and Health Statistics was established in 1949 by the
surgeon general of the U.S. Public Health Service to put into effect a recommendation of the
First World Heath Assembly. On July 23, 1974, this committee was legidatively established
under Section 306(k) of the Public Health Service Act (PL 93-353).
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major parts, with data collected from three major types of sources. These
are (1) the Health Interview Survey, (2) the Health Examination Survey,
and (3) the Hedth Records Surveys.

A year after the passage of the Nationa Health Survey Act, the House-
hold Hedth Interview Survey (later renamed the National Hedth Interview
Survey) began with the objective of producing general data on the nation’s
health. For several years this Household Health Interview Survey was the
only mgjor activity of the National Hedlth Survey while the specia studies
also authorized by the law were being developed. In 1959, a second major
component of the National Hedth Survey, the Hedth Examination Survey,
was started, aimed at gathering health data by means of a physical examina
tion of a sample of the population, and reached full-scale data collection by
spring 1961. Speciad studies also authorized by the law were being devel-
oped. By 1961 severa of the survey activities had begun that later made up
the Health Records Survey program.

CURRENT DATA SOURCES

The federal headlth statistics system, like the federa statistics system as
a whole, is decentralized across the federal government. The majority of
hedlth statistical activities are undertaken by the Department of Hedth and
Human Services, athough the Department of Defense, the Veterans Admin-
istration, the Environmental Protection Agency, the Bureau of Labor Statis-
tics, and other agencies collect and use hedlth statistics in carrying out their
respective functions.

Within the Department of Hedlth and Human Services, the organization
and decison-making structure for health statistical activities is further de-
centralized among the various organizational components of the department
that have distinct responsibilities for gathering data directly related to their
program responsibilities.

The section below briefly describes the data systems that these agencies
operate that either contribute, or could contribute, to the understanding of
the dynamics of our heath delivery system and its impact on the health
status of the American people. No attempt is made to provide an exhaustive
listing or summary of al the health dtatistical activities carried out by feder-
al agencies and programs. Only selected dtatistical activities of the Nation-
al Center for Hedth Statistics (NCHS) and the department relevant to this
present study are described.

3The information in this section is based on, and excerpted from, publications and other
documents of the agencies of the federal government. These sources are provided at the end of
the report.
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National Center for Health Statistics

NCHS is the focal federal agency for the production, analysis, and
dissemination of general-purpose hedlth statistics. It is recognized as one
of the principal datistical agencies of the federal government. The center
was established in 1960 when the National Office of Vital Statistics and
the National Health Survey Program in the Division of Public Health Methods
were placed in one agency within the U.S. Public Hedth Service. Since
its creation, the center has been moved to various locations within the
organizational structure of the Public Health Service. Most recently, in
1987, it was placed as one of the Centers in the Centers for Disease
Control (CDC).

Section 306 of the Public Hedlth Service Act establishes the center in
the Department of Heath and Human Services and specifies that it shdl
collect statistics on:

e The extent and nature of illness and disability of the population of
the United States (or of any groupings of the people included in the
population), including life expectancy, the incidence of various acute
and chronic illnesses, and infant and maternad morbidity and mor-
tality;

The impact of illness and disability of the population on the econo-
my of the United States and on other aspects of the well-being of
its population (or such groupings);

Environmental, social, and other hedth hazards;
Determinants of hedlth;

Health resources, including physicians, dentists, nurses, and other
hedlth professionals by specialty and type of practice, and the sup-
ply of services by hospitals, extended care facilities, home hedth
agencies;

Utilization of health care, including (1) ambulatory health services
by speciaties and types of practice of the health professionals pro-
viding such services and (2) services of hospitas, extended care
facilities, home hedth agencies, and other institutions:

Health care costs and financing, including the trends in hedlth care
prices and cost, the sources of payments for health care services,
and federal, state, and local governmental expenditures for hedth
care services;, and

Family formation, growth, and dissolution.
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National Health Interview Survey

The National Hedth Interview Survey (NHIS) is the principa source of
information on the generd hedth status of the civilian, noningtitutionalized
population of the United States. The NHIS is a cross-sectional household
interview sample survey conducted annually since 1957. Interviews are
conducted each week throughout the year. The survey follows a multistage
probability sampling of households. It is designed in such a way that the
sample scheduled for each week is representative of the target population
and the weekly samples are additive over time.

The NHIS redesign in 1985 included a reduction of the primary sam-
pling units (PSUs) from 376 to 198 for sampling efficiency and an oversam-
pling of the black population. Data are collected from approximately 50,000
households including about 130,000 persons in a calendar year.

The survey provides national estimates on the incidence of acute illness
and accidental injuries, the prevalence of chronic conditions and impair-
ments, the extent of disability, the use of medica services, and other health-
related topics by demographic and socioeconomic characteristics.

The questions in the core part of the questionnaire are asked each year.
They solicit information to measure illness and injuries, days of disability
including bed-days, work-loss days, school-loss days, and other days lost
due to acute or chronic conditions. Included in the core are questions on
limitation of activity caused by chronic conditions or impairments, hospital-
izations, doctor contacts, perceived health status, as well as the socia, eco-
nomic, and demographic characteristics of the interviewed person. Ques-
tions on dental visits were also part of the core from 1975 through 1981.

The core questionnaire includes six lists of chronic conditions. Each
condition list concentrates on a group of chronic conditions involving a
specific system of the body, such as digestive, skin and musculoskeletal,
circulatory, and respiratory. Prior to 1978, questions on only one condition
liss were asked each year. Beginning in 1978, each of six representative
subsamples has been asked questions based on one of the six lists of chronic
conditions. In this manner national estimates on each of the six body
systems are obtained during the same interview year.

Questions on current health topics are included in supplements to the
core questionnaire and change from year to year. They have been included
in the NHIS since 1959, permitting the survey to collect information on a
wide variety of hedth topics and to be responsive to the country’s changing
information needs. Because a supplement is added to the ongoing NHIS,
which is an established vehicle resulting in statistically reliable data for the
U.S. population, it is an efficient way to measure on a large scae and in a
timely manner a topic of current concern. Some supplements, such as
hedlth insurance and out-of-pocket health expenditures, are repeated period-
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ically to alow measurement of change over time. For instance, supple-
ments in 1979 were included on immunization, smoking, home health care,
eye care, residential mobility, and retirement income. In 1980, the supple-
ments on home hedlth care, residential mobility, and retirement income
were continued and a supplement on health insurance was added. In 1981,
a child health supplement was included throughout the year. The 1982
NHIS included supplements on health insurance and preventive care. The
1983 NHIS contained questions on alcohol, dental care, physician services,
and health insurance. In 1984 the supplement was devoted to health issues
of aging; in 1985, health promotion and disease prevention; in 1986, health
insurance, dental health, vitamin and mineral intake, longest job worked,
and functional limitations; in 1987, cancer risk factors and child adoption;
in 1989, mental health. Because of budgetary constraints, beginning in
1985 the supplements have been funded by the agencies requesting the
specia topics.

With acquired immunodeficiency syndrome (AIDS) reaching epidemic
proportions in the United States, and with no cure or vaccine to prevent
infection by the virus at this time, a supplement on AIDS knowledge and
attitudes was initiated as part of the 1987 NHIS in order to determine the
level of knowledge of the US. population and to help assess the effective-
ness of educational campaigns. This supplement with necessary modifica-
tions has been continued throughout 1988, 1989, 1990, and 1991 and will
provide continued measurement of the public’s knowledge and attitudes
about AIDS and changes in these characteristics over time.

National Health and Nutrition Examination Survey

The National Health Survey Act authorized specia studies in addition
to the continuing household interview survey. Furthermore, the recommen-
dations of the National Committee on Vital and Health Statistics on the
subject had also envisioned specia studies to include one “to obtain data on
undiagnosed and non-manifest diseases’ (NCHS, Ser.1, No. 4, 1973). The
first Health Examination Survey (HES) was launched in 1959 and was com-
pleted in 1962. A traveling staff and mobile examination units were em-
ployed for the survey. Data were collected through direct standardized
physical examinations, clinical and laboratory tests, and measurements on
the total prevalence of certain chronic diseases as well as the distributions
of various physical and physiological measures, including blood pressure
and serum cholesterol levels. The survey was conducted at two- to four-
year cycles through the 1960s.

A decade later the survey was restructured and expanded to include
measurements of nutritional status of the population and subsequent moni-
toring of changesin that status over time. This change reflected the coun-
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try’s and the federal government’s shift of emphasis from illness to hedth
maintenance. The survey name was changed to the Nationa Heath and
Nutrition Examination Survey (NHANES). The first cycle of this expanded
survey, NHANES, was initiated in 1970 with data collection beginning in
1971.

To date, five nationwide surveys using hedlth examination procedures
have been completed since the inception of this survey program in 1960. In
1982, the survey was directed toward persons of Hispanic origin or descent
and was conducted in areas with high concentration of Hispanic population.
At the present time, NHANES Ill is in the field. As with the earlier sur-
veys, NHANES IlI involves interviews, physical examinations, and bio-
chemical and hematological tests of a representative sample of the U.S.
population.

The objectives of both the early HES and the NHANES have been
collection of data that can be obtained best or only by direct physical exam-
ination, clinicadl and laboratory tests, and related measurement procedures.
Prevalence data are collected for specifically defined diseases or conditions
of ill health and normative health-related measurement data are collected
that show distributions of the total population with respect to particular
parameters, such as blood pressure, visual acuity, and serum cholesterol
level.

The sample design for all the HES and NHANES cycles has been multi-
stage, highly clustered probability samples to provide representative nation-
al estimates. All of the samples are stratified by broad geographical regions
and by population density grouping.

At the present time, NHANES IIl is in the field. As with the earlier
surveys, NHANES 11l will involve interviews, physical examinations, and
biochemica and hematological tests of a representative sample of the U.S.
population.

Health Records Survey Program

Soon after the establishment of the National Hedlth Interview Survey
and the Hedth Examination Survey, it became obvious that information on
hospitalized illness and injury, out-of-hospital medically attended illness,
long-term ingtitutionalized conditions, and data on the use of providers of
services and facilities were either not available on a national basis or were
inadequate.

As a consequence, by 1960, when the National Headth Survey and the
National Office of Vital Statistics were combined to form the National Center
for Health Statistics, developmental work already had begun for surveys
based on records of health facilities and providers of health services.

The Hedth Records Survey (HRS) program, was conceived originally
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as one of the three major data collection program activities of the Nationa
Health Survey. The surveys under this program were designed to augment
the NHIS and NHANES by providing comprehensive statistics on the health
of the institutionalized population as well as on the use of all types of
health facilities and services.

As stated by NCHS at the time of development of the HRS program, an
important distinction between the Health Records Survey program and the
other programs of the National Health Survey was that the data are obtained
from the provider or facility providing service instead of from the recipient
of the service. The rationale for the reliance on the provider, as stated by
NCHS, was that providers can have the most accurate and detailed data on
diagnosis and treatment, and that providers are a cost-effective source for
identifying events such as hospitalization, surgery, and long-term institu-
tionalization, which are relatively rare events in the total population.

The origina concept of the HRS encompassed records from all types of
medical facilities and institutions, including those from such facilities as
hospitals, clinics, dispensaries, physicians and dentists offices, and nurs-
ing homes. In practice, however, the data are limited to that obtained in the
four current surveys. National Hospital Discharge Survey, Nationad Ambu-
latory Medicad Care Survey, National Nursing Home Survey, and the Na
tional Master Facility Inventory.

The major part of the data collected is based on existing records. Mechanisms
used to obtain the data include abstracts of medical records of institutions,
completion of patient encounter forms by physicians, compilation of data
from states and professional associations, and purchase of data from private
abstract services.

The four component surveys of the HRS, as they have evolved over the
years, have provided data for monitoring the supply, organization, and use
of hedth care in specified service setting categories. It is important to note
here that these surveys provide data on events or on the characteristics of
the provider in a given category. In the 1970s the term Heath Records
Survey Program was dropped; these surveys began to be referred to as
provider surveys and form the basis of the proposed National Health Care
Survey, the subject of this study. The four current records, or provider
surveys, are described briefly below.

National Master Facility Inventory. As a first order of business to
implement the records-based survey program, NCHS developed a current
unduplicated list of al facilities for inpatient care in the United States. The
National Master Facility Inventory (NMFI) is this list. The NMFI has
served as the universe or sampling frame for the health records surveys.
Conceptually it includes all types of facilities within scope of the HRS
program, with the flexibility to include other types of establishments or




134 APPENDIX C

health fecilities as the program expands. It aso serves as a source of statis-
tics on the number, type, and distribution of inpatient facilities in the Unit-
ed States.

The program of the NMF includes the development and maintenance
of a list of names and addresses of al facilities or establishments within its
scope and the collection of information that describes them with respect to
their size, type, and current status of business. The information not only
provides a basis for stratifying the NMFI into homogenous groups for the
purpose of sampling designs, but aso provides important national statistics
about the availability of such facilities nationwide.

The scope of the inventory in its initia stage of development included
all hospitals in the United States with 6 or more beds, as well as al resident
institutions, except for nursing or personal care homes with less than 3
beds.

Institutions included in the NMFI were establishments that were in
business to provide medical, nursing, personal, or custodia care to groups
of unrelated individuas who have no usua place of residence esewhere.
Such as:

(1) Establishments that provided nursing care to the aged, infirm, or
chronicaly ill. These included places commonly referred to as nursing
homes, homes for the .aged, rest homes, boarding homes for the
aged, and homes for the needy such as amshouses, county homes,
and poor farms. The primary factor that determined if an establish-
ment was in scope was its function of providing some kind of care
besides room and board.

(2) Residential schools or homes for the dedf.

(3) Residential schools or homes for the blind.

(4) Homes for unwed mothers.

(5) Orphan asylums and homes for dependent children.

(6) Homes for crippled children.

(7) Homes for incurables.

(8) Residential schools or detention homes for juvenile delinquents.

(9) Prisons, reformatories, and penitentiaries that are operated by the
federal or state governments.

The NMFI did not include specia dwelling places or group quarters
such as hotels, private residential clubs, fraternity or sorority houses, mon-
asteries, nurse's homes, flophouses, or labor camps.
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Dataitems collected in the NMFI included:
Ownership of the institution,
Type of services provided,
Number of beds,
Number and kinds of staff,
Patient census,
Annua number of discharges, and
Annua number of admissions.

The NMFI has been conducted periodically since 1963. The inventory
has been kept current by the periodic addition of names and addresses
obtained from state licensing and other agencies for al newly established
inpatient facilities. In addition, annua surveys of hospitals and periodic
surveys of nursing homes and other facilities are used to update name and
location, type of business, number of beds, and number of residents or
patients in the facilities and to identify those facilities that have gone out of
business.

In the1970s, al data were obtained through the state statistical agen-
cies participating in the Cooperative Hedth Statistics System (CHSS). Most
of these states, however, had data only on nursing and related care homes.
Some of the CHHS states collected data only for nursing homes; NCHS
surveyed the other related care homes directly for these states. Hence the
scope was limited to data on hospitals and nursing and related care homes,
After the dimination of CHHS, NCHS did not go back to collecting data
directly from hospitals. Hospital data are purchased from the American
Hospital Association and SMG Marketing Group, Inc. In the 1980s the
NMFI was once again centralized when the Inventory of Long Term Care
Providers was conducted in 1986 (information based on telephone conver-
sations with NCHS staff).

The scope of the 1991 NMFI, renamed the National Health Provider
Inventory (NHPI), has been expanded to include information about facilities
providing health care, including hospitals, skilled nursing and long-term
care units of hospitals, nursing and related care homes, facilities that pro-
vide some kind of persond care, board and care or domiciliary care (such as
residential care homes, group homes, homes for the aged, family care homes,
adult foster care homes, personal care homes, adult congregate living facil-
ities, residential community care facilities, domiciliary care homes), homes
for mentally retarded or developmentally disabled people, homes for the
mentally ill (such as halfway houses, residential centers for emotionally
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disturbed children, community residences, and supervised apartments, shel-
ters, and hostels), halfway or quarter-way houses for acohol or drug abus
ers, and hospices and home health agencies. Information will be obtained
on the certification status under Medicaid or Medicare of the nursing facili-
ty, if it is certified under Medicaid as an intermediate care facility for the
mentally retarded, and if it is a nursing home unit of a retirement center, as
well as the race, sex, and age of residents. The 1991 NHPI will be conduct-
ed centrally by the Bureau of the Census as the collecting agent for the
NCHS.

National Hospital Discharge Survey. The Nationa Hospita Discharge
Survey (NHDS) is a continuing nationwide sample survey of short-stay
hospitals in the United States. It has been the principal source of data since
1965 on inpatient use of hospitals by characteristics of patients, expected
payment source, length of stay, diagnoses, surgical and nonsurgical proce-
dures, and the patterns of use of care in hospitals of different bed size,
ownership type, and geographic region.

The scope of NHDS is limited to discharges from nonfederal hospitals
located in the 50 states and the District of Columbia. Only hospitals having
6 or more beds for patient use and an average length of stay for al patients
of less than 30 days or those whose speciaty is general (medical or surgi-
cal), maternity, or children's general are included in the sample.

The NHDS was initiated in fall 1964, the short-stay hospitals listed in
the NMFI as of 1964 serving as the sampling frame. The sample was
updated periodically with samples of hospitals that opened later. Within
each sample hospital, a systematic sample of discharges was selected. Starting
in 1985, in addition to manual selection of the sample and transcription of
data, NCHS purchased from commercial abstracting services discharge medical
abstracts and selected samples from these tapes.

Until 1987 a two-stage stratified sample design was used and the sam-
ple was selected from a frame of short-stay hospitals listed in the Nationa
Master Fecility Inventory. In 1988 when the phased implementation of the
National Health Care Survey began, the NHDS was redesigned to incorpo-
rate an integrated cluster sample design. A subsample of the NHIS PSUs
serves as the sampling frame for NHDS. The redesigned survey includes a
three-stage clustered stratified design-the primary sampling units (PSUs),
the hospitals within the PSUs, and discharges within hospitals. The rede-
signed sample contains 542 hospitals, approximately one-third of the sam-
ple hospitals providing data through commercial abstract services. In order
to ensure continuity of the survey, should a problem arise with the purchase
of these data and to provide narrative information for specia studies, the
design also includes a subsample of 128 hospitals that continue to submit
data through the traditional hard copy method of data collection with the
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will be modest, less than 6 percent for the NHDS (Shimizu and Cole, 1990).
The panel is not aware of similar research for the NAMCS but would be
surprised if the results were worse, given the apparent correlation between
physician and population geographic distributions. The panel seriously doubts
the possibility of producing local area estimates by conducting the survey in
a subsample of the NHIS PSUs, even with the planned multiyear aggrega
tion of data. As stated earlier in the chapter, given the current sample sizes,
the panel questions if NCHS will be able to produce reliable estimates for
states, let alone for specific PSUs.

NCHS obvioudy has given considerable thought to the concept of an
integrated National Health Care Survey and has presented arguments that its
plan implies integration. The panel supports the use of the NHIS PSUs as
an important first step in that direction. It should be emphasized, however,
that simply conducting the provider surveys in the NHIS PSUs does not by
itself result in a meaningfully integrated survey. There are a number of
approaches that, taken together, would achieve greater integration with the
NHIS than envisioned in the center's plan. Within the context of this
survey, the panel believes that a National Health Care Survey would be
considered integrated if it had the capability of obtaining relevant health
care data at the person, provider, visit, or episode level that can be inter-
linked directly at the individual rather than at the aggregate level. Thus for
example, behavioral and hedth status data for a sample person can be tied
to such things as the use of health care facilities, the care received, the
costs, and the outcome of hedlth care received for the illness episodes that
the person is experiencing.

Definition of Primary Sampling Units

The panel is skeptical about the assumption of increased anaytic utility
resulting from geographic linkage and by defining the PSUs in terms of
health service areas. NCHS defines health service areas as one or more
counties that are relatively sdf-contained with respect to the provision of
routine hospital care.  NCHS plans to be able to examine health care use in
a geographic area in relation to the availability of heath resources and the
hedlth status indicators from the NHIS. This would permit the computation
of ecological corrdations using the hedlth service area as the unit of analy-
sis. Recent research by Makuc and others on defining headth service areas
showed that, in a group of health service areas representing roughly 94
percent of the U.S. population, less than 25 percent of the hospita stays of
people residing in those areas occurred outside the service area (Makuc et
a., 1990). When examining patterns for ambulatory care, Kleinman and
Makuc found that nearly 20 percent of physician visits occur outside the
county of residence, with substantial variation according to metropolitan
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status, proximity to the metropolitan area, and population density (Klein-
man and Makuc, 1983). No paralldl research has been completed for nurs-
ing homes.

Makuc presents some examples of the kinds of analyses that could be
undertaken based on the first-stage area design. Each area can be character-
ized by census variables and variables from other sources, such asthe Area
Resource File.* Health care data can be produced for the same areas so that
such questions as the following could be answered: to what extent is one
subcomponent of care being substituted for another, e.g., ambulatory surgi-
ca centers as a subdtitute for inpatient hospital care, hospice and home care
for nursing home care? To what extent can variation in rates of utilization
of health care be explained by variation in supply of providers? Small area
variation in the use of health services might be used to monitor the effec-
tiveness of the medical outcome initiatives. There are severa issues that
need further research before the utility of thiskind of analysis can be deter-
mined. One exampleis the use of salf-representing and non-self-represent-
ing PSUSs? in the current National Health Interview Survey design.

Even if all the issues can be resolved, a major problem would still
remain: the use of ecological correations to draw inferences about rela-
tionships that refer to individuals. The PSUs defined in terms of health
service areas may contain too diverse a population to permit valid charac-
terization by some of the kinds of variables listed above. The internal
variation may simply be too large. However, individua-level analysis can
also be done by linking information about the individual health service area
to the individual’ s health information.

In an attempt to resolve some of the issues identified above, research
was undertaken by both the NCHS and the Bureau of the Census, as part of
the overall NHIS redesign research, to attempt to define health service areas
that would maximize the proportion of individuals recelving their health
care within the defined areas, as well as to measure the effects of using
these areas as PSUs on the precision of the survey estimates. The panel has
learned that, on the basis of the findings of this research, NCHS has made
the design decision to retain for the 1995 NHIS redesign the existing defini-

4The Area Resource File is a county-level health resources database containing over 7,000
health professions and related data elements for each county in the United States. The purpose
of the file is to summarize datistics from many disparate sources into a single file in order to
facilitate analysis and planning of the geographical distribution of health professionals and
health resources. The Area Resource File contains data on geographic descriptor codes and
classifications, heath professions, health characteristics and economic data, expenditures, and
environment. The data are drawn from major national surveys completed by numerous federal
agencies and professional associations.

5A self-representing primary sampling unit is one that is included in the sample with
certainty.
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tion of PSUs. There is also some concern that defining PSUs in terms of
headlth service areas increases the NHIS sampling errors, the design effects
being somewhat larger for the Hispanic population. Another factor influ-
encing the decision is the fact that the health service areas cross state boundaries,
thus making the NHIS redesign less appropriate for producing state statis-
tics. Anadytic judtifications for changing the PSU definition are lacking at
this time. This decision does not preclude consideration of redefining the
PSUs for the next NHIS redesign; in the interim, however, more research
needs to be undertaken before the next NHIS redesign to determine the
analytic gains, if any, and the cost consequences of redefining the NHIS
PSUs.

In summary, the concept of defining a geographic area in which most of
the providers serving a population are located and most of the population
recelving services from the providers in that area are also located is appeal-
ing. However, there are mgjor difficulties in defining a hedth service area
across a range of services and different types of providers. For example,
the service areas for treatment of rare or serious conditions may not coin-
cide with the service areas for primary care. Moreover, there appears to be
serious loss in efficiency in using these areas as PSUs in the sample design.
The panel has not seen any definitive evidence at this time of the feasibility
or analytic justification of redefining the PSUs in terms of health service
areas on a nationa level, particularly since the health service areas can be
used in analyses of NCHS surveys without using them to define PSUs. The
panel, however, supports the center's intention to continue the needed re-
search in this area

Recommendation 3-5: The pand endorses the NCHS decision
to use the primary sampling units from the National Health
Interview Survey for the National Health Care Survey, to re-
tain their existing definition at this time, and to continue the
needed research in this area.

Patient Follow-up Component

The center's plan for the National Hedth Care Survey includes devel-
opment of the capability to conduct routine and specialized patient follow-
up studies of the sample event (visit, discharge, or admission) to obtain
information beyond what is available in provider records. Data will be
collected from the patient or the patient’s family about the patient outcome,
including subsequent use of medica care and morbidity, changes in heath
status, and quaity of care. The development of the follow-up component
will build on the experience gained from the 1985 National Nursing Home
Survey Follow-up and the various follow-up studies of their population-based
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surveys. NCHS also anticipates linking these data with other data sources,
just as the National Nursing Home Survey is being linked to the National
Death Index to obtain mortality status information on former patients.

Discussed below are some of the potential values of the design involv-
ing follow-up of patients whose visits and discharges are sasmpled for the
provider surveys, some of the methodological, legal, and feasibility issues
that will need to be resolved before such studies can be undertaken; and the
limitations of such an event-based approach to obtain the kinds of health
care data needed.

There are anumber of potentia benefits of the planned follow-up com-
ponent to the National Health Care Survey:

» Data could be collected in the follow-up component to enable pa-
tients to be characterized in terms of their health status, demographic
characteristics, health behaviors, and other use of medical care.

Data could be collected from the patient or the patient’s family
over aperiod of time about the results of treatment for the sampled
event, including use of medical care and morbidity subsequent to
the sampled event, changesin health status, hospital readmissions,
and quality of care.

A patient follow-up study could be conducted to focus on specific
issues such as a financing mechanism; particular demographic or
other groups of interest; a particular disposition at discharge; a
diagnosis, condition, or procedure; or any emerging issue.

Follow-up interviews with patients open the possibility of collect-
ing meaningful data on gross expenditures from providers of the
medica care and from insurers who paid for the service, at least for
the specific sampled event.

Patterns of care could be described for at least a subset of health
care events, which could enhance the anaytic value of the data
about those services provided.

An important current concern in health policy research is the evaluation
of the effect of various patterns of treatment and medical care on patient
well-being. To address such issues, it is necessary to collect data directly
from patients about their health status, symptoms, and quality of life at one
or more points after they have received health care services and treatments.
Once a mechanism is in place for contacting patients who are sampled in
ambulatory or hospital settings; it would become possible to initiate special
studies of the results of those treatments and the medical outcomes associat-
ed with those sampled events.
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Unresolved |ssues

One of the problems inherent in the event-based follow-up design is the
need to get consent from patients for their health provider to release to
NCHS the name and address information needed in order to approach the
individual patients selected for follow-up. For patients whose visits were
sampled in an ambulatory setting, two alternative designs present them-
selves: (1) ambulatory care providers could be asked ex post facto to con-
tact the sample patients to gain permission for subsequent follow-up or to
allow for their patients to be contacted directly for follow-up and (2) inter-
viewers could interact with the patient directly in the physician’s office.
The latter approach is similar to the design used in the Medica Outcome
Study (Tarlov et a., 1989). In that project, an interviewer was continualy
present in the physician's office during the sampling period. The interview-
er can explain the study, obtain needed release permissions, obtain informa
tion needed for subsequent contact, and obtain data from patients. Al-
though this procedure would obviously require feasibility testing, and certainly
would constitute a major change in current survey procedures, the fact that
such a design has been used by others makes it worth serious consideration.
The feasibility, costs, and effectiveness of each of these procedures would
need to be investigated. A field study of the cost and effectiveness of these
approaches might aso be considered in conjunction with any study to test
feasibility of alternative procedures to obtain names and addresses of sam-
pled patients.

Similar types of issues must be addressed for a sample of discharged
patients who were in the hospitalization survey sample. Permission will be
needed also from the hospital administrator to release to NCHS information
about the hospitalized patient, either at the time of admission or after the
discharge. One approach that can be considered is to have sampled hospi-
tals routindy ask for a release from al patients upon admission during a
sample period. An alternative approach is a passive consent procedure
whereby hospitals would mail to the discharged patients notification that
their names (nothing about their conditions) would be transmitted to NCHS
unless patients request that they not be. Matching the patient records to
interview responses would occur only after patients had been informed and
had signed a consent form for the interviewer. Both approaches would
require considerable effort on the part of hospital employees. The feasibil-
ity and acceptability to hospitals and patients of alternative ways to gain
patient consent for follow-up need to be explored and tested. Moreover,
state laws vary widely on release of information on hospitalized patients.

In addition to the issues identified above, there are several other meth-
odological issues that need to be addressed to assess the feasibility of the
event-based follow-up design, such as the efficacy of alternative ways to
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deal with the problem of linkage between providers, visits, and persons; the
extent of attrition occurring during the process of contacting patients for
follow-up through the provider setting in which they were identified (i.e.,
hospital or ambulatory care provider); and the problem of constructing sam-
pling frames for providers other than those covered by existing surveysin
order to conduct the follow-up studies as planned by NCHS.

Research needs to be undertaken to evaluate the feasibility and effec-
tiveness of each of these issues and procedures, including an examination of
the literature to assess how effective these procedures have been when used
in previous studies.

Limitation of Event-based Follow-up Design

Although the panel supports the center’s desire to develop capability
for collecting data directly from patients through follow-up, akey issuein
the design suggested in the plan is the appropriateness of an event-based
sample for follow-up studies. A major limitation of the National Health
Care Survey as presently designed isthat all the provider surveys begin
with a sample of events and not persons. That meansthat the probability
of selection of any individual patient depends on the number and type of
gligible services that he or shereceives. Inthe ambulatory care component
of the survey, for instance, people are sampled proportionate to their use of
ambulatory services in physicians' offices. Although that may be a straightforward
way to sample events, it is not an efficient design for producing person-
based statistics. Many health conditions produce multiple visits to an am-
bulatory care setting; NCHS needs to determine the extent of the confound-
ing problem resulting from the use of an event-based survey. The conceptua
development of the issues involved in samples of events versus persons as a
unit of analysis has lagged; thereis a clear need to think about these issues
in a more concrete and systematic manner than is possible within the con-
straints of this study. Laumann and Knoke (1987), for example, devote an
extended theoretical discussion in their book The Organizational Sate to
the actor-event interface and the analytic and methodological problems en-
gendered by taking the focal analytic unit to be the actor or the event, and
the need to see that these analytic units are, in fact, intimately interrelated
in myriad ways. Their perspective is especially congenia to researchers
who have adopted network-related analytic techniques.

Analyses of costs and outcomes depend on identifying meaningful clin-
ical events. Some service events are meaningful units to sample. The best
examples are those surgical procedures that amost always occur in hospital
settings and that usually occur only once to an individual. For example,
sampling hospital discharge records is a meaningful way to sample people
who experience gal bladder surgery or appendectomy. Starting with such a
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sample, one could collect data about related services and interview patients
at a later date about the complications and benefits of surgery. All hospital-
izations, however, do not always produce meaningful data. For example,
hospital admissions for cancer could serve as a sampling frame to describe
the characteristics of those hospitaized for cancer and the services that they
utilize, their costs, and how they were fedling a some later point. Howev-
er, the same case of cancer could produce multiple admissions, and for
some analytic purposes the omission of those who had cancer but were not
hospitalized at the time (and hence were not represented in the statistics)
could constitute a serious problem.

In summary, the follow-up design described by NCHS potentialy adds
to the value of the data collected from the NHDS and the NAMCS for
studying certain conditions. NCHS has made a case for sampling clinicaly
meaningful events from provider-based samples. Treatments that usually
occur only once congtitute one class of hedth care that can be studied from
such samples. Health conditions that amost invariably lead an individual
to seek care from a provider, such as a broken hip, a broken leg, or a heart
attack, aso probably can be meaningfully sampled from event-based sample
frames. There are real practica problems, however, associated with obtain-
ing permission and contacting a high percentage of sampled patients. There
are multiplicity problems associated with sampling to be resolved, arising
from the fact that an individual’s chance of selection depends on the num-
ber of hedth care events the individual had for the condition (Sirken,1972a,
1972b; Nathan, 1976).

CONCLUSION

The panel supports the center’s primary objective for the National Health
Care Survey. The pand is concerned, however, that, as currently designed,
the survey appears to be limited mostly to modest modifications and cover-
age extensions of the existing provider-based surveys, with minimal, if any,
true integration of design and data. Yet the concept of a National Hedth
Care Survey is a broad and challenging concept. If the center’'s objective,
as dated in its plan, is to move in the direction of an integrated survey
design to provide comprehensive hedlth care data that are urgently needed,
especially on access, expenditures, disease episodes, and outcomes, then
such an objective should have a mgor impact on the design and content of
their surveys. NCHS cannot get that kind of satistical information from a
sample of events, which is its current approach.

Although NCHS provider surveys have considerable strengths in mea
suring the health services provided in traditional medical care settings and
in some alternative care settings in the near future, they reflect only part of
the care provided in the United States today. Each of the NCHS provider
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surveys on health care is oriented toward providing data on services re-
ceived for the sampled event in the respective facility. When taken togeth-
er, they do not represent a comprehensive approach to the collection of the
needed data on the nation’ s health care system.

NCHS has proposed strategies to address some of the gapsin the data
from its existing provider-based surveys. The panel supports these initia-
tives; however, the panel believes that the center’s vision for a National
Health Care Survey falls short of a plan for meeting anticipated health care
information needs today and into the next century, even with the sugges-
tions contained in this chapter for changes and improvements. The panel
strongly urges the center to become more comprehensivein its approach to
meeting the data needs identified in this report. A strategy that is flexible
enough to adapt to changes and new fast-breaking directions requires a
more integrated and a more visionary course of action than currently planned
by NCHS. The next chapter provides the panel’s recommendations for a
design framework that would lead to a more integrated National Health
Care Data System that will provide the basis for such aflexible, long-term
data collection and implementation strategy.




