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Foreword

This volume contains keynote and plenary presentations, as well as luncheon and dinner addresses, given
during the conference, “ Primary Care Research: An Agenda for the 90s,” which was held March 28-30, 1990,
in Colorado Springs, Colorado.

The conference was originally conceived in early 1989 as a means to communicate the funding opportunities
currently available to the primary care research community at the National Center for Health Services Re-
search and Health Care Technology Assessment (NCHSR). It quickly grew to include the participation of
several other Federal agencies and a private foundation.

These proceedings are proffered not as a definitive summation of the accomplishments of primary care re-
search, but rather as a representation of the broad scope and variety of primary care research. We hope that this
compilation will provide stimulation for increased research in primary care that will further the delivery of

appropriate and effective health care.

J. Jarrett Clinton, M.D.

Assistant Surgeon Genera

Acting Administrator

Agency for Health Care Policy and Research
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Preface

When the idea for a primary care research conference first took shape, it was conceived within the National
Center for Hedlth Services Research and Hedth Care Technology Assessment (NCHSR). Three months be-
fore the conference, Congress passed a mgor piece of legidation that changed both the administration and
organization of NCHSR, with enormous implications for primary care research. Section 6103 of the Omnibus
Budget Reconciliation Act of 1989 dissolved NCHSR and replaced it with the Agency for Health Care Policy
and Research (AHCPR), with expanded authorities and budget. This agency was born from the simultaneous
pressures for guideline development and more practice-rlevant research, including the medical treatment
effectiveness program. Most importantly, for the first time, a Federa agency was authorized to conduct and
support research, demonstration projects, evauations, training, guideline development, and the dissemina
tion of information on hedth care services with respect to clinica practice, including primary care and prac-
tice-oriented research.

This legidation afforded an opportunity to expand the scope and authority of the conference; a the same
time, the conference provided an idea forum in which to develop a primary care research agenda for the new
agency. Thus, it was with renewed enthusiasm and an increased mandate for primary care research that
AHCPR-dong with its cosponsors-continued with plans for this first primary care research conference. A
paper was commissioned for each of the topic areas, and authors were asked to provide a summation of the
field, with emphasis on future directions needed for research. Presentations by current funded investigators
involved in primary care research rounded out the program.

Near the close of the conference, ten working groups were formed to assist in the development of a primary
care research agenda for AHCPR. On the find morning of the conference, the comments and recommenda-
tions developed by the working groups were presented to €licit comments from the entire group. The results of
this exercise, including the revised agenda, will soon be available from AHCPR as a separate publication.

In deciding to convene a primary care research conference, AHCPR had severa objectives. The conference
was designed to (1) foster increased communication, cooperation, and collaboration among the disciplines
that comprise primary care: (2) obtain input from the field for the formulation of an updated primary care re-
search agenda; (3) enhance dissemination of information about the funding opportunities available from Fed-
eral agencies that sponsor primary care research; and (4) stimulate the field to submit additional high-quality
research proposals for primary care studies.

The success of this conference in meeting these goals has led to plans for a second primary care research
conference that will be held in January 199 1. Within the pages of these proceedings are the topica papers and
keynote addresses that comprised the 1990 conference. While this volume is not intended to be an exhaustive
review of primary care research, it does present state-of-the-art information and identify some provocative
topics for future primary care studies.

Norman Weissman, Ph.D.
Director, Center for General Health
Services Extramural Research
Agency for Hedth Care Policy
and Research
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Introduction

Toward a New Agenda in Primary Care Research

Jennifer Mayfield, M.D., M.P.H.
Conference Chair

Background

This discussion will focus on the history of primary
care and primary care research and delve into some of
the constraints that have hindered the growth and devel-
opment of the discipline and its research. It will aso
explore some of the new opportunities for programs and
funding that are emerging, especially from Federal
SOUrces.

To begin with, it must be remembered that primary
careis avery young field, less than 20 years old, with
few established research programs or experienced men-
tors. Primary care researchers have not had an identifi-
able funding source for their investigations and often
have felt that their values and goals are misunderstood
by the basic-science orientation at the Nationa Insti-
tutes of Health (NIH). The field's struggle to develop a
credible research effort has been hampered by inade-
quate financia resources, the absence of established re-
searchers, and the lack of sophistication in grantsman-
ship, al of which are available to other disciplines.

Definitions

However daunting such resource constraints may
seem, of greater consequence is the definitiona and per-
. ceptua dilemmas inherent in a field dedicated to gener-
- dism and integrating others' work. To start with, hardly
anyone agrees on a definition of primary care. Further-
more, No one agrees as to who delivers primary care,
especidly primary care practitioners. The field is an

amalgamation of different disciplines that prefer labels”
general
pediatrician,” and “nurse practitioner.” Some include._ -

such as “family physician,” “genera internist,

the disciplines of gynecology and emergency medi-
cine. All appear to have evolved from drikingly differ-
Dr. Mayfield is a Project Officer within. the Division of Primary

Care, Center for General Health Services Extramural Research,
Agency for Hedth Care Policy and Research.

ent disciplines to a practice that is aimost indistinguish-
able in approach and values.
If the practice of primary care is difficult to define, pri-

mary care research is even harder to describe. The re- ,

search, which overlaps and integrates many disciplines,
is often perceived as having no agenda or methodology
of its own. Every time a piece of work can be categor-
ized differently, such as “prevention” or “rural re-
search,” it is relabeled as such, leaving primary care
with the remnants of the undefinable. Thus, it is not sur-
prising to hear many charge that “primary care research -,
has no agenda of its own.” It could also be argued that
primary care research has a meta-agenda-that is, an
agenda of agendas.

In a smilar fashion to practitioners, researchers have
conducted their work and published in isolation. This
behavior, necessary to develop a cultura identity and
support specidty journals, has also hampered the de-
velopment of the field. This problem was noted in the
early 1980s when the Rockefeller Foundation published
the collected abstracts from several primary care organi-
zations. As Mack Lipkin! explains in the introduction to
the 1982 volume,

We began the first of these annual volumes, Primary
Care Research in 1980, after discovering that workers
in primary care were often unaware of each other’s
work and”organizations. (p. viii)

Unfortunately, those collections were published for
only 3 years, and the problem of isolation continues.

This segregation occurs not only between different
types of practitioners, such as physicians ignoring the
research done by nurses, but also between practitioners
and the methodologists aggregated under the rubric
“hedlth services research.” Much of the primary care
research conducted by health services researchers is ig-
nored in the reading and education of the primary care
practitioner and clinician-researcher.



A common misperception by the primary care clini-
cian-researcher is that health services research has noth-
ing in common with his or her research interests. While
hedlth services research is not the same as primary care
research, the two have much in common. Both are rela
tively new fields of endeavor that attempt to integrate
and implement the knowledge from a number of disci-
plines. Hedlth services research often functions as the
“basic science’ discipline for primary care research.
For example, hedth services researchers have devel-
oped a number of important tools for primary care re-
search, including severity of illness and functiona sta
tus measures, survey instruments, decision analysis and
medical record systems, measures of patient satisfac-
tion, and population measures of health.

Health Services Research and Primary Care
Research

The association of primary care research with hedth
services research has not been an easy or natura pro-
cess. Perhaps the only group of primary care research-
ers who felt comfortable within the old National Center
for Health Services Research and Hedlth Care Technol-
ogy Assessment (NCHSR) in the late 1970s and early
1980s were the genera internists who were attracted to
the decision-anaysis field. ”

In 1983, a family physician sent a Dr. Edward Brandt,
Assistant Secretary for Health, requesting greater sup-
port of primary care research. That letter stimulated
the formation of a working group of primary care re-
searchers in family medicine, interna medicine, and
pediatrics and hedlth services researchers to develop a
research agenda for NCHSR under the chairmanship of
Bob Haggerty, M.D.

NCHSR published the program note, “Health Services
Research on Primary Care,”? in October 1985 to an-
nounce its interest. And, during the late 1980s, severa
ingtitutes at NIH shifted their funding emphasis to in-
clude research in primary care settings, particularly with
regard to cardiovascular disease, cancer prevention, and
menta hedlth in the primary care setting. However, few
proposals were submitted to NCHSR, NIMH, or NIH,
and many of those lacked the necessary sophistication to
be funded. Thus, the primary care research field contin-
ued to fed that they had inadequate support for their
research.

This volume contains the proceedings of a conference
that was conceived, initidly by AHCPR, to address the
misperception that the Federa funding system was not
supporting primary care research and to encourage the

submission of quality proposas. The agency enlisted
the collaboration of a number of Federa organizaions
that currently are supporting primary care research, in-
cluding the National Ingtitute of Mental Health (NIMH),
the National Ingtitute of Alcohol Abuse and Alcoholism
(NIAAA), the National Cancer Ingtitute (NCI), the Na
tiond Ingtitute of Child Hedth and Human Develop-
ment (NICHHD), and the Health Resources and Service
Adminigtration (HRSA). All of these organizations and
agencies were interested in publicizing the excellent
work that is currently being supported and to encourage
both the quantity and quality of proposals that are sub-
mitted by primary care researchers.

In organizing the conference, a working definition of
primary care was agreed on, based upon a report issued
in 1978 by the Institute of Medicine (IOM),?> which cited
“first contact, comprehensive, coordination, and conti-
nuity” as the important features of primary care. The
sponsors agreed that the focus of the conference would
be research on the kind of care generaly provided by,
but not limited to, family physicians, genera internists,
genera pediatricians, and nurse practitioners. The con-
ference organizers fet it was important to address the
differences in backgrounds and interests of the magjor
primary care disciplines and how they perceive ther re-
search.

Conclusion

By any standard or measure, the conference would
have to be deemed a great success. Its agenda included
notable experts in pediatrics, generd internal medicine,
family practice, and hedth services research, as well as
legidative experts, organizational representatives, and
Federal spokespersons. Nearly 300 attendees benefited
from the diverse experiences and perspectives on pri-
mary care research of these policymakers, researchers,
and practitioners.

This conference and its proceedings are proferred not
as a definitive summation of the accomplishments of
primary care research but rather as a representation of
the broad scope and variety of primary care research. It
is hoped that the insights and views of these outstanding
presenters will be informative, provocative, and ener-
gizing to al who read these proceedings and that this
compilation will represent a step forward in the legiti-
mate reclamation of an agenda for primary care. Most
importantly, AHCPR is publishing these proceedings in
the hope that they will provide stimulation for increased
scholarly efforts in primary care research that will fur-
ther the delivery of appropriate and effective hedth care
for all.
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Keynote Address

Primary Care Research: Where Have We Been? Where Are We Going?

E. Harvey Edtes, Jr., M.D.

Introduction

This conference and these proceedings have three
stated purposes. to review the accomplishments of pri-
mary care research, focus on the challenges and oppor-
tunities facing primary care research, and advise the
U.S. Public Hedlth Service and the new Agency for
Hedth Care Policy and Research (AHCPR). All those
who attended the conference, and those whose papers
appear in these proceedings, have an opportunity to lead
and to mold the future of the primary care disciplines.
There is now a new Federa agency, created with a pur-
pose that can only be viewed as a dream come true for
primary care research.

The following statement is from Section 6103 of the
Omnibus Budget Reconciliation Act of 1989, as it re-
lates to AHCPR.

The purpose of the agency is to enhance the qudity, ap-
propriateness, and effectiveness of hedlth care ser-
vices, and access to such services, through the estab-
lishment of a broad base of scientific research and
through the promotion of improvements in clinical
practice and In the organization, financing, and deliv-
ery of hedth care services.

Section 6103 continues with alist of some general au-
thorities and duties. These include research on:

1. the effectiveness, efficiency, and quality of health
care services

2. the outcomes of hedth care services and procedures

3. clinical practice, including primary care and prac-
tice-oriented research

4. hedlth care technologies, facilities, and equipment
5. hedth care costs, productivity, and market forces

Dr. Eges is Professor in the Department of Family and Community
Medicine a Duke University.

6. hedth promotion and disease prevention
7. hedth statistics and epidemiology
8. medica liahbility.

All of those associated with primary care will no doulbt
agree that these topical areas have direct relevance to
daily tasks in patient care. Likewise, the field has a great
opportunity to shape the manner in which this new au-
thority will be used.

Primary Care: What Is It?

The researchers, practitioners, and alied professionals
who attended this conference know what primary care
IS, but there are many who do not. A brief definition of
primary care and primary care research is, therefore, in
order.

Dr. John Millis is often credited with the first use of the
term “primary care.”? In the “Millis Report” of 1966, he
spoke of a new type of physician-the primary phys-
cian-who was to be a person highly quadified in compre-
hensive care-that is, a functiona speciaist instead of a
subject-matter specialist or a technique specialist.

In 1978, acommittee of the Institute of Medicine
(IOM) spent many months trying to define primary
care.> In their report, the committee concluded that it
was not a discipline or a type of training and that it could
only be defined by the style and array of services offered
by a practice. This array of services could be described
by such terms as comprehensive, available, responsible,
and so on. The descriptors implied a concern for the
population being served and a willingness to meet its
members hafway in providing the needed services.
Prevention was emphasized; aso, physica and tempo-
ral accessibility and cost and convenience of services
were highlighted. It was agreed that primary care could
be directed at a given age or other group-children, old
people, women, and so forth-but the acid test was



whether the whole spectrum of services was provided to
that target population.

Primary Care: Who Does It?

The IOM report recognized that one trained as a pri-
mary care physician could practice in an emergency
room and not practice primary care. It also recognized
that the practice of good primary care requires specific
knowledge and skills and cannot be learned from a se-
ries of experiences in a variety of specialties.

To summarize, primary care was defined as a practice
that recognizes the dignity and personhood of the pa
tient and assumes the responsibility of combining this
with good preventive, diagnostic, and therapeutic skills.
Primary care can be provided by a physician with any
background, but usualy it is provided by those trained
in genera internad medicine, general pediatrics, or fami-
ly practice.

Representatives from al of these disciplines, plus oth-
ers, attended this primary care research conference. Ten
years ago there were acrimonious debates about the
“turf’” of primary care, in which those from each disci-
pline claimed to be the only “true purveyors’ of primary
care. This, for the most part, has been replaced by an
ecumenical movement. There appears to be a growing
feeling that the primary care disciplines have a great
deal in common, and that there is much more to be
gained from working together than engaging in turf
battles.

There are now regular meetings between the leaders in
these three major disciplines. There are long-range stra-
tegic discussions among the leaders, and there are even
occasiona voices speaking for common training pro-
grams for resdents in the three disciplines. The new
legidation and the new agency, AHCPR, can have a pro-
found effect on this movement.

At this time, there is no clear consensus on the issue of
a single joint training program. Discussions on this top-
ic can quickly generate frictional hesat, but there does
appear to be a genuine consensus regarding the value of
cooperation in research.

There is nothing that generates cooperation as quickly
as common adversity, and this has been the fate of the
research communities in al three disciplines over the
past two decades. All have felt embattled and misunder-
stood among the research communities within their own
ingtitutions, receiving less than their share of dollars,
space, and recognition compared with those engaged in
more basic research activities. All have looked with
envy on the organ system- and disease-specific research

enterprise sponsored by the Nationa Ingtitutes of Health
(NIH), in which established investigators receive stable
support-often over decades-and, in turn, are able to pro-
vide support for junior investigators while serving as
role models for future generations of investigators.

Primary Care Research: What Are Its Charac-
teristics?

But, it is more than adversity that binds together inves-
tigators in the primary care fields. Other, and equaly
powerful, forces are a work. The most fundamenta of
these is the nature of primary care research: it is very
different from other research within the medica center.

The mgjor differenceisthat primary care research
deals with the individua as the principa focus, rather
than an organ system or an abnormal physiology. This
focus has inherent problems. Individuas have their own
priorities and desires, which may confound the design of
the research. Individuas have the same life span as the
investigator, and results are often seen over years or de-
cades, much too dow to alow quick results and many
published papers (often, these are criteria in tenure deci-
sions involving the investigator).

Primary care research is generally based on principles
and techniques of epidemiology as a basic science. The
experts and role models for this discipline are often
found in the school of public hedth, not in the school of
medicine. While this distinction is less important than in
the past, it till adds to the isolation of those engaged in
primary care research within a medical school.

There are several other characteristics of primary care.
There is a large preventive emphasis; natural history of
illnesses and outcomes of treatment plans are other
themes. These features make primary care research a
natura “fit” within the new agency. Indeed, a strong
case could be made that the primary care physician is the
only professional who can truly and objectively assess
the outcomes of therapy, including the therapies carried
out by organ-specific or disease-specific specialists.

An dternative to the very cumbersome, sow, and ex-
pensive controlled clinical trids is a network of primary
care physicians, systematically judging outcomes in the
course of normal care of their patients. One such net-
work could carry out several evaluations simultaneous-
ly. Several primary care networks are aready in place
and appear to be effective, but they need more support.

Still another key emphasis of primary care research is
the relationship between doctor and patient. This is a
powerful relationship. It can confound a research study,
requiring that double-blinding be a feature of the design.
The relationship also can be a powerful tool, activating



the patient to engage in preventive programs. The doc-
tor-patient relationship is, within itsalf, a highly relevant
subject for research that deserves a great dea of empha-
§s, since most treatment requires patient involvement
and cooperation in order to achieve lifestyle change.

Increasingly, it is being recognized that no physician
can provide a complete spectrum of primary care for a
population of patients. A team is required. Traditional-
ly, this has been a primary care doctor, the doctor’s nurse
and/or office assstant, and the doctor’s secretary. Now,
more complex organizational structures are being used.

In cities, there are multispecidty clinics, hedth main-
tenance organizations, and satellite clinics. In rural
areas, there are networks supporting midlevel practitio-
ners, with telephone consultations and circuit-riding
physicians. The management of these complex systems
Is a growing area for fruitful primary care research. For
example, what methods can be used to ensure that a dif-
fuse organizational team is providing the complex set of
services needed by the people to be served?

Health Care in the United States: What Are Its
Strengths and Weaknesses?

Primary care exists for a purpose-to meet the hedth
and sickness needs of a population. True primary care
recognizes the fact that it exists to serve that population.
The IOM definition’'was emphatic in stating that the
primary care practice must meet the patient and poten-
tia patient halfway by (1) anticipating the hours and lo-
cation most convenient for those served, (2) providing
services without undue delay, (3) eliminating barriers to
access, and (4) in many other ways. The responsibility
for continuity was also emphasized by the IOM commit-
tee, including responsbility for effective preventive
Services.

It seems logical, then, that AHCPR shares this same
type of respongibility at a higher organizationa level. It
has the charge of ensuring that primary care is available
to everyone, and that, when obtained, it is as effective as
possible. The enabling legidation is quite specific in
calling for research regarding the extension of these ser-
vices to those now poorly served-persons living in rura
aress, low income groups, minorities, and the elderly.
At the societd level, the new agency has the same re-
sponsibility for the total population as the primary care
physician has for his or her patient population.

With this respongbility in mind, an examination of the
Nation’s overall health care system, in terms of its
srengths and weaknesses, is in order. These strengths

and weaknesses must be addressed if AHCPR isto
achieve its objectives.

There can be no question as to the extraordinary suc-
cesses that have been achieved in understanding basic
physiology and the pathophysiology of disease and in
applying these principles to patients. NIH and its extra-
mural programs are the acme of research and technolog-
ic advancement.

At the same time, it has not as yet been possible to
trandate this knowledge into sensible programs of inter-
vention that would be available to the entire population.
Basic prevention and basic trestment are not available to
those underserved groups previoudy cited. Perinatal
mortality, perhaps the best single index of the adequacy
of the primary care system, is lagging behind that in oth-
er nations and is rising in many areas of the Nation.

Uve Reinhart, the Princeton-based health economigt,
has pointed out that America is a kind and generous na-
tion, but it has chosen $100,000 liver transplants as the
evidence of this generosity, applied-of course-to only
one patient in a million (personal communication).
Reinhart has noted that other nations have chosen less
expensive evidence, and that they can afford to apply
this choice to many more who are in need. Reinhart goes
on to suggest that the United States adopt a two-tiered
system of care, admitting that the country cannot afford
the expengve items, but strengthening support for the
less expensive, more widely needed services for those
unable to pay for their own care.

Surely everyone recognizes the innate wisdom of
Reinhart’s advice. Politically, the Nation may not be
ready for a two-tiered system, but it should be obvious
that provision of good primary care services would be a
far more effective and humane way to spend the public
funds that are available.

How Can Primary Care Research Help?

One of the objectives of this conference and these pro-
ceedings is to inform the field about the new agency and
to provide AHCPR with assistance in setting its research
policy for the future. It is heartening to realize that this
agency combines many authorities, al of which are nec-
essary to develop an effective system for hedth care.
Participants at this conference should think, not about
how they can get funding for individual research proj-
ects, but instead, about how they can assst the new
agency in meeting the enormous challenge that has been
placed before it.

Likewise, it is important to think, not of family medi-
cine or pediatrics or internal medicine, but rather of
primary care and its improved availability and quality.



Primary care research can find answers for most of the
problems facing the country’s hedth care system. The
need for primary care is enormous, and good primary
care research is essential to make this more evident and
to make health care as effective as possble.

Primary care research can help by guiding research in
other fields of endeavor. A research enterprise without
primary care research is analogous to exploring the stars
without a congtellation map and a scanning telescope or
examining a tissue specimen with an eectron micro-
scope without first examining it with a low power light
microscope. Primary care research should direct efforts
to the most important objectives. Research as a pure,
undirected search for truth is laudable, but most would
agree that the bulk of the Nation's limited hedth care
research resources must be directed a solving the most
pressing problems.

The exact nature of the research was the pivota topic
of the conference. The following research topics appear
to be among the most needed in solving the hedlth care
problems that face the country:

1. promotion of an understanding of illness

2. promotion of an understanding of the natural histo-
ry of common diseases

3. promotion of prevention in the primary care setting

4. dudy of the effects of the provider-patient interac-
tion

5. trandation of new biomedical advances into practi-
cal patient care programs

6. recognition of the role of family, support groups,
workplace, and community in health, disease, and
treatment

7. promotion of improved clinica decisonmaking

8. enlistment of the patient as an active partner in the
hedlth care plan

9. restoration of balance in the country’s system of
hedlth care.

The fate of the new agency and primary care are close-
ly linked together. If primary care research can assist
AHCPR in effectively addressing the problems of un-
met health care needs in an era of restrained funding, its
hand will be strengthened and improved health care in
the future will be virtualy assured.
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FEATURE ARTICLE

The Legislative Perspective on Primary Care Research

Peter P, Budetti, M.D., JD.

Introduction

Everyone who attended this conference is an expert in
primary care research in one sense or another. Why,
then, is it necessary to have this particular presentation?
The sad truth is that public entities, including most legis-
lators and their staff, have virtually no perspective on
primary care research.

What the public and its officials do have, on the other
hand, is something of a perspective on primary care it-
sdf. And afew of the legidators and staffers who were
responsible for the new Agency for Hedlth Care Policy
and Research (AHCPR) actually had a sense of what
kinds of research projects the field of primary care ought
to be involved in, as well as the kinds of studies that are
needed about the field of primary care itself.

These two factors-a sense of what legidators and staff
think about and expect of primary care and a sense of the
kinds of research that might be generated by such a per-
spective-will be the focus of this discussion. The pur-
pose here is to describe the political context that sur-
rounds efforts to fund and conduct primary care
research, with the hope that an understanding of the po-
litical context will assist efforts to produce the kind of
research that will be valued by policymakers and, fur-
ther, that will help to assure future funding for the field.

To appreciate where primary care research fits into the
operations of AHCPR, it is important to understand the
origins and structure of the recent legidation and also to
see the degree to which primary care was specifically
considered in that process and framework. According-
ly, this discussion will begin with a description of what
this legidation is al about. Next will be a review of how
the drafters of the legidation thought that primary care
might appropriately relate to the mgjor provisions of the
law. The conclusion will include some genera thoughts
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on the political perspective of primary care research and
what that might mean for researchers in the near future.

The Legislation and Primary Care

This legidation was the product of two separate politi-
cal waves that, happily, came together in a productive
way. One was the growing interest in taking a serious
look a the effectiveness, appropriateness, and outcomes
of medica care. The other was the dedication of many
hedlth services researchers to pushing the Federd Gov-
ernment to expand its support for the field.

The first movement, to evaluate medica care, was
largely generated by the well-known efforts of Jack
Wennberg and Bob Brook that were aimed at improving
the quality of care and the equaly well-known efforts of
the Office of Management and Budget (OMB) amed at
reducing federa spending. This interest in evaluating
medical care for two different purposes created a tension
between quality-driven and budget-driven solutions.

The fundamenta difference between these two ap-
proaches trandated into two pragmatic politica issues.
One was whether the work should be done by or through
the Hedlth Care Financing Administration (HCFA) or
through the Public Hedth Service (PHS). The second
was how the relevant Congressional committees would
deal with the jurisdictional conflicts, since one set of
House and Senate committees has principal jurisdiction
over hedth affairs and the PHS, while two House com-
mittees and one Senate committee have jurisdiction
over the Socid Security Act and HCFA.

The second movement, to expand Federal support for
hedth services research, was generated by people who
were frustrated with hearing that hedlth services re-
search hadn’'t done enough to solve the big hedlth care
issues of access, costs, and quality. The frustration, of
course, was that the critics were demanding monumen-
ta results from arelatively tiny program. AHCPR’s pre-
decessor, the National Center for Health Services Re-



search and Health Care Technology Assessment
(NCHSR), just couldn’t have been expected to solve dl
of the Nation’s hedth care problems with barely $18
million in direct appropriations. Even counting funding
from al public.sources, the total for hedth services re-
search was only about one-ten-thousandth of the $500
billion being spent on health care in this country.

The fact that both these waves were cresting simulta-
neoudy meant that it was possible for the drafters of the
legidation to take a comprehensive approach. There de-
veloped a consensus on both sides of the aide that it was
a conflict of interest for HCFA to be funding research
and developing guiddines for improving the quality of
care, since it was also involved in paying bills and
watching its budget, There was also consensus that it
was unfair to ask NCHSR, as it had existed, to undertake
the task of running a major new initiative that would be
constantly scrutinized by HCFA, OMB, and the entire
medica community. Since there was aso a consensus
that the overall health services research effort needed far
greater support, it became possible to create a structure
that could build on NCHSR’s accomplishments and rea-
sonably take on both new tasks as well.

Here's the vision represented by the new legidation:
within the PHS there was to be a broad base of hedth
services research, conducted as well as supported by
AHCPR. Much of that research would deal with health
Services issues such as organization and financing, with
no direct relevance for the outcomes of care. At the
same time, there would be alarge body of research
amed precisdy at a better understanding of the effec-
tiveness of medical care.

The research on medical care would be available for
use in developing medical practice guiddlines, stand-
ards, performance measures, and review criteria. But
these activities should be done in a particular way that
balances public interest and private expertise. On the
one hand, it was determined that guidelines should not
smply be developed by the concerned specidty soci-
eties. On the other hand, guidelines should not be devel-
oped by the government as such.

To drike a balance between these two opposite ap-
proaches, there should be a governmental entity charged
with stimulating, supporting, and overseeing the devel-
opment, dissemination, and updating of guidelines by
the private sector. That entity is the Forum for Quality
and Effectiveness in Health Care, a component of
AHCPR (but one that has been given a degree of insula-
tion from the rest of the Agency’s activities). The notion

is a public-private joint enterprise with public support
and scrutiny and private participation.

The development of the guiddines is dways to be
based on the best available information. That informa
tion is part of AHCPR’s overd| responshility for gener-
ating new information through research. So there is to
be feedback between the Forum and the Agency, based
on research on the use and effects of the guidelines
themsalves, as well as research on medica care out-
COMes.

What dl of this means is that AHCPR has different but
interrelated tasks. All the components of the Agency
must be able to carry out their own functions while a the
same time relating continuoudy to the other compo-
nents. Thisis a difficult task, but at least there was an
underlying legidative vision.

Impact of the Legislation on Primary Care
Research

Primary careis an identified priority for research,
demondgtration projects, evauations, training, guideline
development, and the dissemination of information. It is
reemphasized in the legidation as a priority with respect
to the recommendations to be made by the National Ad-
visory Council for Heslth Care Policy, Research, and
Evauation. This was conscious and deliberate; it was
intended to short-circuit conventiona thinking that
might well focus on high-tech medical care and instead
shift the focus to emphasize the need to address primary
care. The report by the Committee on Energy and Com-
merce! States:

The committee has identified certain high-priority
areas for the Agency. These include medical liability
and clinical practice, specificaly primary care and
practice-based research. .

Research on primary care, particularly research
based in clinical practice, is another area of hedlth care
that has not received adequate attention. Fostering
practice-based research requires a series of activities.
Individuals already engaged in, or just entering, active
clinical work must be adequately trained in research
methodologies. Collaborative networks must be es-
tablished to have a representative base for research.
Research agendas should be developed. All of these
activities are necessary for the Agency to have an ap-
proprh ae program in primary care and office-based re-
search.

The specid needs of primary care also were taken into
consderation with respect to outcomes research. The
legidation establishes four criteria to be used in setting
priorities for the diseases, disorders, and other hedth



conditions for which research and evauations are to be
conducted. Those four criteria ded with the number of
individuas that could benefit, the amount of clinica
variation found, the level of expenditures, and the avalil-
ability of data. Thinking through the criteria, it is clear
that primary care is likely to meet the first three very
often. Because of concern that the fourth criterion might
disadvantage primary care, the committee said:

While these factors are aways to be considered, it is
not the committee’s intent that all four factors neces-
sarily be fully satisfied before an area is identified as
appropriate for research. For example, research on the
outcomes of primary care might well be considered a
high priority, even though the data necessary for such
evaluations are not readily available or readily devel-
oped, if the other three factors weigh heavily.

These comments were meant to emphasize the impor-
tance of research on the outcomes of primary care.

There was dso specific condderation given to the need
for removing barriers to new researchers entering the
field. Such new and future researchers would include
“those from ingtitutions with future promise but limited
track record, as well as those from clinical-practice situ-
ations rather than research-based ingtitutions.” These
comments also took into account the specia circum-
stances that characterize primary care research.

Topics that are of specific concern to primary care re-
searchers were aso discussed by the committee. For
example, the committee said:

The committee also expects the Agency's activities
to include research on methods of improving commu-
nications between physicians and patients and of en-
couraging patient compliance with treatment and pre-
vention regimens.

Finaly, in addition to the comments quoted above, the
committee highlighted the importance of protecting the
interests of primary care in the establishment of the Ad-
visory Council. The committee stated:

_ The council is to consist of both Federal and private
individuals. The maority are to be distinguished re-
searchers in related fields of health policy and practice.
These researchers can and should include physicians,
particularly physicians involved in primary Care and
clinical practice research.

What does al of this mean? First, it must be said that
athough most of those in the legidative bodies of the
Congress don't identify primary care research as an is-
sue, the intent of the individuals most intimately in-
volved in drafting and passing this legidation was very
clear. Primary care is to be a full partner in the future
activities of the Agency. This is true not only for re-
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search, training, and dissemination, but also for the de-
velopment of medica practice guidelines, standards,
performance measures, and review criteria. To empha
Sze this intent, primary care was specifically mentioned
in severa places in the legidation where this intention
might otherwise be misconstrued.

Primary Care Versus Primary Care Research

What follows are highly persona views about what the
public and its representatives think of and expect from
primary care. These views make no pretense of being
documented by health services or any other research—
and that's just the point. These are no more nor less than
the attitudes that probably will determine the reaction of
public policymakers to proposals for primary care re-
search. Therefore, it would be reasonable to say that
these are the attitudes that will make or break public sup-
port for primary care research.

First, primary care itsef evokes generally postive
fedings. It's something down to earth and good, some-
thing basic that people think they understand. It is not
readily associated with high technologies or hospitals.
This is quite unlike the more complex responses evoked
by phrases like “subspecidists,” “MRI scan,” “DRGs,”
and “physician payment reform.”

Second, primary care is not considered a pressing
hedth policy issue. Skyrocketing medica care costs, 37
million uninsured, the annua proposals for Medicare
and Medicaid budget cuts, hospitals complaining that
Medicare is putting them out of business, AIDS, bio-
medica research, nursing home conditions, long term
care-these are recognized as issues. Not primary care;
no background noise, no problem.

Third, primary care is thought to be “cheap,” asin in-
expensive. No one expects to see “routine office vidt to
pediatrician” on the list of overpriced services. People
who care about how much money physicians make are
concerned about gastroenterologists and other subspe-
ciaigts, not internists- and they don’t always appreciate
the lack of distinction between those two. There is the
vague expectation that an increased role for primary
care might somehow save money-modified somewhat
by the caution that it might be all too easy to buy far too
much primary care.

Fourth, primary care is viewed as the dependable part
of medicine. This is related to the view that primary care
is “low-tech” in character. People who recognize that
there are serious concerns about medical care have
grown accustomed to hearing questions raised with re-
Spect to new advanced technologies. They are not com-



for-table with the idea that routine office care needs care-
ful scrutiny.

Findly, athough people generdly think postively
about primary care, it is not what they want when they
are really sick. When cancer or rare diseases strike, peo-
ple want the super-subspecidist. They have visons, ac-
curate or not, of England, or even Canada, where every-
one can get to the genera practitioner, but only a few
people can get the most advanced care-and they don’t
like that vision. Primary care is seen as relevant for rou-
tine and preventive care, but as not being up to taking
care of the most sophisticated hedth care problems.

Five characteristics of primary care, then, dominate
public thinking: primary care is consdered familiar, not
in serious trouble, cheap, and dependable but only mod-
erately sophisticated.

What are the implications of these characteristics—
grosdy unfounded stereotypes, if you will-of primary
care for research? The first two, familiarity and lack of
urgency, have similar consequences for research-that is,
why bother? Because it is a field of medicine that people
fee they are familiar with means that primary care is
taken for granted. This grows out of the same attitude
that results from the awareness that there are major
health policy issues that need to be confronted, com-
bined with the perception that primary care is not one of
those issues.

Being taken for granted means being confronted with
arguments such as, “It is clear why research is needed to
cure cancer, save premature infants, and treat heart at-
tacks-or to build the star wars defense system, for that
matter-but it is not at all clear why research on primary
care is necessary.” The practica effect of this attitude is
that the Nationa Ingtitutes of Health budget strikes a
more sympathetic note than that of the new Agency.
Budgets are limited; therefore, shouldn't the research
resources be applied to solving the biggest problems?

The third and fourth perceptions, that primary care is
relatively cheap and dependable, have another serious
consequence for research. This consequence relates to a
certain conflict of interest that is present in virtualy all
clinical research. Thisis a conflict that includes primary
care, dthough it certainly is not at al peculiar to this
field. This is the conflict wrought by the fact that many
primary care researchers are aso primary care practi-
tioners. The conflict becomes particularly problematic
as more emphasisis placed on patient outcomes re-
search, studies of the effectiveness and appropriateness
of care, and the development of medica practice guide-
lines.

12

Why raise thisissuein this forum? Everyone here
knows that primary care researchers would never bias
their results to justify their clinical salaries. The issue is
raised because this kind of work will be politically in-
flammatory either way. If the research shows that pri-
mary care is ineffective or extremely costly, the re-
searcher’s future at the “Medical School of the Perpetua
Grant ” is threatened. Show that primary care is effec-
tive and extremely cheap, and the policymakers will
snicker. After al, one thing politicians understand is
conflict of interest. For physicians or other health pro-
fessonal researchers who make a substantia part of
their living from clinica practice, this could be a serious
issue.

If thisisan issue for al clinical research, why highlight
it for primary care? The answer is Smple; primary care
is more vulnerable politicaly to the consequences of
highly critical research than high-tech medicine is to
negative findings in biomedica research. This would
apply equally within academic medical centers and in
the public image. The chalenge is to continue to ask
appropriately tough questions and to be able to stand the
heat when the answers might undermine some of the
good feelings people have about primary care and, fur-
ther, might thresten some of the incentives to do re-
search on primary care.

The fifth characteristic-that primary care is only mod-
erately sophisticated and not what people want when
they are redly sick-is one of the potentia strengths of
primary care research. For example, research that dem-
ongtrates that high-tech or very costly medicine is not as
effective as had been anticipated still leaves sick people
to be cared for. If more basic care is just as effective, and
that same care is more acceptable to patients, primary
care would be bolstered. Or, as another example, if re-
search demonstrates that primary care physicians are the
best judges of when to expose patients to high-tech care,
the relative unsophistication of primary care could be
recognized as a poditive feature. As a fina example, it
may well be demonstrated that primary care can, in fact,
be highly sophigticated in many cases, thus reducing the
demand for subspecialists, again to the benefit of
primary care.

Conclusion

In conclusion, this is a moment of real opportunity for
primary care research, but not one that is free of political
hurdles. The field can make a red contribution, but it



will have to make a name for itsdf. In the process, it Reference

must be resilient enough to deal with some adverse reac- , , .

: . mmit-
tions, and everyone must make a real effort to see that 1. Subcommittee on Hedlth and the Environment, Commit

_ ; ) N tee on Energy and Commerce, “Medicare and Medicad
primary care research remains an appropriate priority.  Hedth Budget Reconciliation Amendments of 1989," Com-

The legislative.intent and the structure are there; now mittee Print 101-M, August, 1989. Washington, DC: U.S.
primary care researchers must do good work. Government Printing Office.
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Family Medicine Research

Larry Culpepper, M.D., M.P.H.

Introduction

This article will review key issues that affect primary
care research from the viewpoint of a family physician.
It will begin with a discussion of the origins and history
of family medicine research and proceed to the four ma:
jor needs shared by all primary care researchers, wheth-
er they are from an internal medicine, pediatrics, family
medicine, obstetrics, community medicine, or epide-
miology background. These needs relate to research ca
reer development and support; the crestion of a primary
care research agenda; the development of research tools,
including adapting those of other disciplines; and the
development of a research community that crosses spe-

cidty boundaries. Recommendations are included for

further development of primary care research.
Origins of Family Medicine Research

In 1961, White and colleagues reported on the distri-
bution of patient care between tertiary centers, commu-
nity hospitals, and office practices” The absolute num-
bers may have changed some since then, but the
conclusions gtill hold. On average, 1,000 individuas in
a United States community make approximately 5,000
visits annualy to physicians, resulting in 100 hospital
admissions, 10 of which are to a university hospital.
About 194 million visits each year are made to family
physicians; this accounts for 30 percent of dl visits to
physicians in the United States.2 Approximately 50per-
cent of these vigits are for symptoms related to 20 to 30
problem areas, depending on the diagnostic classifica
tion used.? Between 1.6 and 2.5 percent of patient con-
tacts result in referrals, and only .5 percent of family
medicine contacts require referra to a tertiary care cen-
ter.® Thus, 99.5 percent of patient contacts in family
medicine ded with problems outside the tertiary care
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arena, which has been the locus of most biomedica re-
search.

The intellectual development of family medicine in
the United States began with the unrest of the early
1960s, which led to the cregtion of the specidty. |ts
founders were not satisfied either with the evolution of
the specialty approach, entrenched in the biomedical
model, or with the current approaches of general prac-
tice.5” Early priorities of family medicine academi-
cians were to establish organizationd, political, and
educational support for teaching family medicine prin-
ciples.® The development of this teaching base has re-
mained a major priority to the present, in keeping with
the national need to increase the number of primary care
physicians available in the country. As the speciaty has
matured, a major need for new knowledge to guide fam-
ily physicians in their patient care activities and a better
understanding of the origins of illness as it presents in
the family physician’s office have become driving
forces of family medicine research.579:10

Two themes predominate in family medicine re-
search.!0-16 The first involves applicability of the re-
search question to the clinical practice of family medi-
cine. Studies following this theme involve illnesses
commonly encountered by family physicians and prob-
lems that typify the special aspects of primary care prac-
tice. These include, for example, investigations of
symptoms and the presentation of illness a an early
stage, when findings may be subtle and diagnosis diffi-
cult. The integration of prevention into clinica practice
is a mgjor research focus, as are approaches to modify-
ing heath behaviors.

A second mgjor research theme in family medicine has
been to move beyond questions that can be answered
completely within the strict biomedica paradigm and to
integrate biologica changes with individua percep-
tions, feelings, and vaues and with interactions between



the individual and his or her environment. This broader
integrative view is being pursued in three mgjor aress.
The first area relates to the daily practice of family
medicine and includes interactions between patient and
physician and patient responses to medical interven-
tions. Second, is the investigation of interactions be-
tween the family and an individua family member’'s
health.>!! Third, is investigation of the community and
its effects on health and the ways in which the family
physician may impact on hedlth by working at this lev-
el 51719 Gjven this spread of investigational foci, area-
sonable definition of family medicine research is:

Family medicine research addresses the need for new
knowledge by family physiciansin order that they may
better manage their patients, their patients’ families,
and their practices and fulfill their health care roles at
the community level. Further, family medicine re-
search particularly seeks to answer those questions
that arise in the family practice setting or the relation-
ship between family physician, the patient, and the pa-
tient’s family and community. Family medicine re-
search investigates issues from the family physician’s
perspective.

This definition is soft and many improvements could
be suggested. However, it is equally applicable if “pri-
mary care’ is substituted for “family medicing’ and
“primary care physician” is used instead of “family
physician.” The demarcation between what is caled
primary care research and disease-oriented or basic
science research will continue to be vague. As the agen-
da for primary care research is developed and imple-
mented and a nationa community of primary care re-
searchers is assembled, the meaning of primary care
research will become clearer.

As a footnote to the definitional issue, it bears saying
that family medicine research, as well as other primary
care research, does address a large number of the major
health policy issues of the country today, but it is not
limited to any one of these issues,!% 12131620, 21 prj.
mary care research is interested in the problems of al
socid and economic classes, including the poor and the
urban and rurd underserved. It is concerned with the
problems of the elderly, with problems that affect adults
and youths, and with the problems of families in their
reproductive years, problems that have led to the Na-
tion's abysma standing internationally with regard to
infant morbidity and mortality.

In al of these aress, there is potential for significant
new knowledge that could improve the health status of
al Americans** However, to capitalize on this poten-
tia, a number of fundamental needs of the primary care
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research field must be met. To stimulate the develop-
ment of primary care research, it is necessary to atend to
the development of human resources.

Human Resources

Medical students. Students entering and progressing
through medical school can generdly be divided a the
outset into two groups: (1) those with aspirations to en-
ter a person-centered, integrative, primary care field and
(2) those who are disease, organ, or technology focused
and, therefore, destined to become subspecialists.
While there is consderable changing of initia career
choice during medical school, it is mainly a change
within these two general categories rather than between
them. The human resource chalenge for primary care
research is to identify those students with an interest in
research and then nurture the intense drive to discover
new knowledge that characterizes successful research-
ers. This requires above all role modeling, as well as
specific curricular and elective opportunities.

Residents. About 65 percent of family medicine res-
dency programs are located at community hospitals and
function with little input from university faculty.* This
creates a family medicine residency faculty with very
different priorities and viewpoints from those of tradi-
tional university faculty. Among these faculty are a
number who have actively pursued research, most driv-
en by an internd desire for new knowledge. Such re-
searchers and their community hospital settings provide
excellent research opportunities outside of the univers-
ty confines. However, they do not enjoy the support of
the university environment, including access to a re-
search community that can be helpful in conducting
high-quality research.

The development of the trainee through medical
school and the residency years currently is in the pur-
view of the Health Resources and Services Administra-
tion (HRSA) and is a domain controlled in large part by
department chairmen and residency program directors
for the primary care disciplines. The new Agency for
Health Care Policy and Research (AHCPR) needs to es-
tablish working relationships, both with the academic
community and HRSA, to stimulate new opportunities
to sustain research career interests of those entering the
primary care fields.

Recommendation. At the resdency leve, there is a
need to increase opportunities for working with experi-
enced researchers who can role model successful aca-
demic careers. The specia opportunities presented by
this environment suggest that investment in developing
its research potential may provide excellent returns. A



national program of primary care research electives for
students and/or residents to involve them in properly de-
signed projects with the Indian Hedth Service, in 330
funded neighborhood hedth centers, or other urban or
rutal high-need gites, may be highly motivating.

Fellowship. Support is also needed beyond the res-
dency years in order for budding researchers to develop
into independent investigators. Currently, there is a-
most no fellowship base for developing the skills of
research-oriented family medicine faculty.?

Until recently, no family physician faculty member
had ever received a Nationa Research Service Award
(NRSA) or any other type of federaly funded research
career development support. In 1988 this finally
changed with the implementation of programs original-
ly mandated by Congress in 1986. At that time, Con-
gress legidatively directed that .5 percent of al NRSA
funds be set aside for primary care positions and that
another .5 percent be set aside for hedth services re-
search pogitions. This created approximately 25 pri-
mary care NRSA new starts annudly. Of these, about
eight are in programs accepting family physicians. In
addition, family physicians can compete for many of the
health services research NRSA positions.

Because of the magnitude of skills to be developed,
fellowships ideally should be structured in keeping with
the recommendation by Dr. Wyngaarden, during his ten-
ure as Director of the National Institutes of Health
(NIH). Wyngaarden recommended that fellowships be
of at least 3 years duration, with 80 percent of the time
devoted to research.2* Although individuals in nonpri-
mary care areas completing such 3-year positions have
been self-selected, more than 40 percent go on to careers
that are principally research-oriented, in contrast to the
20 to 25 percent of those who complete a 2-year research
fellowship. It is noteworthy that only about 2 percent of
NIH career researchers do not have research fellowship
backgrounds.?

In addition to the eight NRSA positions, a variety of
other nonresearch fellowship opportunities exist for
those interested in family medicine academic life.
These generdlly integrate exposure to research methods
with a curriculum oriented at clinica, teaching, and ad-
ministrative skill  development.

Paradoxically, in spite of the growing interest in re-
search within family medicine, the support available for
research career development has contracted over the last
decade. Both the Kelogg Foundation and the Robert
Wood Johnson Foundation have withdrawvn support
from family medicine fellowship programs. These fe-
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lowship programs were very influentia in stimulating
research within family medicine departments and pro-
ducing faculty with a basic research orientation.! 26 27

Recommendation. Because of the critical need for re-
search fellowship positions, it must be a priority to in-
crease the number of primary care NRSA starting posi-
tions available nationaly from the approximately 25
currently available to at least 100. This should be
coupled with a push to include 3-year fellowships. This
would require increasing the .5 percent NRSA set aside
to 2-3 percent. In addition, private foundations should
initiate investment in research career development, per-
haps through innovative strategies. Such might include
coupling ingtitutional fellowship support to the support
for early faculty years that is necessary for fellowship
graduates to blossom into independent investigators.

Early faculty years. Carole Bland, a researcher at the
University of Minnesota Department of Family Prac-
tice, has conducted an in-depth evauation of factors
related to faculty ‘research productivity.28 2° Bland
has identified the characteristics of a successful re-
searcher. In addition to having adequate research skills,
a successful researcher needs:

1. a mentor relationship

2. aminimum of 20-40 percent of time protected for
research

3. a parent inditution whose administrative and aca-
demic leadership sets research productivity as a
high priority

4. a community of colleagues localy
5. a community of colleagues nationally.

The magnitude of the tasks to be accomplished by a
research-oriented faculty member without fellowship
training (currently, the vast mgjority of early career fac-
ulty) at the beginning of an appointment are daunt-
ing. 2324 Fird, there is the need to master the clinical
literature related to a specific research field of interest.
In contrast, the young subspecidist moving into re-
search does s0 out of a training background that has im-
parted a state-of-the-art understanding of the field and
exposure to its clinical tools. Such is not the case for the
primary care researcher who, instead, has developed a
broad set of primary care clinical skills. Not only must
the aspiring primary care researcher develop an in-depth
understanding of his or her chosen clinica area, but he
or she aso usually must acquire an understanding of key
behavioral and sociad science knowledge.



For example, the new researcher wishing to improve
the effectiveness of the primary care of patients with low
back pain, including decreasing progression to chronic
disability, must master a number of fields. These in-
clude the orthopedic and neurosurgica view of the low
back, the psychophysics of pain measurement, the psy-
chology of pain, and an understanding of illness behav-
ior and its involvement in the development of chronic
disabilities, as well as an understanding of the primary
care environment and disability compensation systems.
However, it should be pointed out that, to be successful,
a researcher should concentrate on one conceptua area,
rather than trying to span the breadth of clinical primary
care.

Second, the aspiring primary care researcher must de-
velop skill with research methods including study de-
sgn, instrument selection or development, analytic
techniques, research management, and writing. He or
she must learn how to manage research processes, in-
cluding consultative relationships with specialty col-
leagues. Findly, the aspiring researcher must be intro-
duced to and take an active part in the community of
researchers which he or she is joining.?*3

In summary, there are a number of factors that impede
the ability of academic departments to support early ca
reer faculty research efforts. These include inadequate
funding, competing priorities, academic promotion cri-
teria, and a shortage of mentors.

Funding

Through the early 1980s, research funding nationdly
averaged only about $1 million annudly to primary in-
vestigators located in family medicine academic units.
Over the last 3 to 4 years, approximately 10 family med-
icine investigators have received RO1 or FIRST awards.
Even with these, it is estimated that the total Federa
hedth research dollars awarded to family medicine an-
nualy is less than $7 million, or less than 0.1 percent of
the NIH Federa hedlth research budget.?

The impact of such minimal Federd funding for re-
search in family medicine is worsened by the current
emphasis on curtailing hedth costs and by the nature of
funding for family medicine generally.3'-3? Family
medicine does not control a lucrative procedure such as
catheterization or gastroscopy. Its labor-intensive, am-
bulatory nature is only beginning to be recognized in
reimbursement  formulas. Only about 30 percent of res-
dency costs are offset by direct patient income.33-34
While the low-cost nature of family medicine is highly
desirable in the context of nationa policy, it precludes
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development of substantid in-house support to prime
faculty research activities.3

Recommendation. The HRSA 780 Department Devel-
opment Grants Program has been the mgjor source of
funding to establish research beachheads within family
medicine departments. These funds are the life blood of
research activities in most family medicine depart-
ments, and they must be continued. Their decrease or
termination would be devastating nationaly.

Competing priorities. The impact of the paucity of
research funding on the ability of young faculty to pur-
sue substantial research is worsened by the intense pres-
sures created by the mgor need for additiona family
medicine faculty nationally. Most departments and resi-
dencies have one or two vacant faculty positions. The
lack of faculty and the financial austerity of family med-
icine academic units creste adverse conditions for most
early career faculty.

Even fellowship-trained faculty, when looking for po-
sitions nationally, find that most departments are not
able to protect more than 10 percent of their time for
development of research during their early academic
years. Those that join academic departments find the
more immediate competing pressures of clinical, ad-
minigtrative, and teaching responsibilities such that the
credtion of a substantial research program is very diffi-
cult. As a consequence, a disturbingly large number of
family medicine faculty—even those who are fellow-
ship-trained-have not pursued development of a re-
search component to their careers.

Perkoff?6 surveyed 42 graduates of Robert Wood
Johnson Fellowships and found that over half did not
have interested colleagues (5 1%), consultants (54%), fi-
nancial support (73%), or time (84%) to help them with
their research; 62 percent spent less than 10 percent of
their time on research, and 18 percent spent no time on
research. Only 18 percent could spend more than 20
percent of their time on research. This was despite the
fact that 67 percent of those surveyed indicated that re-
search was a high priority; only 23 percent were satis-
fied with the time they had to spend on their research.

Promotion Criteria

Those who occupy leadership positions within family
medicine, including many who participated in this con-
ference, contribute to the problem by adopting the tradi-
tiona myths of academic medicine, which suggest that
al academicians should engage in substantia research,
and that this is the highest measure of academic produc-
tivity. As a consequence, instead of producing triple
threats, triple non-threats are produced.



Recommendation. Instead of paying lip service to the
premise that al faculty should have a few hours a week
to devote to research, more benefit may accrue if depart-
ments focus their research resources on those few indi-
viduals most highly motivated to conduct substantia re-
search. There is a broad range of other scholarly activity
from which primary care would benefit grestly that
could be the focus for those faculty who are less moti-
vated to do research. Such a focusing of research re-
sources also will raise the stakes for young researchers:
the field of primary care cannot afford to provide long-
term support to the nonproductive individua.

Mentors

A major difficulty for the primary care field, particu-
larly for family medicine, is the dearth of senior investi-
gators. The number of family physicians nationally
with the skills to be senior independent researchers and
mentors is probably between 50 and 100, depending on
how “mentor” is defined. These individuas are distrib-
uted nationally, with a few universities having achieved
a critical mass of perhaps four or five, along with the
resources needed to support them. But, many more are
distributed one or two to an academic department. En-
couragingly, where there is a senior researcher, there are
generdly severd junior faculty who are working with
the senior scientist as their mentor to develop their skills.

These problems suggest a need for specific types of
research support. Support for the development of the
human resources for primary care research cannot be
viewed as the sole responshility of the new Agency for
Hedlth Care Policy and Research. It requires a commit-
ment of State and private ingtitutional dollars, diversion
of some of the scarce clinical income that is available in
academia, and substantia private foundation and indus-
try investment.

Recommendation. First, a “center’s program” is need-
ed to support the 10-20 ingtitutions that have achieved a
critical mass of researchers and, thus, could become ma-
jor sites of research and research training. Second, and
just as critically, support must be provided that specifi-
cally targets departments and community residencies
where one or two senior researchers have been success-
ful and are contributing to the development of junior
faculty. Support is aso needed for practice-based, non-
academic research units, such as the Ambulatory Senti-
nel Practice Network and the Dartmouth Coop Network,
that will alow them to maintain research and career de-
velopment as part of their activities.
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The Primary Care Research Agenda

A second mgjor requirement to stimulate the develop-
ment of primary care research is the development of the
research agenda, the focus of this conference. The de-
velopment of a research agenda is necessary for a num-
ber of reasons. Firdt, it stimulates development of dy-
namic intellectual communities invested in a common
st of problems. The exchange within such communi-
tiesis critical to the evolution of theory necessary to ex-
pand the frontiers of knowledge and to development of
research methods and tools. In addition, it [abels an area
of investigation as suitable for investment by Federal
and non-Federal funding sources. It also identifies
aress in which individua researchers, research teams, or
academic departments may wish to invest substantial
time and effort.

Severa issues related to agenda development aso
must be considered. The firgt is that it should not be a
static process. While an initial agenda must be set, there
Is aso a need to put in place the process by which the
agenda will be modified as the field evolves.

Second, primary care research should respond to the
major sources of morbidity of the American people for
which primary care can lead to better hedlth. For exam-
ple, in the area of maternal and child health, a major re-
search focus is on the development of an understanding
of the causes and the means of preventing low birth-
weight and its sequelae. Researchers in the field conti-
nue to search for the fina common pathways, but many
have adopted a multifactoriadl model of causation. The
latter includes stress levels, socioeconomic issues, ade-
quacy of prenatal care, social support, and health habits
such as smoking and acohol and drug abuse as maor
contributors to low birthweight. All of these are prob-
lems in which the primary care physician, providing
care to families prior to conception as well as prenatal
care, may be in an excellent position to intervene.

Third, the agenda should be set based on the current
status of the primary care research field rather than the
standards or expectations appropriate to established
fields that have enjoyed many years of Federa support.
For many areas of primary care, there remains a need for
basic descriptive and exploratory work: these include a
greater understanding of the natural history of medica
conditions as they present in primary care and the im-
pact of current primary care activities. In many areas
such basic work is required before proper intervention
research can be designed.

A fourth important issue is that primary care research
must become theory-based. Because of the broad rang-



ing nature of primary care, the paucity of investigators
with substantial backgrounds in research, and the lack of
established research tradition, much past primary care
work has investigated isolated insights, rather than con-
tributing to the. development of a coherent set of theo-
ries. In this regard, work on the underlying characteris-
tics of primary care, as described by the Institute of
Mediicine study, may be of particular value. These in-
clude comprehensiveness, continuity, coordination, ac-
cess to care, and accountability.

A fundamentd requirement for a study area to make it
into the primary care research agenda in the near future
IS the availability of a critical mass of researchers who
have the competence and the interest needed for re-
search progress. Another requirement is that under-
standing of the disease processes or health issues be a
the level where major breakthroughs in the primary care
setting are possible. For example, until there was an un-
derstanding of the viral basis for AIDS, development of
primary care-based prevention efforts were not feasible.

The last issue pertaining to development of the re-
search agenda relates to the creation of appropriate re-
search methods. This is so important that it is described
below as a separate major need.

Development of Research Tools

Given the youth of the field, a substantia investment
must be made in refining the research tools, including
the assessment and, if necessary, modification of tools
developed outside of primary care. Indeed, the lack of
appropriate research tools may be a limiting factor for
much of the research in primary care. The range of tools
required is broad, in keeping with the breadth of primary
care concepts. However, severa categories deserve
mention.

Recommendation. Primary care researchers have de-
veloped and must continue to refine data collection37-40
and classification systems.!4142 The first version of
the International Classification for Health Problems in
Primary Care was published in 1975. It followed 3
years of development, including piloting and evaluation
in 15 countries involving over 200,000 patient contacts.
It subsequently has gone through severa revisions. The
latest version is ICHPPC-2 Defined,** which gives defi-
nitions for the 378 rubrics in the classfication and is
published with an accompanying glossary of terms for
primary care research.** Maurice Wood in the United
States, working with European community collabora:
tors, has used this code as a basis for developing a multi-
dimensiona classfication system for primary care epi-
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sodes that includes “reasons for encounter,”* and the
Internationd Classification-Process-Primary Care (IC-
Process-PC) as additional dimensions.* It has been
cross-indexed with 1CD-10. This system of classifica-
tion, the International Primary Care Classification,*’
has been adopted enthusiastically in the European com-
munity as a major primary care research tool, but it is
only now beginning to receive attention in the United
States.

Recommendation. Support for further development of
classificationsis necessary. In particular, improved
methods are needed for classifying psychiatric morbid-
ity and psychologica problems as they present to pri-
mary care physicians. Also, work that will help provide
a primary care perspective to DSM-4 should be a high
priority.

Another major tool needing support for further devel-
opment is network research.*8-3! Networks provide a
mechanism for rapidly collecting large numbers of pa-
tients and identifying geographic, urban/rural, and phy-
Scian-specific sources of variation. They also provide
an efficient means of conducting multiple research pro-
jects. Finaly, networks provide a means for engaging a
large number of primary care physicians in research col-
laborations that give vauable insght into the questions
which arise in true non-academic practice settings.

Recommendation. Support for research networks, and
for methodologic studies of network research, should be
a high priority.

With regard to research design, primary care research
has a long history of adapting epidemiologic design
principles and quantitative analytic techniques. Alvin
Feinstein has contributed tremendoudy to the adapta
tion of such instruments, and to the identification of
problems in their use.>? More recently, primary care re-
searchers have begun to adapt a very different set of re-
search tools, those of the socia sciences commonly re-
ferred to as “qualitative research techniques.”> These
appear to be of particular value when used to develop a
conceptual understanding of hedth-related behaviors.

Recommendation. Such qualitative techniques should
be viewed as complimentary to quantitative technique,
of equa importance, and worthy of support for some
areas of primary care research. These techniques may
be of particular value in developing theory that subse-
quently can be tested using quantitative techniques.

Tools are being developed to explore the doctor/pa-
tient relationship, physician behavior, and other primary
care processes. Associated conceptually is the develop-
ment of tools related to clinical decisonmaking, al-



though the latter often involves very different research
approaches.

Finaly, thefield is beginning to develop or adapt
measurement tools for use in primary care. Such tools
are exemplified by functiona status scales and meas-
ures of overal hedth status. They also include measures
of symptoms and disability of both an organic and a psy-
chiatric nature. Such measures have generally been
adapted from researchers outside the primary care are-
na.

Of note, even when tools are adapted from other fields,
anumber of steps are required for them to be used most
effectively. These include a reassessment of psycho-
metric properties using primary care populations, an
assessment of the appropriateness of scale weights and
interpretive criteria, and a reassessment of sengitivity,
specificity, and associated parameters.

Primary care populations are different from other pop-
ulations in aspects that may be critical to the perform-
ance of such measures. Firdt, the primary care popula
tion is usualy experiencing a current illness. This may
have a mgjor impact on the performance of tools that
were developed for use in generad community popula
tions. Other tools have been adapted from speciaist col-
leagues. Patients in primary care settings frequently are
seen earlier in their disease process than those seen by
specidists. The diagnosis may not be clear, and the pa-
tient’s understanding and acceptance of the diagnosis
adso may be a a very different stage from that of patients
in the specidist’s office. This may affect an instrument’s
performance.

Recommendation. The investment required to modify
existing or create new research measurement tools can
be very substantial and needs to be a part of the initia
primary care research agenda. For al of the reasons out-
lined above, the development of research tools should
be a mgor focus in primary care research for the next 5
to 10 years. The ability to develop high quality research
programs will be dependent in large part on the quality
of the tools that are available.

Creating a Primary Care Research
Community

Finadly, the expanson and integration of the nationa
primary care research community is a particularly criti-
cal need. Currently, family medicine researchers are
torn between meetings outsde the speciadty devoted to
their research interests or to a variety of family medicine
meetings, including those of the North American Pri-
mary Care Research Group, the Society of Teachers of
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Family Medicine (STFM), and STFM specia topic
workshops, such as its annua family conference.

In many areas, family medicine researchers and those
from genera internal medicine and pediatrics are pursu-
ing common research themes. Family medicinere-
searchers have valuable insights to share, particularly
from their biopsychosocial integrative framework,
while primary care internal medicine and pediatric re-
searchers have skill with research methods and analytic
approaches that would be valuable to family medicine
researchers. For instance, the work of Barbara Starfield
has been valuable in defining the care of children in
communities and the content of pediatric primary care.
And, the work of Sheldon Greenfield provides superb
ingghts into the doctor/patient relationship.

Unfortunately, there is little opportunity for primary
care researchers to share such strengths. In addition, all
primary care researchers would benefit greatly from the
contributions that Federal research program staff, advi-
sory groups, and the peer review process bring to estab-
lishing research priorities and standards and disseminat-
ing information to a research community.

Family medicine is considering a restructuring of its
academic organizational structure to better coordinate
the efforts of department chairmen, residency directors,
STFM, and researchers. While this step will be impor-
tant to those within family medicine, it does not address
the need for increased interaction among researchers in
the three primary care disciplines.

Recommendation. One bold move in this direction
would be to create an annual primary care federation-
type set of meetings andogous to the AAMC meeting
each fall. If the Society of Genera Interna Medicine,
the Ambulatory Pediatric Association, STFM al held
concurrent meetings in one location each spring, this
would provide an exceptiona opportunity for the re-
searchers and educators to interact. It also would have
the major benefit of alowing leadership from al three
groups to discuss and evolve consistent policies and ini-
tiatives that would strengthen all primary care.

Conclusion

The work needed to develop primary care research is
indeed formidable. Appropriate research environments
and a nationad community of primary care researchers
must be crested, they must be able to sustain experi-
enced researchers and lead to the development of new
researchers. The development and implementation of a
research agenda that addresses mgjor hedth problems
must be accomplished without delay. For a number of
areas this will have to start with exploratory descriptive



work that can inform development of theory and, subse-
quently, theory-based development of primary care in-
terventions. Findly, given the newness of the fidld, a
subgtantial investment must be made in the develop-
ment of the research tools that will be the basic instru-
ments of primary care research.

These enhancements are likely to impact substantialy
on the practices of the 200,000-plus physicians in pri-
mary care in the United States, and through them con-
tribute significantly to the improvement of the hedth
datus of the American people.
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Commonalities in Primary Care Research: A View From Pediatrics

Barbara Starfield, M.D., M.P.H.

Introduction

There would be no need for this sesson if the three
primary care disciplines recognized their commonali-
ties, were aware of each other’s work, and otherwise es-
tablished some mechanisms for collaboration. For sev-
era yearsin the early and mid-1980s, representatives
from each of three primary care research organizations—-
the North American Primary Care Research Group
(NAPCRG), the Society for Research and Education in
Primary Care Interna Medicine (SREPCIM), and the
Ambulatory Pediatric Association (APA)-met regular-
ly to congder various mechanisms for collaboration.
Included in these discussions were budding plans for a
joint research journa but it never happened, and the
generd internists formed their own journa. The joint
discussions did lead to one tangible bit of sharing; each
of the three primary care research societies now offers
complimentary registration at its annual meeting to a
representative of the other two societies. This repre-
sents progress, but more can and should be done.

In trying to set a stage for more substantive collabora-
tion, this presentation will briefly cover the state-of-the-
art in primary care pediatrics research and some specid
“struggles’ characterizing the field of genera pediat-
rics, before turning to some areas of shared research in-
terest, challenges to primary care research, and ap-
proaches to deding with the challenges.

Research in General Pediatrics: The State of
the Art

There is no journa devoted to genera pediatrics. The
closest is the journa Pediatrics, which is a monthly
journal with occasional supplements. Pediatrics is
owned by the American Academy of Pediatrics, to
which the vast mgority of pediatricians belong. Since

Dr. Starfield is Professor and Head, Division of Health Policy,
Department of Health Policy and Management, at the Johns
Hopkins School of Hygiene and Public Hedlth.
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the organization includes both clinicians and academi-
cians, its journa might be expected to carry a range of
articles. What might be the appropriate balance of ar-
ticles on primary care versus speciaty pediatrics? It is
difficult to understand why it is that well under 15 per-
cent of the research papers in a journa read largely by
practitioners of pediatrics deal with anything remotely
connected to primary care pediatric practice.

Pediatrics published 265 origina research articles in
1989, of which 40 were concerned with primary care—~
that is, they covered issues in practice settings dealing
with general pediatric populations. (Reports of epide-
miologic surveys and studies conducted in non-hedlth
community settings-such as schools-or by home inter-
views were not considered primary care settings.) Elim-
inating articles on research conducted in the normadl
newborn nursery brings the total down to 32 articles,
and after eliminating the three articles focusing on pre-
natal settings, the total comes to 29, or 11 percent. Half
of the remaining research articles described research
done in hospital outpatient departments; the remain-
der-15 articles, or 6 percent of the tota-reported re-
search conducted at least in part in office-based or com-
munity clinical facilities serving general pediatric
populations.

Virtualy identical findings result from an analysis of
articles during 1989 in the American Journal of Dis-
eases of Children published by the American Medical
Association: 17 percent of these articles dealt with a
topic in primary care. After excluding the newborn
nursery and prenatal clinics, only 13 percent are in out-
patient pediatric facilities, and only 5.5 percent focus on
office practice settings.

There are many other pediatric journals. the Journal of
Pediatrics, Clinical Pediatrics, the Journal of Adoles-
cent Health, the Journal of School Health, Pediatric Re-
search, Pediatrician, and others. For the most part, they
do not have well delineated differences in the focus of



their articles, and their style derives more from the pre-
disposition of individua researchers to submit articles
to one rather than another.

It is not surprising, then, that health services research-
ers in other primary care disciplines fail to notice pri-
mary care articles in pediatrics journas. The frequency
with which the journals publish such articles is too small
to make it worthwhile even to peruse the journals. Pe-
diatric primary care articles are, of course, published in
health services research and public health journals, but
here, too, the frequency is low. In 1989, 14 percent of
research articles in the American Journal of Public
Health concerned children, but only 3 percent were on a
topic in primary care. In the same year, Medical Care
published 99 articles, only three of which deat with
children and only two of the three with a primary care
issue. This is not because pediatric primary care re-
search isn't done, but rather that the literature is prob-
ably smaller than that concerning adults, widely dis-
persed, and not easily noticeable.

General Pediatrics, Ambulatory Pediatrics,
Primary Care Pediatrics, and Pediatrics

A brief comment about the terminology of primary
care pediatrics may clarify some of the current
“struggles’ in pediatrics.

The American Academy of Pediatrics maintains that
pediatricians are speciaists. It recognizes that there is a
separate role for pediatric subspeciadists-that is, in the
care of problems that are too infrequent for the non-sub-
specidist to maintain competence in their treatment.
Even though the term “generaist” is often used for the
non-subspeciaist pediatrician, it is not a comfortable
term for the profession of pediatrics because of its inss-
tence that al pediatricians are specidists. The problem
seems to be that “generdist” implies trivia. Another
problem may be the redlity that specialists command
better reimbursement rates than generdlists. The field of
primary care has not yet been defined by the profession
of pediatrics, despite society’s expressed need for the
primary care pediatrician. One approach to dealing with
this situation is to do away with the term “generalist pe-
diatrician,” subgtitute the term “primary care pediatri-
cian,” and get on with the task of building a credible re-
search and educationa base for it.

Primary care pediatrics means care for a population of
children that are unselected by age or type of problem,
aming at easy access, comprehensiveness, and coordi-
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nation. 1t may include care in the hospital for common
problems that do not require speciaist expertise.

The research society with the most noticeable primary
care focus is called the Ambulatory Pediatric Associ-
ation (APA). Although APA meetings are where most of
the primary care research is reported, there is an increas-
ing trend for the group to divide into subsections on par-
ticular aspects of ambulatory pediatrics. These subspe-
cialties include developmental and behavioral
pediatrics, adolescent medicine, chronic illness, injury
control, child abuse, and AIDS, dl of which have the
status of “specia interest groups.” More important,
however, is the fact that there are separate societies for
behavioral and developmental pediatrics and for ado-
lescent medicine, thus indicating much more fragmen-
tation in primary care pediatrics than appears to be the
case in either internad medicine or family medicine.

Ambulatory care is care delivered in outpatient set-
tings. It may be primary care or specialty care. There is
virtudly no information on the baance between pri-
mary ambulatory and secondary ambulatory care in the
United States. The stuation is further confused by an
apparently increasing tendency of ambulatory care pe-
diatricians to mix primary and secondary care. A na
tiona survey recently conducted by Dr. McCrindle at
Johns Hopkins University indicated that 18 percent of
pediatricians in practice have a subspecidty interest,
and another 7 percent practice solely as subspecialists
(McCrindle B, Starfield B, in preparation). |f academi-
cians are included, about one-third of al pediatricians
have at least a subspeciaty interest. The Situation is be-
coming more muddied with time, as an increasing pro-
portion of pediatric residents are opting for fellowship
training in a subspecialty. Of the 40 percent of residents
planning to take a fellowship last year and the year be-
fore, 90 percent intended to do a subspeciaty fellow-
ship. Therefore, the whole concept of the primary care
physician may be increasingly diluted in pediatrics,
even in ambulatory pediatrics. It can only be hoped that
increasing legitimization of a primary care role, but-
tressed by a better knowledge base, will reverse this
trend.

Areas of Interest Shared by Pediatricians,
Family Physicians, and General Internists

In this part of the discussion, it may be helpful to distin-
guish two main types of primary care research: basic
research and policy-relevant research. Both are hedth
services research to the extent that they involve at least
one characterigtic that is not biomedica in type, or they



are directed toward the development of methods useful
in health services research.

In primary care health servicesresearch, basic re-
search consists of methods or theory development. For
example, work directed at developing health status
measures is basic research. So are efforts to devise a
means of conceptualizing and measuring primary care,
its components, and its differences from emergency,
secondary, and tertiary care.

Clearly, the three primary care disciplines share an in-
terest in basic research. There has been some sharing,
and some recognition of the overlap of interests. Those
who have been interested in hedth status measurement
cannot have failed to be aware of the work done in the
past decade with adults. The clustering methodology
developed by Schneewels, Rosenblatt, and colleagues a
the University of Washington' is another example of re-
search recognized across the disciplines. Similarly, ef-
forts to develop ways to measure continuity and coordi-
nation of care have been based upon recognition of lines
of work in the other disciplines. However, this is true
more for internists and pediatricians, who seem better
attuned to each other’s work than family physicians,
who seem to be a hit apart. Research to develop a frame-
work for anadyzing physician-patient communication
seems to have gone three separate ways, with little
awareness of the contributions of the others. Unfortu-
nately, the seminal collaborative project organized un-
der the auspices of the Society for Generd Interna Med-
icine did not include any pediatricians, despite early
planning to do so.

The other kind of primary care research, policy-rele-
vant research, is of three types: clinical research, health
services research, and primary care training research.
Policy relevance means that the findings of the research
might be influentid in informing decisions, athough it
may not be specificdly designed to do so. Clinica re-
search (often classified as clinica epidemiology) is
policy-relevant because it can inform clinica policies.
For example, practice standards for methods of problem
recognition, diagnosis, management, and reassessment
might develop from research findings. All of the work
on practice-based screening, technology assessment for
diagnosis and therapy, and follow-up fails in this redm.
Much of this work is necessarily problem- and diagno-
ss-specific and therefore would be expected to be dif-
ferent for adults and children. Family physicians, how-
ever, would be expected to overlap with internists when
adults are of concern and with pediatricians when chil-
dren are the focus.
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There certainly could be productive collaboration in
clinicaly-relevant, policy-related research. Consider,
for example, the work on comorbidity, just recently
reaching journal readers. Are the pediatricians aware
of the work of Pompeii and Charlson? and that of
Greenfield and colleagues?® Are these internists aware
of the work concerning children’s comorbidity? How
familiar to internists and family physicians is the think-
ing concerning the concept of severity of illness pro-
posed by Stein and colleagues,* and how does this work
relate to thinking about severity of illness in the other
two primary care disciplines? So far, there has been
little sharing of philosophies and ideas and much less
collaboration in research.

Although a developmental focus, with an eye toward
understanding early determinants of later hedth prob-
lems, is most characteristic of pediatricians, family phy-
sicians and internists also share an interest in the natural
history of illness and the way in which it is shaped by
medical care. To what extent do particular illnesses tend
to recur or persist, and what implications does this have
for the organization of services?

The second type of policy-relevant research isre-
search on health services organization and delivery. It is
in this area that there is, perhaps, the most shared interest
and the most potential for collaborative endeavor.
Hedlth services research is not limited to primary care,
of course, but health services research should be an im-
portant component of primary care research. Think of
al the possihilities concerning the relationship between
various aspects of process of care and outcomes of care:

o the impact of continuity on response to manage-
ment and various ways of achieving continuity

o theroles to be played by other types of personnel-
nurses, sociad workers, and others-in outreach and
in management of problems

» theimpact of various types of financing on recogni-
tion of patient’s problems

e the extent to which group practice facilitates man-
agement, referra, and follow-up and patient satis-
faction

e various approaches to coordinating information
from referrals and their impact on patient empower-
ment in responsiveness to medica therapy

e the potentia contributions to satisfaction and health
outcomes of the client-held record



s the extent to which community-orientation can be
achieved and its potential for improvementsin
problem recognition and health status.

All of these issues are relevant to the effectiveness and
efficiency of heath services, and they are common to all
of the primary care specidties. Despite the enormous
number of possibilities and the apparent lack of obvious
barriers to joint conceptudization and conduct of re-
search, there is little collaboration.

However, the first step toward increased interaction
has been taken. A few years ago, members of al three
disciplines were convened for a working session to con-
ceptualize the area of health services research in primary
care. The result was a document published by the then
National Center for Health Services Research and
Health Care Technology Assessment (NCHSR).’ In
that document, needed research was divided into three
types. methodologic studies, clinical and epidemiolog-
ic studies, and organizational, regulatory, and economic
studies. Over 25 specific, important areas of study were
identified within the three broad types. Despite the care-
ful thought that went into its preparation, with joint par-
ticipation from the three disciplines and a specia solici-
tation for primary care research proposals that was
based on it, the document has not received the attention
it deserves.

The third area subsumed under policy-relevant re-
search concerns research on primary care training.
What characterizes primary care training? What should
characterize primary care training? Are primary care
training programs providing adequate training for pri-
mary care practice? How can this be measured? Does
primary care training do a better job than traditional
training in preparing practitioners for primary care prac-
tice? A first collaborative step concerning this topic was
taken by the Divison of Medicine in the Hedth Re-
sources and Services Adminigtration (HRSA), which
awarded a contract for an evauation of the impact of the
federaly funded primary care training programs to a
team of internists and pediatricians. (A contract had
been awarded previoudy for evaluation of family prac-
tice training, so there was no possibility for collabora-
tion with family physicians) The study was conducted
using the same methodology in both specidties; the re-
sults were remarkably similar in that primary care resi-
dency training programs in both medicine and pediatrics
did much better in teaching issues relevant to primary
care than traditional residencies (Noble J, Friedman R,
Star-field B, et d, in preparation).
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Challenges to Primary Care Research and
Collaboration Across the Specialties

There are three mgjor chalenges to primary care re-
searchers, quite apart from any inherent difficulties in
conceptualization of research topics or availability of
appropriate methodology. The first of these is general-
izability of findings. Generaizability is a chalenge in
any kind of research, but it is particularly so in primary
care because the characteristics of the particular setting
are so influentia that they become a congtellation of
variables in and of themselves. Research is traditionally
done in single settings by individua researchers and
their immediate colleagues. Collaborative research is
gill uncommon and is most often undertaken to increase
the number of observations in situations where the
events are rare. This is not the case in primary care, s
this impetus to collaboration is absent. Nevertheless,
collaboration should occur for reasons of generalizabil-
ity. The study in the single office or, more commonly, in
the single outpatient unit will continue to be useful in
developmenta efforts-that is, in hypothesis generating
efforts. Studies with potential policy relevance~wheth-
er clinica, hedth services research, or training evalua
tion-should be done in more than one setting, unless the
findings are intended to be applied only in that one Ste.
Grant proposals that involve collaboration should re-
ceive extra “points’ for doing so.

A second challenge concerns the relatively poor train-
ing of primary care researchers. It is accepted practice in
the clinica subspecidlties for trainees to undertake post-
doctoral fellowships, with mentoring from more senior
researchers. At least in pediatrics, the requirements for
research training in subspecialty fellowships are being
codified, it will soon no longer be possible for fellows to
spend most of their time in clinical care. With the excep-
tion of some important postdoctora training programs,
such as the Robert Wood Johnson Clinical Scholars,
most primary care fellowships have been overwhelm-
ingly clinical. The demand for clinica time in medical
centers is so great that fellows are typicaly given a day
or so aweek to learn and do research. This just isn't
enough.

A third challenge concerns the rewards to primary care
researchers themselves. These researchers are often so
consumed with clinical demands that the time devoted
to research is inadequate. The Stuation may be even
more problematic in pediatrics because of the relatively
greater frequency of acute events in the care of children.
It is not as easy to schedule pediatric patients as it isin
the generd care of adults where so many of the problems



are chronic and do not need immediate scheduling. Bal-
ancing patient care needs with research demands is a
delicate art.

Dealing with the Challenges

There are at least several approaches for dealing with
the challenges of primary care research. The first is re-
search training. Better use should be made of the Na
tional Research Service Awards (NRSA), The Agency
for Hedth Care Policy and Research (AHCPR) dready
provides NRSA awards. AHCPR needs to expand its
capacity; it needs to work with the field to publicize the
avalability of the fellowships, identify more candi-
dates, and place them where they can be trained, full
time, for a minimum of 2 years. The ingtitution of re-
search career development awards and research scien-
tist awards could go a long way towards legitimizing
such research in academia and could provide the means
for young and promising researchers to devote more
time to developing and practicing their research skills,

The second approach is encouragement of collaboras
tive research. There are now practice-based collabora-
tive networks in family medicine (Ambulatory Sentinel
Practice Networks, ASPN) and in pediatrics (Pediatric
Research in Office Settings, PROS). Academic re-
searchers should be participating in these networks as
collaborators. The networks should be collaborating
with each other too; ASPN and PROS have representa
tion on each other's steering committees, More fogus on
office-based practice could facilitate attention to ¢com-
munity-oriented primary care (COPC) and, in addition,
lead to improvements in the relevance and representa-
tiveness of the research and its findings. A mgor prob-
lem for these networks is core support to sustain the in-
frastructure from one study to the next. A consortium of
funding agencies might undertake to provide such sup-
port; perhaps AHCPR could provide leadership here.

The 1988 solicitation in health services research on
primary care® should be widely disseminated. Specia
solicitations requiring collaboration among primary
care researchers on topics of common concern could
aso be useful.

A third approach concerns the standardization of ter-
minology and measurement. The concept of primary
care and its components needs trandation to measurable
qualities. The concept should mean the same thing to al
researchers as should the methods to measure it. Bio-
medical and clinica research would not be where they
are today if researchers did not agree on the meaning and
measurement of a blood sugar or a blood pressure.
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A fourth agpproach is to encourage the submission of
proposals from al three branches of primary care. The
current study sections receive very few applications
from pediatrics or family medicine. Part of the problem
is that much of the focus of health services research has
been on issues related to hospitalization, which is rela-
tively infrequent in childhood; furthermore, many so-
licitations are limited or highly targeted to the elderly
population. As a result, the leading experts in primary
care research (those who serve on study sections from
time to time) are rarely exposed to the work done in pe-
diatric settings. A substantial amount of the funding for
pediatric health services research is provided by
HRSA’s Maternal and Child Health Bureau (MCHB). It
would be very useful for AHCPR to establish some
means of joint review or other collaboration with
MCHB, just as it does with the Nationa Indtitute on Ag-
ing and other entities of the Nationa Ingtitutes of Health.
Better collaboration and joint funding with foundations
supporting pediatric health services research would also
be vauable.

Findly, ajoint journa would be very useful in foster-
ing collaboration, even in the presence of separate jour-
nas. It could be devoted mostly to hedth services re-
search in primary care. Perhaps it would be worth
starting with a joint research newsletter devoted to
hedlth services research in primary care.

Conclusion

This primary care research conference has provided a
forum for researchers from all three disciplines to inter-
act and share ideas. Indeed, the field owes special
thanks to AHCPR, not only for organizing this confer-
ence, but also for the continuing support, encourage-
ment, and assistance the agency has provided to the field
of primary care research.
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Primary Care Research: A Perspective from General Internal Medicine

Robert M. Centor, M.D.

Introduction

General internal medicine is succeeding, albeit dowly,
in primary care research. This statement may seem
bold; to some, it may seem inaccurate, and to others it
may seem unfounded. A brief look at the history and
growth of generd interna medicine will validate the
opening statement and set the stage for this presenta
tion.

During the 1970s and early 1980s, departments of in-
ternd medicine creasted divisons of generd interna
medicine. The divisonal names differ-some are called
genera medicine, some outpatient medicine, some pri-
mary care internad medicine. The “job description” of
these divisons has differed greatly. Some divisons
have a different charge from other divisions; these divi-
sions provide clinical care and teaching without any ex-
plicit or implicit expectation of research. Some divi-
sions have grown from the older concept of the
consulting genera internist and do not focus as clearly
on primary care, but rather traditiona internal medicine.
However, in general, today’s divisions of generd inter-
nal medicine provide primary care to patients, teach stu-
dents and resdents, serve ggnificant administrative
roles in their departments and schools, and perform a
variety of research.

The Society of Genera Internd Medicine (SGIM),
which was born the Society for Research and Education
inPrimary Care Internd Medicine (SREPCIM), first be-
gan meeting in 1978. The first severd years found a
small meeting (less than 200 participants) primarily fo-
cused on how to build a division and a self-examination
of its reason for existence. This meeting would occur on
the Friday before the American Federation for Clinical
Research/American Society for Clinica Investigation/
American Academy of Pediatrics (AFCR/ASCI/AAP)

Dr. Centor is Division Chief in the Department of Internal Medi-
cine, Medica College of Virginia.
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meetings. Little research was presented at SREPCIM,
the real research meeting was the clinical epidemiology/
health care research sessions a the AFCR.

In the early 1980s, it seemed that the way to succeed in
academic genera internal medicine was to emulate the
basic scientists. That is, the researcher would have to
develop a research theme and acquire the tools to ex-
amine a clinical question in a rigorous and defendable
manner. The AFCR mesetings emphasized the com-
mondity between academic genera internal medicine
and the rest of internal medicine. Attendance at that
meeting, and especialy presentation at that meeting,
provided legitimacy. While academic general internists
were different from most subspecidists in the way they
did their research, research, nevertheless, was carried
out.

Early Successes in Internal Medicine

The focus of primary care internal medicine research
does not differ from pediatrics or family practice-al are
concerned with patient care. Research concerning pa-
tient care can take many forms; to illustrate this, the fol-
lowing paragraphs will focus on early successes in inter-
na medicine.

Early research successes centered around those proj-
ects that fit into the rubric of clinica epidemiology/
health care research. Many researchers focused on a
sngle problem-for example, chest pain, sore throat,
syncope, or back pain-and designed research projects to
improve understanding of various aspects of these prob-
lems. This kind of problem-oriented research generaly
required the prospective collection of clinica data
Once the investigator had collected a prospective clini-
cd database, he or she could andyze the data in a variety
of ways. Such studies yielded a number of smaller stu-
dies and often spawned additional research. Other in-
vestigators have concentrated on retrospective data col-
lection to answer classical clinical epidemiology



questions. Still others have examined issues of hedth
‘care delivery, focusing on quality of care.

What stimulated the involvement of general internists
in this research? A significant number of academic gen-
erd internists had and continue to have post-residency
training. The major supporter of this training has been
the Robert Wood Johnson Foundation. Their Clinical
Scholars Program has enabled a large number of pri-
mary care physicians to obtain advanced training and
skills such as clinical epidemiology, biostatistics, and
business administration. While these programs are not
restricted, it seems that genera internists have taken ad-
vantage of the Clinical Scholars Program in dispropor-
tionate numbers. This program-and other training pro-
grams like the Milbank Scholars and the shortlived
Kaiser Fellowships-helped to create a critical mass of
researchers.

Having a place to present research (the aforemen-
tioned AFCR meetings), which department chairs val-
ued, gave these young investigators a chance to flourish
and to network. Those who were without such training
were able to benefit by attending excellent research
presentations and to learn from the critical review of
those presentations. Thus, these meetings served to fo-
cus on qudity, stimulating the attendees to both perform
more research and improve their research designs.

A core of researchers gained ills, and some gained
nationa recognition. When this group published ar-
ticles, al general internists felt pride. Each publication
ingtilled new confidence in the field.

Thus, in 1985, the future looked pretty rosy for the
quantitative types. Funding was difficult, but many in-
vestigators were learning how to find funding for ther
research. Prominent sources for funding included foun-
dations, the National Center for Headlth Services Re-
search and Hedth Care Technology Assessment, and
the Nationd Library of Medicine.

However, this story also has its downside. Many aca-
demic general internists were asking questions that
didn’'t fit into either the clinica epidemiology/health
care research or medical decisonmaking paradigms.
These academicians were doing serious work but had
difficulty finding a forum for presentation or for publi-
cation. Two prominent areas of inquiry were the doc-
tor-patient relationship and medical education.

In 1985, two major events occurred that are still having
a positive influence on academic genera internal medi-
cine. First, Steve Wortman, in what was considered a
radica and bold move, increased the duration of the
SREPCIM meeting from 1 to 2 days. This opened the
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door for more presentations and more workshops. Over
500 people attended that 1985 meeting, and the enthu-
siasm during the conference was papable. Still at that
time, the “best” research went to AFCR, and the per-
centage of accepted abstracts at SREPCIM remained
unacceptably low. The second important event was the
announcement of the Society’s journa-the Journal of
General Infernal Medicine. Thus, there would be a spe-
cia place to publish, where dl of the articles would
come from colleagues in the field. Having a place to
publish encourages researchers that their research will
“see the light of day.”

Primary Care Internal Medicine Today

Today, academic genera internists can be roughly di-
vided into the quantitative types and the “soft” types.
The quantitative academic genera internists, as a group,
are flourishing. The national SGIM meeting (with an
attendance of 1000) provides a forum for research pre-
sentations. This meeting now shares abstract presenta
tions with the AFCR in joint sessions. Each yesr, the
quality of the research improves, and the quantity in-
creases. For many in the field, the journa has provided
more than a place to publish, it has presented a first op-
portunity for participating in peer review.

Research funding is finally starting to improve. The
new Agency for Health Care Policy and Research
(AHCPR) has increased funding this year. The patient
outcomes initiative has opened up funding opportuni-
ties for a large number of genera internists.

Why have these generd internists succeeded in obtain-
ing funding for their grant proposals? Severa points
seem to be pivotal. First, successful grantees respond to
“pink sheets’ positively, taking the study section’s sug-
gestions and using them as guides for improvement.
Second, there seems to be a cooperative/collaborative
spirit. These grantees often have internists from other
ingtitutions as co-investigators or consultants, and they
frequently benefit from co-investigators outside of gen-
erd internal medicine. These successful grantees forge
aliances with subspecidigts in interna medicine, bio-
datigtics, sociology, and so on, and they often strive for
multidisciplinary research. This model seems to have
the highest probability of success for genera internal
medicine researchers.

However, even for the quantitative types, there are still
problems. Funding of fellowships continues to lag.
Only the Robert Wood Johnson Clinical Scholars pro-
gram provides consstent funding of which some gener-
a internists can take advantage. The old National Cen-



ter for Health Services Research and Health Care
Technology Assessment (NCHSR) had no explicit pro-
gram for funding fellows. If primary care research,
whatever the discipline, is important, then AHCPR
should help create the next generation of investigators.
Fellowship support is needed which is analogous to Na
tiond Inditute of Hedth (NIH) support for basic science
fellowships. In addition, a program is needed for career
development awards.

The “soft” types have had much greater problems in
establishing their academic (read “research”) creden-
tials. Research that includes measurable outcomes and
statistical comparisons is more readily acceptable.
Thus, generd internists who are interested in psychoso-
cid concerns or improvement in educationa programs
have had more difficulty in finding places to present or
publish their work and in obtaining support for their re-
search. SGIM, for many years, seemed to be biased
againgt work that was not quantitative. Recently, the
national meeting has set aside smultaneous abstract
presentation time for such work. This represents a start.
The opportunity to present begins acritical dialogue that
leads to more work and stronger work. However, the
Society still seems to have pregjudices againgt these im-
portant areas of research. Even so, SGIM responds
more postively than most journals and virtualy all
funding agencies.

There is definitely a need for improvement, including
a better understanding of how to evauate, investigate,
and teach “the soft stuff.” While such investigations
might face more difficulties, the subject matter of these
areas of inquiry has great importance. It is necessary for
the rest of the field to work with these innovators to bet-
ter understand where they need to go and how they can
be helped adong on ther journey.

Conclusion

In summary, genera internal medicine is slowly
succeeding in its research misson. AHCPR can help by
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expanding its emphasis on primary care. As society’s
greatest need for physicians remains in primary care, SO
are the greatest research needs. In particular, critica
needs include:

a better understanding of how to deliver care in a hu-
mane and effective manner

more insight into appropriate management and
diagnogtic tedts; it would be a mistake to rely on a
continuing uncritica proliferation of new technol-
ogy. Patients need new technologies, physicians
need new technologies; but, both physicians and pa
tients need to know the implications of these tech-
nologies

« more knowledge about the best ways to deliver care

« an understanding of the impact of the relationship
between a primary care physician and a patient.

Obvioudy, there are many important questions that
must be answered. The primary care disciplines need
the opportunity to focus on the questions and produce
the answers.

Findly, divisons of general internd medicine should
fit well into departments of internal medicine. Subspe-
cidists need genera internists; patients need genera in-
ternists, and research needs genera internists. While
the specia skills of genera internal medicine are differ-
ent, and department chairman and other divisions in the
department don’'t dways understand them, these skills
do come from the intellectud tradition of internal medi-
cine. This tradition has given the field its start; now it is
up to genera internists, themselves, to chart the future’

‘In 1985, the Regengtrief Institute for Health Care sponsored a

conference titled “Research in General Internal Medicine.” The
proceedings of this conference, published as a supplement to the
Journal of General Internal Medicine (Vol. 1, No. 4S), are highly
recommended.
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The Federal Investment in Primary Care Research

Fitzhugh Mullan, M.D.

Introduction

Primary care research is important to many programs
of the Federd Government because of its relevance to
both clinica care and hedth policy. Although the defi-
nitions of “primary care” and “research” vary from
agency to agency, there are a number of programs
within and outside of the Public Hedth Service (PHS)
that support primary care research.

Funding for Primary Care Research

A summary of the levels of funding and the numbers of
projects sponsored by these agencies during fiscal year
(FY) 1989 is found in Table 1. This analysis indicates
that the $15.38 million spent by the National Institutes
of Health (NIH) during 1989 is the largest single contri-
bution to primary care research. This figure was arrived
at by searching the NIH grant files using the terms “fam-
ily medicine,” “generd practitioner,” and “primary care
physicians.” While little of this research was undertak-
en with primary care as its focal issue, much of it sup-
ported investigators whose identity and issues were pri-
mary care-relevant.

The Hedth Resources and Services Administration’s
(HRSA) $7.4 million dlocation for primary care re-
search was divided between SPRANS (Specid Projects
of Regiond and National Significance) of the Maternal
and Child Hedlth Program, Family Medicine Grants and
National Research Service Awards in the Bureau of
Health Professions, and five rura hedlth research cen-
ters supported by the Office of Rural Health Policy. The
most specified primary care research investment in the
PHS was made by the Agency for Health Care Policy
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and Research (AHCPR), formerly the Nationa Center
for Health Services Research and Health Care Technol-
ogy Assessment (NCHSR). The agency spent $5.13
million on investigator-initiated research relating to the
practice of primary care. The $3.43 million in Indian
Hedth Service funding was spent on intramura projects
related to health care of Native Americans.

Current and Future Opportunities in Primary
Care Research

This brief analysis provides some tentative insghts
into the nature of Federa funding for primary care re-
search that may be of use to future investigators. While
the NIH support for primary care research could be con-
Sdered tangentia, it is, nonetheless, the richest source
of funding for investigations of clinical matters normal-
ly considered a part of primary care. This observation
emphasizes the importance of exploring, understand-
ing, and using the NIH grants programs.

The AHCPR funding for “targeted” primary care re-
search is significant and growing. The transformation
of NCHSR into the new agency, along with a significant
budget increase in FY 1990, should bring this agency to
the attention of primary care investigators. Moreove,
the medica effectiveness and patient outcomes research
mandate of AHCPR are pragmatically oriented and well
suited to issues traditiondly of interest to primary care
researchers. Mgor studies are dready underway on
clinica entities, common to primary care practice, such
as back pain and prostatism, and others are contem-
plated on issues such as otitis media and sickle cell dis-
ease. The medica effectiveness initiative offers magjor
opportunities for primary care researchers.

This funding analysis indicates that very little support
is currently being provided for primary care researchers
by agencies traditionally concerned with public health



Table 1. Agency totals

N 89

Investments

(millionsl Proiects
Public Health Service
ADAMHA $3.50 19
AHCPR $5.13 37
CDC $0.22 1
HRSA $7.40 53
NIH $15.38 60
IHS $3.43 25
Total $35.06 195
Other Agencies
HCFA $0.33* 31
VA $1.30 12
Total $1.63 43
Grand total $36.69 238

*Dollar figure not available for 27 HCFA projects.
SOURCE: The respective agiencies.

practice. The public health-primary care interface is of
growing interest in the wake of increased concern about
access to care at the State and loca levels and the broad
criticisms of the public hedlth system articulated in the
Ingtitute of Medicine (IOM) report, The Future of Public
Health.’ The Centers for Disease Control (CDC) isa
potential area for expansion of research in the popula
tion-based aspects of primary care. Community ori-
ented primary care (COPC) is an approach to the
delivery of clinica services that combines the popula
tion-based science of epidemiology with the practice of
clinical medicine. It is an ided instrument for undertak-
ing primary care research with a population perspective
on a community level. Various programs within HRSA,
the Indian Hedlth Service, and the CDC have shown an
interest in COPC.
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Summary and Recommendations

In summary, the following concepts might be explored
and implemented in the interest of upgrading the nation-
a approach to research in the area of primary care.

1. An annua short but intensive course in primary
care hedth policy and research methods might be
offered for the purpose of developing a network of
primary care research and policy leaders. This con-
cept has been referred to as the “primary care/epi-
demic intelligence service.”

2. Primary care research networks such as the Ambu-
latory Centennial Practice Network (ACPN) or the
Dartmouth Coop might be expanded and replicated.

3. The “common front” between family medicine,
genera pediatrics, and genera internal medicine
might be nourished and strengthened by an ongoing
set of collaborative activities (conferences, jour-
nals, research projects) that would make use of the
important commonalities between the three disci-
plines.

4. A program of research and educational activities
might be undertaken between primary care re-
searchers and public health researchersin areas
such as prevention and population science.

Primary care research, in dl, stands to be an important
new laboratory for clinicad medicine and health policy
in the United States.
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The Future of Primary Care Research

Robert Graham, M.D.

Introduction

This presentation will focus on three basic points re-
lated to primary care research and explore them from
two perspectives. (1) that of a professiona organization
and (2) that of an individual who has spent some timein
the public sector in Washington dealing with issues that
are somewhat related to research funding.

It will begin with a definition of primary care research,
followed by a discussion of the. new Agency for Hedlth
Care Policy and Research (AHCPR) and its importance
for primary care research. Finally, some ideas and rec-
ommendations will be put on the table regarding what
can be done to “make it al work” by the two distinct
condtituencies represented at this conference-those in-
terested primarily in hedth services research and those
interested principaly in primary care research.

What Is Primary Care Research?

To some hard-line academicians, primary care re-
search is an oxymoron. They say it's soft, it’strivid, it's
complicated, it's not urgent, it's not a center of excel-
lence, and so on. That viewpoint is part of what the field
is up againgt. The fact that each of the presenters on the
first afternoon of the conference felt it was appropriate
to develop a definition of primary care research indi-
cates that the field is redlly at the starting gate in the pro-
cess of building an initiative.

Between the two groups of researchers-the heath ser-
vices researchers and the primary care researchers—
there is a general sense of shared endeavor and shared
priorities, yet, the semantics (the way the two groups
look a the world) are not exactly the same. So, they
keep checking with one another to establish some
ground rules and areas of agreement: “This is what we
think it is. What do you think it is?’

Dr. Graham is Executive Vice President of the American Academy
of Family Physicians.
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Dinner Address

Presently, the field is in a developmental stage; indi-
viduals are coming together to share ideas and experi-
ences in an attempt to formulate a definition of primary
care research. Larry Culpepper (in this volume) cited
Kerr White's 1960-61 article, “The Ecology of Medical
Care"’ Those who have read the article will recall the
hierarchy of “nested boxes,” that is, the box within a box
within a box, and so on. To illustrate how this point ap-
plies to primary care research, assume that in a given
month 750 individuals out of 1,000 report feeling un-
well; 250 of these will see a physician. Thirty-three will
be admitted to a community hospital, and one will go to a
university or to a shared-care center. Those numbers
may have changed somewhat in the amost 30 years
since White's article but probably not al that much.

What is the domain of primary care research in this
scenario? It's every one of those boxes from number
1,000 through number 33. Sometimes this research is
gathered or conducted through research systems, some-
times there are research teams, and sometimes there are
just little bits and pieces of information scattered about.
Whatever the case, this is the domain of the primary care
provider, whether the provider is a family physician,
generd internigt, pediatrician, nurse midwife, or any
one of those who are included in the definition of pro-
vider.

One of the critical elements of this definition of pri-
mary care research is the question, “What is the focus of
the research?’ This includes consideration of the nature
of the community, the context or setting of the patients,
and their individual and group risk factors. The research
must aso take into account the nature of the encounter
between the patient and the professional and the setting
or context in which it takes place.

The single most criticad element of primary care re-
search-that is, what sets it apart from other types of re-
search-is the encounter of an unselected patient with a
provider. Asthey go from one patient encounter to



another, primary care providers can't know what they
are likely to see next. In primary care there is no predic-
tive element that says, “because this kind of patient was
just seen, it follows that this kind of patient will appear
next.”

The next critica element of primary care research is
the assessment of the patient. At this point, a number of
questions must be asked, namely: What data should be
collected? How should the data be assembled and ana-
lyzed? How can a conclusion be reached? Is this patient
acutely ill? Emergent? Nonurgent? The determination
of treatment strategies-choosing intervention, noninter-
vention, support counseling, management of a patient,
and significant other strategies-is clearly a mgor do-
main of primary care. Even in individua cases, the de-
termination of a treatment strategy is not necessarily ex-
clusive to one particular provider. Other primary care
providers are drawn into these encounters, because few
patients exist in a vacuum.

So, the scope, type, and function of the medica prac-
tice are cardina elements of what constitutes the domain
of primary care research. These elements should be in-
cluded in the definition of primary care because they
emphasize what primary care providers have in com-
mon while downplaying their differences.

Interest and Support for Primary Care
Research

One major characteristic shared by al who attended
this conference is an interest in and a commitment to
pursuing primary care research issues, as well as the
conviction that primary care research issues are impor-
tant. In that respect, primary care researchers stand very
much apart from the rest of the medica research com-
plex. The support for primary care research today from
any source is inadequate. Indeed, this type of research
has low priority if it has any priority a dl. The fact that it
has such low levels of support is another important ele-
ment of what it has become. Due to its low priority and
resulting funding inadequacies, there are relatively few
working in this field.

The paltry amount of aid available for primary care
research in this country is a very important part of the
reason that the Nation's hedth care system has some of
the major flaws and problems that it has. As excellent as
the system can be for most of the people much of the
time, it is inadequate. This shortfdl in the health care
system is due, at least in part, to the fact that primary care
researchers have not had an opportunity to investigate
basic medical questions. As a result, the dynamics at
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work in America’s hedlth care system are not fully un-
derstood; more effective ways of reaching and involv-
ing people have not been devised; and ways have not
been found to influence, cure, and support them.

In this country, much of the Federal and private sup-
port for research goes into reductionistic models of re-
search. This direction in research funding has created a
centrifugal force of sorts that has led research enter-
prises into ever more narrow categories. This is not
meant as criticism of the Nationd Institutes of Health
(NIH), nor of the biomedica research model that has
become standard. Rather it is a plea for balance in the
Nation's research efforts. That balance does not exist
today. The NIHs of the world are certainly necessary,
but an NIH-type approach is dso needed for primary
care research, especialy in terms of investment strategy.

The Impact of AHCPR on Primary Care
Research

It could be said that AHCPR is a marriage of the Na
tionad Center for Hedth Services Research and Health
Care Technology Assessment (NCHSR) with the hope-
ful and glorious new crown of “effectiveness research.”
Many at this conference have been in the NCHSR’s con-
stituency and will agree that the Center and its work
were not adequately funded. For years, hedth services
researchers have felt that the Center and its research pro-
grams did not receive enough attention or funding and,
indeed, that the research might have done better if it
were under the NIH or at some other agency.

The movement for effectiveness research, which had
been going on for a number of years, suddenly found an
opportunity to advance as a result of Congress' desire to
insert another cost-control solution into the relative val-
ue scale (RVS) debate. This other solution was to say,
“let’s not just put a rigid limit on what can be spent, let's
understand how to spend wisdly.” So the Congress de-
cided to combine effectiveness research and primary
care research.

There is some room for disagreement with this ap-
proach of categorizing primary care research as a func-
tion of cost control. First, it seems as though primary
care research was added to the legidation in a late draft,
at nearly the last minute. That is not necessarily bad; a
least it is a part of the legidation. Credit is due to those
who made sure it was included: the staff of the commit-
tee that sponsored the legidation and advocates of pri-
mary care research. Credit also goes to the committee
for its perception that embracing primary care research



would alow them to expand on their mgor agenda is-
sue, effectiveness research.

Second, the committee's approach has made AHCPR
into something that is essentially a graft of primary care
research and effectiveness research. Because primary
care research was an afterthought, it will never receive
consideration at the same level of priority or the same
level of interest as other issues. It remains to be seen
where primary care research will come out compared
with effectiveness research in the agency’s efforts.

In the long run, effectiveness research probably will
take greater priority because that's the hot topic. It may
very well be that 10 or 11 months from now, someone
from Congress will pick that bill up and say to the
AHCPR, “dl right, you owe us three guidelines. Do you
have them?’ It is very doubtful that anyone in Congress
is going to pick up the bill and say, “you owe us a pri-
mary care research strategy, do you have it?’ So, thereis
a basis for concern about how the agency will respond
and to what it will respond.

AHCPR: Its Strengths and Weaknesses

What has primary care research gained from the cre-
ation of this agency? As a congtituency group, primary
care researchers must be concerned about AHCPR's
strengths and its weaknesses. If the agency is going to
succeed and the interests of primary care research are
going to be advanced, then the strengths will have to
outweigh the weaknesses. First, the weaknesses.

1. The fact that the agency is new is a weakness. It
hasn't taken form yet. Many will have major expec-
tations of it, yet the agency has no clear track record.
Perhaps too many expectations have been devel-
oped too soon. After al, something can be written
into legidation, it can be published in committee re-
ports, and results can be promised in 8 months. But
if it doesn’t get done in 8 months, who looks bad?
Not the person who wrote the committee report.

2. The second weakness is that this agency will have a
major core of new staff with new responsibilities.
How should those responsihilities be handed out?
How does anyone even know what al those respon-
shilities will be? And, with dl of these new ideas
and new responsihilities, how can it al be donein a
year as the legidation requires? There are many
other questions that must be answered within the
context of a limited budget. For example, hundreds
of new employees must be recruited, but will the
new people dl have appropriate expertise? Prob-

39

ably not. That's a common difficulty, but it doesn’t
necessarily mean a new agency will end up with a
bad staff.

3. A third weskness is that, a least for a period of time,
there will be uncertainty about the leadership of the
new agency. Until a lengthy search process has
been completed, AHCPR's administrator will have
“acting” in front of his name, and that introduces a
bit of uncertainty. Such uncertainty can get in the
way of the agency’s ability to hit the ground running
and accomplish its assigned responsibilities for the
first 12 months.

4. The fina weskness, and perhaps the most important
in terms of the primary care research agenda, is that
our interpretation of the agency’s misson might dif-
fer from Congress interpretation. The wording of
the Congressional charge to this agency, particular-
ly in the area of effectiveness research, indicates
that AHCPR is to undertake directed research and
deliver a specified set of goods to Congress within a
defined period of time. In other words, this is not to
be investigator-initiated research. Yet, the research
mode that will bring forth the finest fruits of Ameri-
can ingenuity and credtivity is investigator-initi-
ated. The Congress has invested heavily in this
agency and it is one of AHCPR’s mgjor congtitu-
ents, the question is, did Congress envision the
agency as working with people like those who at-
tended this conference-that is, people who are inter-
ested in primary care or health services research and
those who are interested in support for develop-
ment of fellowships and faculty?

Now for the agency’s strengths. These are strengths
that can and should be built upon.

1. There are great expectations for this new entity, and
its creation has aroused great enthusiasm and ener-
gy. If this were not true, the agency would not have
had to turn away 150 additiona people who wanted
to attend this conference.

2. The agency represents a source of fresh leadership
and a new perspective on research. Whether the
people are new to the agency, or whether they were
part of NCHSR’s staff, there is now an opportunity
to examine the issues differently and creatively.

3. Congress has given AHCPR the resources to com-
plete at least part of its assigned task. It is debatable
whether the resources will be adequate to the task.



But, there is an indication that achieving a measure
of success during the initid honeymoon period may
give the agency a fighting chance for greater re-
sources down the line.

4. An additiona strength is that this agency has the op-
portunity to act in areas of high visibility, such as pa-
tient outcomes, treatment effectiveness, and clinica
guidelines. These are the “sexy” terms in medicine
today. It is difficult to predict where these terms will
stand 3 years down the road. They may be an inte-
gra part of medical practice, and this may be called
awatershed period. On the other hand, in afew
years these terms may be all but forgotten. But right
now, for many people, patient outcomes and medi-
ca treatment effectiveness are where the action is.
Certainly, this is true for AHCPR.

Creating an Iron Triangle

Finally, what can primary care practitioners, research-
ers and other interested parties do? It is important to
recognize that the current Situation could provide an op-
portunity to form an “iron triangle,” a term heard often
in Washington. An iron triangle is made up of the fol-
lowing: (1) a constituency that is interested in a cause,
(2) an executive agency that has the authority to do
something, and (3) a congressiona advocate. Together,
these three entities form an iron triangle that can pro-
duce money, authority, and product.

Past experience has shown that a Federal hedth care
research entity is generally ineffective unless an exter-
nal congtituency group has provided a major reason for
that entity’s existence. This does not mean that all
successful Federa research agencies were formed as a
result of external congtituencies, dthough many were.
Why is the National Cancer Ingtitute a $2 hillion-plus
program, or why is the Nationa Heart, Lung, and Blood
Ingtitute a $1 billion effort? It is because of their congtit-
uencies and the effective working relationships that
have evolved in their respective iron triangles. It is not
going to be any different for the primary care research
community and AHCPR.

As a congtituency of this agency, the primary care re-
search community must push hard on the opening that
has been provided by Congress for funding primary care

research. Priorities include funds for investigator-initi-
ated research, not just funds for directed research; fel-
lowships, faculty development; and centers of excel-
lence.

Conclusion

In closing, some thought must be given to alternatives
if this new opportunity doesn't work out. It will take a
year or more of “watchful waiting” to see if the promise
embodied in the legidation and AHCPR will bear fruit.
Will there be more grants to departments of family med-
icing, divisons of genera internd medicine, and divi-
sons of ambulatory pediatrics? Will opportunities for
collaboration increase? Will research training and fac-
ulty development be available? Will there be fellow-
ships? These are some of the criteria that will be used to
measure progress in primary care research.

But, it might not happen. There are a variety of poss-
ble scenarios in which this agency might be unable to
live up to its advance billing in terms of primary care
research. If that happens, primary care physicians and
researchers may need to do their own outcome assess-
ments. Another option is to seek legidation to create an
indtitute of primary care research. The congtituency rep-
resented at this conference must find a way to work
through present opportunities or, failing that, to make its
own opportunities to get more Federal support for pri-
mary care research.  Certainly this conference has
shown that advocates from al three disciplines can and
must come together as a committed group to confront
and work through these issues.

Primary care research, its advocates and practitioners,
are gill on the bottom of the totem pole in academic
medicine, and that's bad for everyone: the patients, the
providers, the researchers, and the system. The forma-
tion of this agency may be a very important first step in
addressing the neglect of primary care research. The
agency deserves the support of al those who are inter-
ested in primary care research. Thisisthe first step, it'sa
major step, but there are many more that have to follow.
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FEATURE ARTICLE

The Agency for Health Care Policy and Research:

Relevance for Primary Care Research

J. Jarrett Clinton, M.D.

Introduction

The Agency for Health Care Policy and Research
(AHCPR) was established by the Omnibus Budget Rec-
onciliation Act in December 1989. This legidation
gave the new agency a broad mandate that expands upon
the activities of its predecessor, the National Center for
Hedth Services Research and Health Care Technology
Assessment (NCHSR).

AHCPR’s mission is to enhance the quality, appropri-
ateness, and effectiveness of health care services and to
improve access to those services through a broadly
based scientific research program and through the pro-
motion of improvements in clinica practice.

The agency’s mission is directed toward severa broad
gods:

1. promoting improvements in clinical practice and
patient outcomes through more appropriate and ef-
fective hedlth care services

2. promoting improvements in the financing, organi-
zation, and delivery of hedth care services

3. increasing access to quality care.

AHCPR will continue to support research, demonstra-
tion projects, evaluations, training, and technology
assessments. In addition, AHCPR will continue to pur-
sue a vigorous hedth services research program, includ-
ing primary care research. These are the predominant
activities that were carried out formerly by NCHSR.
New and expanded responshbilities include medica
treatment effectiveness research and clinica guideline
development, the dissemination of information on
heath services and hedth care deivery systems, and
data standardization.
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AHCPR will give specia attention to health care ser-
vicesin rural and frontier areas and aso to the health of
low income groups, minorities, and the elderly. Thisis a
prominent theme in AHCPR's agenda, and the agency is
eager to develop a research and evaluation portfolio that
adequately reflects these priority aress.

A specific section of the new legidlation directs
AHCPR to develop and support a research program on
the outcomes, effectiveness, and appropriateness of
hedth care services and procedures common to Medi-
care beneficiaries.

AHCPR's activities and resources are focused on the
following concerns.

effectiveness, efficiency, and qudity of hedth care
services
outcomes of health care services and procedures

« clinica practice, including primary care and prac-
tice-oriented research

« hedth care technologies, facilities, and equipment
« hedth care codts, productivity, and market forces
« hedth promotion and disease prevention
« hedth datistics and epidemiology

medica liability.
AHCPR’s Niche in the Public Health Service

AHCPR is the eighth, and by far the smallest, agency
of the Public Hedlth Service. The other seven are well
known; they are the Alcohol, Drug Abuse, and Mental
Hedth Administration (ADAMHA); the Nationa Insti-
tutes of Hedth (NIH); the Centers for Disease Control
(CDC); the Health Resources and Services Administra-
tion (HRSA); the Food and Drug Administration
(FDA); the Indian Hedth Service (IHS); and the



Agency for Toxic Substances and Disease Registry.
Representatives from many of these agencies atended
this primary care research conference, indicating strong
Federal interest in issues related to primary care.

What does it mean to be an agency? This status pro-
vides greater opportunity to talk with the leadership of
the Public Health Service about effectiveness and pri-
mary care. Agency status means that AHCPR's Admin-
igtrator is on equal footing with the leadership of the oth-
er seven agencies, making it easier for usto discuss
overlapping responsbilities and also to explore poten-
tia areas for collaboration. Agency status is a definite
asset for AHCPR, but it does bring with it additional ad-
ministrative obligations and issues that we will have to
resolve in the months ahead.

Budget Issues

AHCPR’s budget stems from three sources. First,
there is an appropriation from the Socia Security trust
funds. Second, AHCPR receives funds through budget
authority money. And third, the agency has a source of
money that is a transfer from other components of the
Public Hedlth Service-this is known as 1 percent evau-
aion money.

The overd| appropriation for the Agency grew from
$50.7 million in FY 89 to $98.8 million in FY 90. The
Administration’s request to Congress for the Agency for
FY 91 is $110 million.

Obvioudly, this is a small fraction of the $600 billion
spent each year in America’s health care system. But,
with productive work on the part of researchers and
practitioners in the field and AHCPR dtaff, the picture is
hopeful that AHCPR will have sustained growth.

National Advisory Council

AHCPR receives advice from many groups, the Con-
gress regularly specifies direction; and events like this
conference are convened to provide advice, additional-
ly, about AHCPR' s direction. By virtue of the new legis-
lation, AHCPR will have a National Advisory Council
for Hedlth Care Policy, Research, and Evaluation. This
Council will be composed of 17 members, and it will
make recommendations for research, demonstration
projects, and the review of technology assessments. In
addition, the Council will review AHCPR'S research

agenda on outcomes, procedures, and Services.
Organizational Structure

Four centers and four offices have been established
within AHCPR. The centers arel

42

Center for General Health Services Extramural Re-
search

o Center for General Health Services Intramura Re-
search

o Center for Medical Effectiveness Research
o Center for Research Dissemination and Liaison.

The Center for General Health Services Extramu-
ral Research continues to be the agency’s focal point
for the entire spectrum of investigator-initiated health
services research, including primary care, technology
and quality assessment, cost and financing, AIDS, and
rurdl health. Within this center, AHCPR has established
a Divison of Primary Care to coordinate and administer
the agency’s primary care research portfolio and other
activitiessuch as this conference-related to primary
care.

Hedth care technology assessment is a responsibility
that has been carried forward over the years. The mgjor
components of AHCPR's technology assessment pro-
gram are: identification of needs, establishment of prio-
rities, development and evaluation of criterion method-
ologies and health care technologies, research activities,
and education, training, and technical assistance on the
spectrum of technology assessment. These activities
will continue as a mgjor component of the agency’s ex-
tramura research portfolio.

The Center for General Health Services Intramu-
ral Resear ch includes about 40 health services re-
searchers who work with two very powerful data sets.
The Nationad Medicd Expenditure Survey (NMES)
provides data on the uninsured and poorly insured, as
well as the adequacy of insurance, access issues, and the
rates of hedth care utilization in America. The second
data set is the Hospital Studies Program, in which
AHCPR researchers analyze data from about 60 million
hospital discharge summaries compiled over the last
two decades. This data base will grow rapidly to 100
million summaries in the near future. Using these data,
AHCPR researchers can examine variations in treat-
ment, outcomes, health care utilization, and other re-
lated health care issues.

The Center for Medical Effectiveness Research is
responsible for the extramura research component of
the agency’s medical treatment effectiveness program,
known as MEDTEP. MEDTEP’s mgjor goal isto im-
prove the effectiveness and appropriateness of medica
practice by developing and disseminating scientific in-
formation regarding the effects of presently used hedth
care services and procedures on patients survival,



health status, functional capacity, and quality of life.
Research conducted under this program addresses fun-
damental questions about what difference medica care
makes. Do patients benefit? What treatments work
best? Are health care resources well spent?

MEDTEP research emphasizes evauation of the out-
comes (what resulted) of hedlth care services, rather
than the processes (what was done). The productionrand
documentation of scientific findings through health ser-
vices research, together with active dissemination of
these findings, will lead to more informed clinical deci-
sonmaking and a more effective and efficient health
care system.

MEDTEP projects include multidisciplinary ap-
proaches to address variations in hedth care delivery
and patient outcomes. Outcomes research includes stu-
dies involving both cross-sectiond and longitudina
analyses, prospective and retrospective data collection,
clinical and nonclinical data, and a variety of ap-
proaches that permit demonstrations and evauations of
the relationship between hedth care and its outcomes.
Priorities include research that will benefit a significant
number of people and projects that address high expen-
ditures for hedth care.

The Center for Research Dissemination and Liai-
son is responsible for the agency’s entire research dis-
semination effort, including its linkages with public and
private ingditutions. AHCPR's efforts in this area, which
have been ongoing for some time, are being greatly ex-
panded. The agency is aready working with State legis-
lators, and this group will be broadened to include
county legidators and the business community.

AHCPR has an extraordinary charge to disseminate
the information that grows from the agency’s research,
guiddine development, and overdl research invest-
ments, and we have been directed through the new legis-
lation to promptly publish and disseminate as broadly as
possible our research findings, results, guidelines, and
other materials. Our mailing lists of some 30,000-plus
individuals and ingtitutions enable us to reach our con-
gituents to let them know what the agency is doing, why
it's being done, and what is being found through re-
search. In addition, AHCPR will provide indexing, ab-
dtracting, publishing, and other related services.

AHCPR has recently initiated discussions with the Na
tional Library of Medicine (NLM) to bring health ser-
vices research and technology assessment information
into the MEDLARS system. This is the start of a mgjor
2-year investment that will allow users to access the
MEDLARS system as easily for health services research
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and guideline informationas they do now for biomedi-
ca information.

In addition to these four centers, AHCPR aso has four
offices.

The Office of the Forum for Quality and Effective-
ness in Health Care will arrange for the development,
review, updating, and revison of clinicdly relevant
guidelines for physicians and others in the hedth care
system, including patients. It is to accomplish the same
for standards, measures, and criteria for assessing the
quality of care in America's health care system. As out-
lined in the legidation, three sets of guidelines are to be
produced and submitted to the Congress in January
1991. .AHCPR has been in contact with a number of
groups, specidty societies, and others in the field to
identify work that is well underway in guideline devel-
opment; the goa is to identify efforts that, with further
assistance from AHCPR, can be accelerated into a rea-
sonable set of guidelines that can be ready for use in
1991.

AHCPR has been provided with a broad set of oppor-
tunities to construct these guidelines. It must be pointed
out, however, that the guidelines will not be written by
the Federa Government. They will be written by Amer-
ican clinicians, including primary care providers, for the
American people. AHCPR' s role is to facilitate that pro-
CESS.

The Office of Science and Data Development has
been established to facilitate the development of a con-
sensus and understanding of the commonness and the
variations in the way hedth care data are identified,
counted, and sorted. This is an extraordinary challenge
that will take a decade or more and require a sustained
effort.

In fiscal year 1990, AHCPR will transfer $5 million to
the Health Care Financing Administration (HCFA) for
the establishment of a service center for the data sets that
exist within that agency, since HCFA is not financed to
meet data requirements for outcomes research. The
need is clear for HCFA to develop a data service center
for researchers who want to use those data bases, and
AHCPR has begun to work toward that god this year.
Hopefully, this effort will blossom as our collective ef-
forts begin to form data linkages and move us forward
toward health data that is characterized by commonness
in definitions and “shorthand” codes.

The Office of Hedth Technology Assessment carries
out the department’s review of hedth care technologies
in response to the specific requests of HCFA and
CHAMPUS. AHCPR makes recommendations to Fed-



eral hedth care rembursement programs directed by
HCFA and CHAMPUS with regard to the safety, effica
cy, and cost-effectiveness of specific technologies.
These assessments are carried out by the Office of
Health Technology Assessment within AHCPR.
Office of Planning and Resource Management.

Under this management umbrella are several important
functions, including the Office of Program Develop-
ment. The office focuses on management functions and
budget systems, which must be enhanced considerably
in light of the agency’s new status and anticipated
growth.

Conclusion

The god of this presentation was to provide a brief
overview of the Agency for Health Care Policy and Re-
search and to show the relevance of its legidative man-
date and programs to primary care. Although | have
described AHCPR in an organizational fashion, | do not
want to leave you with the impression that these entities
work in isolation. Even though the agency is comprised
of eight distinct organizationa units, there is agreat deal
of collaboration and interaction among the centers and
offices that make up AHCPR.

Hopefully, this overview has provided sufficient infor-
mation to relate AHCPR's goals and activities to the ses-
sons that comprise this conference (described in this
volume) and the issues that are paramount on the pri-
mary care research agenda. These issues include:

changing provider behavior through physician de-
cison support systems

research with disadvantaged populations and
AHCPR'’s charge from Congress

medical treatment effectivenessin primary care
menta health

e research on community-oriented primary care

e hedth services research and prevention-disease
prevention and health promotion are till prominent
themes in the agency’s programs

e Outcome measurement issues in primary care re-
search

o the effects of financia and organizationa changes—
market forces in general are an important facet of
AHCPR’s program initiatives

e the development of practice based networks, which
need to be expanded in primary care and other
health care systems

e research on primary care and rura heath-this area
presents a specia chalenge for AHCPR, since Con-
gress has given AHCPR a specific charge in this
area.

The recommendations developed during this primary
care research conference* by primary care practitioners
will provide AHCPR with a challenging agenda and a
clearer sense of direction to set the course for the
agency’s primary care research program in the months
and years to come.
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* Recommendations were developed and presented during this
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agenda development process that took place during this conference
and the recommendations which arose from that process will be
published in the near future as a separate volume (available from
AHCPR in late fall 1990).



Changing Physician Behavior

J. Sanford Schwartz, M.D., and Stuart J. Cohen, Ed.D.

Introduction

Medica practice is both difficult and complex. The
volume of information that must be learned and assmi-
lated is huge. Much of the information is characterized
by high levels of uncertainty and rapid change. Applica
tion of this information is complicated by its often con-
tradictory nature and by the conflicting needs and pref-
erences of patients, payors, and different classes of
providers. Thus, there are few absolute indications and
contraindications. Rather, the physician’'s task is char-
acterized by the need to flexibly individualize decisions
within the framework of rather broad guidelines and pa-
rameters.

At the same time that the physician’s task and his or her
environment are becoming ever more complex, the
pressures on the physician are increasing. The ever ris-
ing costs of medical care (now approaching 12% of the
Nation’s gross nationa product); the accelerating devel-
opment, diffusion, and use of medica innovations, and
the increasing recognition of large variations in practice
content that, at present, cannot be adequately explained
by differences in case mix, patient preferences, or health
outcomes have focused atention on developing and im-
plementing interventions to improve physician practice
and patient hedth.

Improvement of physician practice requires an under-
standing of: (1) descriptive decisionmaking (how physi-
cians make decisions), (2) prescriptive decisionmaking
(how physicians should make decisions), and (3) how to
change physician behavior. This paper will review these
three topics and then discuss the implications of current
efforts to improve physician behavior as it impacts on

Dr. Schwartz is Associate Professor of Medicine and Hedth Care
Systems, Robert D. Eilers Associate Professor of Hedth Manage
ment and Health Economics, Senior Scholar in Clinica Epide-
miology, and Executive Director, Leonard Davis Institute of
Hedth Economics, University of Pennsylvania. Dr. Cohen is Di-

rector of Primary Care Research, AMC Cancer Research Center,
Denver, Colorado.
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the quality of care, focusing on how these efforts might
be made more effective and how they can be guided by
further research in these areas.

How Do Physicians Make Decisions?

We literally make thousands of decisions daily, most
with little if any conscious thought or awareness. Y et
these decisions are influenced by a variety of obvious
and subtle factors. It is the combination of these factors
that determine what others have referred to as “practice
style”.2  Understanding physician decisionmakmg
draws on an extensve, multidisciplinary body of re-
search (Table 1).

People suffer from significant limitations in the ability
to process information. Most people are unable to con-
Sder in their short-term memory more than three to
seven alternatives or hypotheses at any one time.3 Much
of the information collected and available for decision-
making purposes cannot be assimilated and interpreted
correctly. We tend to adopt ineffective, limited search
strategies and to inadequately consider aternative hy-
potheses.>

There is excessive reliance on heurigtics (psychologi-
ca shortcuts) to make complex, probabilistic judgments
under conditions characterized by substantial uncertain-
ty. This leads to incorrect and biased decisions, the na-

Table 1. Disciplines contributing to understand-
ing how physicians make decisions

Cognitive psychology
Communications

Diffusion of innovation
Economics

Education and adult learning theory
Management

Marketing and survey research
Medical decisionmaking

Sociology and socid learning theory




ture of which, in many cases, is predictable.® The most
common cognitive errors that lead to biased decisions
include: (1) representativeness, (2) recall and salience,
(3) anchoring and adjustment, and (4) framing. Thus,
physicians are likely to incorrectly estimate the proba
bility of an event if the event is Smilar in appearance to
other conditions and events, if the event is especialy
easy or difficult to recal, if the frame of reference from
which one is starting is incorrect, and by the context in
which the issue is raised This leads to misclassification
and misinterpretation of information.

How Should Physicians Make Decisions?

Prescriptive decision aids are based on the premise that
unbiased methods of decisonmaking can improve upon
human decisions, given the inherent limitations in hu-
man working memory, information processing, and so-
cia behavior. Prescriptive decisonmaking methods
rely on standardized (usualy quantitative) methods to
summarize and synthesize information for the decision-
maker, often identifying the best (or a limited set of opti-
mal) decision options. The objective of these systems is
to provide decisonmakers with unbiased analyses of
problems and decision options, formally integrating a
much wider range of inputs and aternatives than would
be possible for an individua to consider.

The most widely used prescriptive decison aids are
guidelines and algorithms, decision anayses, computer
smulations, and artificia intelligence. These models
usualy are characterized by: formal specification of the
problem; standardized, probabilistic evaluation of a
broad range of information inputs (both objective and
subjective), incorporating the degree of information un-
certainty; and mathematical weighting of information
and probabilities in determining optimal solutions.
Some methods incorporate consistent gpplication of
heurigtics. Artificia intelligence systems often draw on
an extensve interna information base. The best sys-
tems are interactive, permitting the user to modify all
aspects of the model, as deemed appropriate. The Sm-
plest systems are programs that provide automated feed-
back to users (such as prescription ordering systems that
identify drug interactions and laboratory test ordering
systems that suggest interpretation of results and subse-
quent work-up recommendations). While prescriptive
decision support systems have significant potential as
decision aids, their use has been limited thus far to high-
ly selected, rather narrow problem domains.

Changing Physician Behavior

Behavior is a complex phenomenon. Actions are pre-
cipitated by stimuli or cues. These cues are integrated
with existing knowledge through a complex series of
cognitive steps referred to as information processing.
The result is a judgment. In the presence of sufficient
motivating factors, these judgments are transformed
into decisions (intention to act). When the environment
is sufficiently supportive, decisions are transformed
into actions (Figure 1).

According to this model, behavioral change might be
facilitated by improving knowledge, strengthening cues
and stimuli, optimizing information processing, atering
motivations, or modifying the environment. Improving
physician decisions and decisonmaking alone may not
be sufficient to improve physician practices.

Methods to change physician behavior have been clas-
sfied into five categories (Table 2).”# A variety of evi-
dence suggests that efforts to change behavior are likely
to be most successful when severa of these methods are
combined. Most behavior is too resistant to change to be
atered consstently by any one method, except in un-
usua circumstances or with implementation of particu-
larly strong forms of some of these methods. Thus, ef-
forts to alter behavior must address the multiple
complex factors that influence decisons and actions
(Table 3).

Administrative structure. Administretive structure
may influence behavior. Changes in test-ordering forms

Figure 1. Model of factors influencing behavioral
changes
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Table 2. Methods to change physician behavior

Adminigtrative  structure/process
Education
Feedback
Incentives
Regulation

requiring justifications, indications, or just additional
information are a burden, and implementation of re-
quired preprocedure approval to obtain services (labo-
ratory tests, diagnostic services, operative procedures)
have been shown to influence utilization. However, use
of administrative barriers to reduce utilization is limited
by the induced inefficiencies and resistance engendered
among providers. If the administrative barriers are not
carefully targeted they will become too burdensome for
providers and for those responsible for enforcement.
While less well studied, changes in administrative struc-
ture also may increase provision of underutilized ser-
vices, such as recommended screening tests or even rec-
ommended physical exam components. Computer-
generated reminders have been shown to be effective in
increasing the use of desired services. The use of
changes in administrative structure to encourage desired
behavior is underexplored and represents a potentially
fruitful area for investigation.

Education. Education (provison of new informa-
tion), while often necessary, usually is not sufficient to
change behavior. Education lays the basis for recom-
mended actions. Moreover, given the paradigm of
scientific medicine, physicians often require strong evi-
dence before they will even consider changing behavior,
Interventions that rely solely on education and do not
address the complex behavioral, social, and organiza-
tiona factors that influence behavior usually are not

successful in changing behavior, underscoring the
strong influence that these other factors exhibit on be-
havior. However, one should avoid the popular tenden-
cy to dismiss the importance and potential impact of
education when combined with other factors, such as
peer input. Medical practice over the past 20 years has
been characterized by profound changes, most of which
occurred primarily as a result of changes in clinical
knowledge and information. Now there is the need to
put education in perspective and to recognize that cer-
tain aspects of practice, particularly those that lie out-
sde of the classc medicd mode (prevention, cost,
cost-effectiveness), are more resistant to change on the
basis of education aone.

The form and context in which information and inno-
vations are presented are extremely important factors in
influencing behaviora change. Thus, education must
be focused in terms of appropriateness of topic, commu-
nication of the message, receptiveness of the recipient,
and specificity of the message (the two or three primary
points). Reinforcement of the centra message through
repetition and feedback is especialy important. Educa-
tion may be particularly effective when it is related to
past experiences.?

Receptivity to change is influenced by factors that af-
fect motivation-that is, attitudes, habits, perceptions,
and values-as well as by socia and organizationa fac-
tors (patient demand and preferences, institutional
norms). Attitudes and perceptions may overwhelm evi-
dence. Physician attitudes and perceptions may be in-
fluenced by those of patients, other physicians, and pay-
ors, as well as by ingtitutional or societal norms. Habits
are paticularly resistant to change. Environmenta fac-
tors such as regulaion and competition also can affect
motivation for change.

Table 3. Relationships between decision processes and methods to change physician behavior

Decision process

Method to change behavior

Knowledge
Information  processing

Judgment

Motivation
Actions

Education (targeted)

Education (targeted, decision support)
Feedback (reinforcement)

Education (targeted)
Feedback (reinforcement)

Incentives (behavioral, financial, social)

Administrative (structure, process)
Feedback (performance)

Incentives (behavioral, financial, social)
Regulation
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Feedback. Feedback provides an effective mecha
nism to reinforce the message for desired change. Given
the complex set of factors that influence behavior, such
reinforcement often is required to remind the decision-
maker of the desirability, opportunity, or need for
change. Feedback can be provided via impersonal
means (computer profiles or reports) or by persona in-
teraction (peer review groups, committees). Feedback
is most effective in changing behavior when it is pro-
vided in a timely fashion, when provided relative to
peers, and when combined with education and either in-
centives or administrative changes.

Incentives. Incentives are particularly powerful moti-
vators of behavior change. Incentives may be financia
or socid/behaviord and either pogtive (rewards) or
negative (pendties). In generd, postive incentives are
thought to be more effective than negetive incentives.’
However, for a variety of reasons (often politica in na
ture), there has been a reluctance to use positive incen-
tives in medical care. Therefore, most interventions
have used negative incentives. Financia incentives are
among the strongest, most generally accepted, and most
widely used intervention methods because of their ease
of implementation. The impact of the implementation
of Medicare’s Prospective Payment Systems for hospi-
talized patients on physician use of hospitas and the ef-
fects of hedth maintenance organization (HMO) incen-
tives and risk-sharing on physician use of ancillary
services'*-12 represent examples of the power of finan-
cid incentives on physician behavior. Socia and behav-
iord interventions also are powerful motivators of be-
havioral change. Peer pressure (professional
acceptance, respect, and prestige) and appeals to socid
norms (patient expectations, societal duty, mora re-
sponsihility), while more abstract than financia incen-
tives, may be very effective motivators of change.

Regulation. Regulation attempts to ater behavior by
fiat. Itis particularly resisted by professionas, such as
physicians, who highly vaue their specidized knowl-
edge, experience, and expertise and resent the intrusion
on their professional sovereignty. Thus, regulation
tends to be difficult and expensive to implement. It is
often necessary to establish new administrative bodies
to implement and enforce the regulations, which some-
times unintentiondly redtricts the rights and benefits of
the intended beneficiaries of the regulation. Moreover,
over time, regulated groups often gain control over the
regulating body and administrative structure. Thus, at
times, regulation may become counterproductive. Reg-
ulation may be effective in altering behavior, especidly
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when tied to strong incentives that are strictly enforced.
However, it is associated with high hidden economic
and socia costs. Thus, its use is best limited to carefully
selected and targeted areas, where the need justifies the
costs and where strong socia and political consensus
exists.

Models for Changing Physician Behavior

There is a need for a paradigm shift (Table 4) in how we
model and frame the issue of improving provider prac-
tices and, thereby, patient outcomes. Currently, much of
the emphasis on changing physician practices is di-
rected toward improving physician decisonmaking.
This model places the physician at the locus of behavior.
It focuses on knowledge, information processing, judg-
ment, and motivation. Thus, interventions are weighted
toward education, feedback, and incentives (socid and
financial). This model, however, is incomplete. While
knowledge, cues, judgment, and motivation often are
necessary to change behavior, frequently they are not
sufficient.

An dternative model is based on the practice ecology
metaphor. The practice ecology metaphor focuses on
the environment in which the physician practices. It em-
phasizes administrative and organizationa factors to
change that environment, aong with incentives and reg-
ulation. The environment interacts with the physician a
both a micro and a macro level. For example, on amicro
level, most physicians recognize that they should ex-
amine the feet of diabetics who are prone to foot infec-
tions. However, most physicians do not perform such an
exam. Merely having such a patient take off his shoes or
socks when placed in the exam room substantidly in-
creases the likelihood that the physician will examine
the patient’s feet.!3 The patient scheduling practices
employed by HMOs and preauthorization of services
for hospitalized patients used by many insurance com-
panies represent examples of macro environmental po-
licies.

The difference between the two metaphors, while
largely one of emphasis, has substantial implications for
research and policy development and implementation.
The paradigm used alters the nature of the questions

Table 4. The paradigm of changing physician
behavior

M etaphor Locus
Decisionmaking Physician
Practice ecology Environment




asked, how such questions are percelved and framed,
and what resources will be used to address them. While
the practice ecology model recognizes the importance
of physician decisonmaking in improving many phys-
cian practices, it also recognizes the limitations of such a
model for facilitating some changes and emphasizes the
necessity of environmental factors to sustain behaviora
changes, especidly if motivation is lacking or if incen-
tives are mixed or ambiguous.’

Intervention implementation. Even when an indi-
vidud is motivated and interested in changing behavior,
a number of barriers may inhibit such change. These
may be individua (habit, lack of recall) or ingtitutiona
(routine procedure) barriers that require specia initia-
tives to be overcome (reminder systems, ingtitution of
new procedures). Organizational barriers and time pres-
sures are especialy potent and ingdious and require
specia attention if behavior change is to be accom-
plished.

Thus, behavioral change is a function of the manner in
which an intervention designed to change behavior is
implemented, as well as the composition of the interven-
tion. In other words, the medium is as important, if not
more important, than the message. The factors that in-
fluence the effectiveness of interventions to change
physician behavior include (1) communication, (2)
messenger, and (3) setting.

The way in which information is communicated has
sgnificant impact on the potentia effectiveness of in-
terventions to change physician behavior. The likeli-
hood of successfully changing physician behavior is
greatly increased if the physicians who are the target of
the intervention are involved in its design and imple-
mentation.” People learn best when they are actively
engaged in the learning process (“people listen best
when they are talking”). Thus, interventions should be
designed so that there is interactive (face-to-face) com-
munication with learner involvement. Moreover, peo-
ple become committed to the success of an intervention
when they are involved in its development. The tone of
the intervention aso influences its effect. Success is
greatest when information is presented in a collabora
tive, congtructive fashion.

The messenger used to implement the intervention is
an important factor in its success. The messenger should
be aneutral, objective, authoritative, competent, and
credible source. Innovation is facilitated by respected
peers and opinion leaders.’4 Professiona societies, lo-
ca and national opinion leaders, academic faculty, re-
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searchers, and independent, nonprofit ingtitutions are
effective messengers for changing physician behavior.

The success of an intervention will be facilitated by a
Setting that reinforces the message. Such an environ-
ment is characterized by an aura of prestige and an infor-
mal, comfortable, constructive, and collegial tone and
process. Persona interaction and an absence of bureau-
cracy further facilitate success. Especialy important is
the need to be efficient with the time of the target physi-
cians. Interventions are best implemented at the local
level, facilitated by well-known change agents. The
great success of agricultural extension agents in chang-
ing farmers behavior provides a promising mode for
changing physician behavior that warrants further eval-
uation than has been provided to date.

Implications for Improving Quality of Care

Based on research in this area, what can we anticipate
to be the impact of aternative proposed programs de-
signed to change physician behavior? What areas for
future research are likely to be most promising and war-
rant highest priority?

Practice guidelines. Practice-based guiddines have
attracted a great deal of attention recently as a potentia
mechanism for changing physician behavior. Guide-
lines are primarily an educational intervention, attempt-
ing to improve physician practice by reducing uncer-
tainty in controversial areas of practice based on expert
analysis of the best available information. Current pro-
posals focus on guideines developed by professiona
societies, thus drawing on the advantages derived from
professional participation in the process and from the
presence of an authoritative, credible, respected source.

Informationa guidelines used to change physician be-
havior are unlikely to be successful in and of them-
slves. There is little consensus of how guidelines
should be implemented, beyond as an educationa tool.
Although the use of practice guidelines to develop regu-
lations by payors has been widely advocated, it has not
as yet been convincingly demonstrated and it is likely to
be of limited effectiveness. Practice guidelines are most
likely to be successful when they are developed and im-
plemented at the local level. Such guideline-driven reg-
ulation is likely to be mogt effective in those areas where
there is substantial consensus and limited uncertainty
regarding appropriate practices, but where there remain
large deviations from these well accepted norms. How-
ever, to the degree that guidelines focus on the most dif-
ficult aspects of medica care where there is substantial



uncertainty and controversy, they are likely to be less
successful or even counterproductive to the degree to
which they become incorporated into regulation. Medi-
ca practice is difficult in such circumstances, even un-
der the best of conditions. It is unlikely that quality med-
ical care can be practiced by algorithm-driven,
nonphysicians devoid of patient input about their values
and preferences among the risks and benefits involved.
Moreover, regulatory programs, despite their origina
intent to be administered flexibly, often drift into rigid
implementation as a result of the bureaucratic tenden-
cies of regulatory organizations. The frustrations that
often accompany the less-than-anticipated success of
these programs may antagonize the decisonmakers
with whom acollaborative effort is sought. Administra-
tive burdens are increased. Finally, such programs are
expensive to administer and operate and entail risks of
reducing efficiency, reducing qudity of care, and jeop-
ardizing professiona cooperation.’

Practice guidelines may reduce uncertainty through
explicit articulation of professiona consensus, and they
may identify priority areas for clinical, epidemiological,
and health services research. Guidelines may predis-
pose physicians to consider changing their behavior, but
unless coupled with other incentives and interventions,
they are unlikely to effect rapid change in actual prac-
tice.

Physician payment/financial incentives. Financial
incentives have been demongtrated to cause large be-
havioral changes when of sufficient strength and when
coupled with generaly accepted practice and theory.
Perhaps the most striking recent example of this is the
change in practices that occurred subsequent to imple-
mentation of Medicare’'s prospective payment-based
diagnosis related group (DRG). There were large, sus-
tained reductions in hospital length of stay associated
with implementation of the program. The impact of fi-
nancia incentives directed at physicians is less clear.
Managed care systems (HMOs, PPOs) have adopted fi-
nancia incentives for physicians of variable strength,
with limited documentation of their effects. Thus, most
of the efforts in this area are being driven by economic
theory, in the absence, thus far, of convincing empirica
evidence of their impact.

It is likely that financial incentives of sufficient
strength will ater physician behavior, athough the de-
gree to which such changes occur and the pattern of the
changes are not known. Also the impact of such changes
on quality and outcomes of care is unclear. There is the
danger that strong financial incentives might dominate
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practice decisons to the detriment of patient care. Of
particular concern is the potential physician conflict of
interest between what is in his or her financia “best in-
terests” and the hedlth interests of the patient, in which
the patient is protected only by the physician’s vaues of
duty to the patient.!®"!2 Given the subtlety and com-
plexity of most medica decisions, this is of considerable
concern.

Financia incentives are highly political. Opportuni-
ties for their adoption will be increased to the degree that
interest groups are recognized and balanced, to the de-
gree that the rationale for such incentives is consistent
with the medical model (take into account differences in
case mix factors such as disease severity and comorbid-
ity), and to the extent that providers have meaningful
input into the development and implementation of such
programs. Financial incentives may provide an effec-
tive mechanism to improve quaity and the cost-effec-
tiveness of care when combined with practice guide-
lines, if the incentives are not too strong.

Regulation. Regulation, while expensive, intrusive,
and cumbersome, will continue to play an important role
in hedlth care.!>16 The effectiveness of regulation (cer-
tificate-of-need for hospital capital expenditures) has
been demonstrated,'”!¥ athough its impact has not
been as great as was expected, and often it has led to
unintended and undesired effects. ' In part, this is due to
the tendency of the targets of regulation to control the
regulatory process over time, the difficulty and expense
of enforcement at the level of physician decisionmak-
ing, and the ahility of local decisionmakers to find ways
around even the most carefully crafted regulations with-
in their unique local environments.2-?2 The financial
and organizational costs of regulaion have led to wide-
spread dissatisfaction and discontinuation of regulatory
programs, such as certificate-of-need. Regulation of
physician decisonmaking is especialy difficult and
likely to be even less successful and more frustrating
than regulations aimed at organizations and ingtitutions.

Outcome assessment. Another major initiative in-
volves determination of the impact of medical practice
on hedth outcomes. Documentation of large variations
in patterns of care across small and large areas unex-
plained by other factors has highlighted the need to as-
sess the impact of health practices.!? However, varia
tions are a problem that is worthy of interest only to the
degree that the variations indicate misuse of hedth care
resources and reduced levels of outcome. Information
about the relationship between physician practices and



hedth outcomes is only a preliminary step to changing
physician behavior and improving health outcomes.

A broad range of important research issues must be
examined if the knowledge gained through outcome
assessment is to result in improved quaity of care. What
are the most effective methods for presenting this infor-
mation to physicians, other providers, patients, and pay-
ors? How often is this new information used by provid-
ers or patients? How often does such information
identify new problems? How often does it lead to a-
tered management of patients? How often is patient
hedth improved by the induced changes in physician
behavior? What factors influence and determine the
use, impact, and value of such information?

Organizational and adminigtrative structure. Or-
ganizational structures have the potentia to ater physi-
cian practice through their combination of methods to
change physician behavior and are the focus of a great
dedl of interest by those seeking to change physician be-
havior. Organizations, such as HMQOs and other man-
aged care groups, permit financid incentives, educa
tion, participation, guideline development, peer
pressure, and regulation to be applied concurrently and
in an integrated fashion at the level of the practice. Com-
ponents of organizational change, such as utilization re-
view, loca guideline development, and second opinion
programs, have been adopted by many local medica
groups and ingitutions.

There has been considerable growth of new provider
organizations and in the adoption of various administra-
tive components. However, the characteristics that are
associated with adoption of these interventions and the
impact of the interventions on physician practice have
not been well studied. Those studies that have been per-
formed tend to be nonexperimental and do not use
date-of-the-art quasi-experimental and nonexperimen-
tal designs. Adjustment for basdline characteristics, re-
gression to the mean, and case mix (disease severity and
comorbidity) are uncommon.

Research Strategies

Topic sdlection. The potentia issues and practices
available and in need of study to change physician be-
havior far exceed the health services research resources
available. Thus, the limited available research re-
sources should be dlocated to those practices that offer
the greatest potentia to improve the hedth of the public.
The factors to consider in determining the potentia clin-
ical value and policy impact of hedth services research
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include the prevalence of the condition, the costs (direct
and indirect) associated with the condition, the potential
impact for changing practices, the potentia impact on
patient health, and the generalizability of the results;

Generalizability. Most efforts to change physician
behavior have been focused on house staff and teaching
hospitals. Most likely, this focus has occurred because
investigators, who are concentrated at these ingtitutions,
feel more comfortable at and better understand these in-
ditutions and find them to be more receptive to study.
However, the vast mgjority of clinical medicine is prac-
ticed in the genera community, not in teaching hospi-
tals. Thus, the generdizability of the results of interven-
tions to change physician behavior is unknown and,
probably, rather limited. Future studies should be fo-
cused on routine, nonteaching practice settings.

Effectiveness vs. efficacy. Research to change behav-
ior should focus on the effectiveness of interventions
(the impact under average conditions), rather than upon
efficacy (impact under ided or optima conditions).
Performance of studies and interventions in commu-
nity settings represents one aspect of effectiveness vs.
efficacy. Similarly, effectiveness requires intervention
designs that are subject to replication in other settings
and environments.

Practice organization and structure. The impact of
practice organization and structure on physician prac-
tices warrants much greater investigation. The microen-
vironment of practice offers the potentid to ater phys-
cian behavior in an effective, efficient, and acceptable
fashion. This will require a better understanding of the
impact of adminigtrative structure, nonphysician inhab-
itants, local resources, and local barriers on physician
behavior. A related area of study deas with intermedi-
ary organizations, those groups that are interposed be-
tween physicians and either patients or payors. Such
organizations appear to be growing rapidly and have not
even been adequately described. Very little is known
about their roles in medical practice and their impact on
physician behavior.

Impact vs. mechanism studies. Interventions to
change physician behavior and practice can focus either
on the impact of the intervention (Does it work?) or on
the mechanism of the intervention (Why does it work?).
While mechanism studies often are more attractive in-
tellectually, the current limited state-of-the-art and the
difficulty in changing physician behavior argue for a fo-
cus on impact studies until effective methods to change
physician behavior are identified, developed, and im-
plemented.



Funding Sources

There are many needs and opportunities for research
into changing physician behavior, and there are signifi-
cant research resources available. The Agency for
Hedlth Care Policy and Research (AHCPR) has funds to
support both basic and applied research in changing
physician behavior. The new Patient Outcome Research
Teams (PORTSs) have, as a mgor objective, study of
mechanisms of changing physician behavior and devel-
opment, implementation, and evaluation of effective
programs to change physician behavior to improve the
outcomes of care. Health services research funds from
the AHCPR and funds from the National Science Foun-
dation (NSF) support research to improve understand-
ing of how physcians actualy make decisons and the
nature of the factors that influence such decisions, a-
though the commitment to funding research in these
areasisnot as strong as that for outcomes research.
AHCPR, aong with the Nationa Library of Medicine,
funds research on the development of improved pre-
scriptive decisionmaking and decision support systems.
The Nationa Institutes of Health (NIH) fund similar re-
search in the disease aress related to individual insti-
tutes. Nonprofit health care foundations likewise fund
demonstration programs in selected areas, through
which such research can be conducted.

Summary

There is a consensus that the current hedth care system
suffers from problems related to cost, quality, and sub-
optimal practice patterns that have been resistant to
change. Given the central role of the physician in the
medical care system, fundamental changesin these
areas of medical practice will require substantial
changes in physician behavior. This is a complex and
difficult task under any circumstances, made even more
complicated and difficult by the need to ensure that such
changes idedlly result in improved medica care and
health outcomes (or, a a minimum, do not jeopardize
patient hedlth in the long or short run).

A great ded is known about the eements required to
change physician behavior. However, many of these
principles often are ignored, while quicker, easier fixes
are sought (usualy with disappointing results). As we
enter an age in which substantially more information
will be available regarding the outcomes of medica
practices, there is an urgent need to learn how to change
physician behavior more effectively and efficiently.
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To facilitate changing physician behavior, there must
be a paradigm shift from a focus on the physician to a
focus on the environment in which medical care is deliv-
ered. While behavior change may occur without con-
current environmental change, such environmental
change often is required to reinforce the behavior
change and to make it permanent.

Research on changing physician behavior is complex,
and the issues are multifaceted. As such, amultidiscipli-
nary approach is required to develop and implement ef-
fective interventions. The state-of-the-art of changing
physician behavior is such that research should be im-
pact-oriented (what works) rather than mechanism ori-
ented (why it works). If the goal of such research isto
change the behavior of practicing physicians, the re-
search must be generalizable to these physicians.

There are many needs and opportunities for research
into changing physician behavior. Fortunately, signifi-
cant research resources are available to support this
work.
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Policy Research with a Disadvantaged Population

Lawrence Miike, M.D., JD.

Introduction

What makes a particular population disadvantaged,
and why are minorities disadvantaged? With regard to
hedth, the term “disadvantaged” is characterized by
health deficiencies, which may be defined broadly or
within a particular context.

Within the Federal Department of Health and Human
Services, two offices have been principa contributors to
the definition of “disadvantaged populations.” These
are the Office of Minority Hedth and the Divison of
Disadvantaged Assistance within the Bureau of Hedlth
Professions, Hedth Resources and Services Adminis-
tration. These Federal entities have defined disadvan-
taged populations as “those disadvantaged by race/eth-
nicity, socioeconomic status, or gender.“*  |n the
programmatic context, there are such programs as the
National Cancer Ingtitute’'s Specia Populations Studies
Section, whose efforts are focused on populations at
high risk for cancer-namely, blacks, Hispanics, Native
Americans (Alaska Natives, American Indians, Native
Hawaiians), Asan Americans, the aging, blue-collar
groups, and low-income groups.*

These definitions show that, although the “disadvan-
taged” label is wide-ranging, grouping on an ethnic ba
ss predominates. The increased hedlth risks of minori-
ties result from a combination of their socioeconomic
status and incompatibilities between their cultures and
mainstream health care. There are financia barriers to
receiving care and cultura barriers to using the care for
which disadvantaged persons are eligible or entitled.

Socioeconomic and cultura/ethnicity factors are usu-
aly intertwined. The basic factors underlying the “dis-
advantaged populations’ label are usually economic
and socia. Ethnic groups that are at an economic and
Dr. Miike is Professor of Medical Policy at the John A. Burns

School of Medicine, University of Hawaii, and Executive Director
of Papa Ola Lokahi.
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socia disadvantage often have the additional factor of
cultural barriers and conflicts that contribute to their rel-
ative disadvantage. A common finding among certain
ethnic groups is low income and its sequelae, which re-
duce access to hedth services and may contribute to less
concern over behaviors that are risky to health. Low use
of health services may also be partly a result of cultura
influences that are ethnicity-based, such as suspicion of
or incompatibility with mainstream hedlth services, or,
the cultura factor may be primarily socioeconomic
rather than ethnic, such as a “blue collar” culture.

While each disadvantaged population is certainly
unique, they aso share common characteristics. For ex-
ample, poor health manifestsitself in similar ways
among all disadvantaged populations. Commonly, they
suffer the same mgjor diseases as the general population,
but more severely, because of poor access to and utiliza-
tion of hedth care.

Similarly, common hedlth care policy and research is-
sues are found among all disadvantaged populations.
By examining a specific disadvantaged population in
some detail, policy and research issues clearly emerge
that are also found when other disadvantaged popula-
tions are examined. This discussion will focus on the
Native Hawaiian population residing in Hawaii. In the
interests of brevity, commonalities between the health
problems of Hawaiians and those of other disadvan-
taged populations will not be explored. However, these
commonalities do exist, and they will emerge whenever
disadvantaged populations are studied.

Health Care Policy and Research Issues

The following policy and research issues are of partic-
ular concern with regard to disadvantaged populations.
This list is not exhaustive; instead, it puts forth a variety
of issues that will be discussed from the perspective of
hedlth care for Native Hawaiians.



1. Data limitations

2. Methods for developing organizational capacity at
the local level to plan for and provide services

3. The community’s role in and concern about re-
search conducted in the community

4. Effectiveness of alternative methods of treatment
(including traditiona versus Western methods) for
selected  conditions

5. Effects of legidative and administrative environ-
ments on programs that attempt to implement hedlth
care policies

6. Health services provided in nonmedica settings

7. Effectiveness and cost-effectiveness of hedth pro-
motion and disease prevention programs

The Health Status of Native Hawaiians

Native Hawaiians, or persons of Hawaiian ancestry
(Hawaiians and part-Hawaiians), presently comprise
approximately 20 percent of the resdents of the State of
Hawaii (Fig. 1). Native Hawaiians are also the fast-
est-growing ethnic group in Hawaii because of a high
rate of intermarriage between Native and non-Native
Hawaiians (al offspring from such unions are part-Ha
waiian and thus Native Hawaiian). While the part-Ha-
waiian population is young and growing rapidly, the Ha-
waiian population is old and rapidly diminishing. In
1986, there were less than 700 Hawaiians 18 years of
age or younger compared with nearly 93,000 part-Ha-
walians in the same age group; Hawaiians comprise less
than 4 percent of the total Native Hawaiian population
residing in Hawaii, as shown in Table 1.

In the State of Hawaii, Native Hawaiians as a group are
overrepresented in the lower income categories and un-
derrepresented in the upper income categories. Figure 2
reveds that in 1986 Native Hawaiians comprised 36.4
percent of families with yearly gross incomes under
$10,000, but only 14.4 percent of Native Hawaiian fam-
ilies were in the over-$40,000 bracket.

56

Figure 1. State of Hawaii, 1986; ethnic percent-
age distribution
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SOURCE: State Department of Health, Health Surveillance
Program

On an age-adjusted basis, Native Hawaiians have a
mortality rate that is 34 percent higher than that of the
United States as a whole (Table 2). Because of the over-
whelming number of part-Hawaiians compared with
Hawaiians, the Native Hawaiian mortality rate largely
reflects the part-Hawaiian population. Indeed, if mor-
tality rates were calculated separately for the Hawaiian
and part-Hawaiian populations, Hawaiians would have
an overall mortality rate that is 146 percent higher that
the US mortality rate, while the part-Hawaiians' mortal-
ity rate would be 17 percent higher. Relative to each
other, Hawaiians have an overdl age-adjusted mortality
rate more than 100 percent higher than part-Hawaiians
(Table 3).

There is much evidence that this high mortdity rate
can be reduced substantialy. For example, Native Ha-
waiians have cancer incidence rates comparable with
whites in Hawaii (i.e., 380.4 per 100,000 among whites
and 387.02 per 100,000 among Native Hawaiians, a 2%
difference). However, mortality rates from cancer
among Native Hawaiians are 211.73 per 100,000, com-
pared with a white mortality rate of 165.4 per 100,000-a
difference of 28 percent (Fig. 3). Certainly a plausible
hypothesis would be that this difference in mortdity is
due to late diagnosis and/or inadequate treatment.

Like other ethnic groups (such as other Native Ameri-
cans, blacks, and Hispanics), Native Hawaiians have
high prevalence rates for diabetes.* For this disease,
there is little difference between Hawaiians and part-



Table 1. Age frequency distribution: 1986 Native Hawaiians vs.other ethnic groups

Total Pure Part Other ethnic

Age groups Hawaiians Hawaiians Hawaiians groups
Total 204,7 16 7,892 196,824 827,738

o- 9 48,422 202 48,220 120,185
10-18 45,160 450 44,710 114,731
19-24 24,742 817 23,925 83,702
25-34 32,154 1,260 30,894 163,265
35-44 20,283 1,235 19,048 102,700
45 - 54 17,536 1,629 15,907 84,793
55 - 64 9,748 1,021 8,727 83,280
65 + 6,671 1,278 5,393 75,082

SOURCE: Analysis based on data tapes provided by the Health Surveillance Program, Hawaii Department of Health,

November 1989

Table 2. Native Hawaiians, both sexes: Leading causes of death and comparison with all races in the
United States

Rank

Cause of death

No. of Deaths

Age-adjusted death rate

Hawallan us. Ratio
All causes 888 739.2 552.2 134
1 Diseases of the heart 297 273.0 189.7 144
2. Malignant neoplasms 204 1839 1326 1.39
3. Accidents & adverse effects 55 33.0 36.0 0.92
4 Cerebrovascular disease 50 46.1 35.1 131
5. Diabetes Méellitus 32 29.0 9.8 2.96
6. Certain conditions originating in the
perinatal period 28 8.9 85 1.05
7. Pneumonia& influenza 21 18.1 11.4 1.59
8 Congenital anomalies 17 6.1 5.6 1.09
Suicide 17 9.4 115 0.82
10. Other diseases of arteries, arterioles,
and capillaries 1 9.6 53 1.81
11. All other infectious and parasitic
diseases 10 8.3 1.6 5.19
12. Homicide and legal intervention 10 6.3 9.2 0.68
13. Chronic liver disease and cirrhosis 9 7.7 10.4 0.74
14, Chronic obstructive pulmonary disease
and alied conditions 8 6.5 16.8 0.39
15. lale%?]rsg stil g nephrotic syndrome, and 5 o 16 120
All other conditions 113 87.8 64.5 1.36

Note: By age-adjusted deaths per 100,000 population, 1980-1985 (yearly average).

SOURCE: United States Congress, Office of Technology Assessement, “Current Health Status and Population Projections of Native Ha-

waiians Living in Hawaii” (Staff Paper), Washington; April 1987.
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Figure 2. State of Hawaii, 1986; family gross income per year
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Figure 3. Rates for all cancers per 100,000 persons
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Hawaiians (Fig. 4), and nearly al of the diabetes among
Native Hawaiians is noninsulin-dependent diabetes
mellitus (NIDDM), or Type II diabetes (Fig. 5). Thus,
the most important risk factors for the high diabetes rate
among Native Hawaiian and other ethnic groups are
probably external and not genetic (e.g., obesity and oth-
er lifestylelenvironmenta factors).

In fact, Native Hawaiians lead al other ethnic groups
in Hawaii in six of eight selected behavioral risk fac-
tors-seatbelt nonuse, obesity (an astounding 41.9% of
Native Hawalians consder themsdves overweight,
compared with a Statewide average of only 18.1%),
smoking, acute drinking, heavy drinking, and drinking
and driving. Native Hawaiians are second to the Japa-
nese in hypertension, and below average only for seden-
tary lifestyle (Fig. 6).

The Native Hawaiian Health Care Act of 1988

Under Public Law 100-579, the Native Hawaiian
Hedlth Care Act of 1988, up to nine Native Hawaiian
hedlth care systems have been authorized: two on the
idand of Kaua that aso will serve Niihau; two on Oahu;
one on Molokai that also will serve Lanai; two on Maui;
and two on Hawaii.

Figure 4. Age-adjusted prevalence of diabetes;
State of Hawaii, 1986
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Figure 5. Prevalence of diabetes by age groups;
State of Hawaii, 1986
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In essence, the Act provides for the establishment of
supplemental health services in primary care, hedth
promotion, and disease prevention. Each system will be
governed by the Native Hawaiian community, with sub-
dantial participation by health practitioners of Native
Hawaiian ancestry, including traditiond healers. The
legidation stipulates that the following services must be
provided:

e outreach efforts to inform Native Hawaiians of the
availability of heath services

+ educdion in health promotion and disease preven-
tion among Native Hawaiians by Native Hawaiian
health care practitioners (whenever possible), com-
munity outreach workers, counselors, and cultura
educators

s sarvices of physicians, physicians assistants, or
nurse practitioners

e prevention and control of diabetes, high blood pres-
sure, and otitis media

o prenata and infant care

e improvement in nutrition.



In addition, the following services may be provided:

+ other services within the meaning of the terms
“health promotion,” “disease prevention,” and “pri-
mary health services,” as defined in the Act

« provison of hedth care services by traditiona Na
tive Hawaiian healers

identification, treatment, control, and reduction of
the incidence of preventable illnesses and condi-
tions endemic to Native Hawaiians.

+ collection of data related to prevention of diseases
and illnesses among Native Hawaiians.

During the first year (fiscal year 1990), planning for
these hedlth care systems will take place through Papa
OlaLokahi, a new organization created by the Act. This
organization also has the responsibility to develop an
overall Native Hawaiian master plan and provide policy
guidance and technica assistance once the hedth care
systems are established. Pap Ola Lokahi (literally
meaning “board of hedth in unity”) consists of:

1. Alu Like, Incorporated, a private nonprofit Native
Hawalian service and training organization

2. E OlaMau, aprivate, nonprofit organization of
health professionals of Native Hawaiian ancestry

3. the Office of Hawalian Hedlth of the State Depart-
ment of Hedth

4. the Office of Hawaiian Affairs of the State of Ha-
waii
5. the University of Hawali.

Following the planning year, community-based Na-
tive Hawaiian organizations will apply to the Federa
Department of Hedlth and Human Services (DHHS) for
service delivery funding. Papa Ola Lokahi must recog-
nize and certify the organizations as having the capacity
to provide the services, and DHHS will make its funding
decisions in consultation with Papa Ola Lokahi. Figure
7 summarizes the relationships between DHHS, Papa
OlaLokahi, and the community-based Native Hawaiian
service delivery organizations, authorization levels, and
actua fiscal year 1990 appropriations.

Data Issues

Underlying the population and health statistics sum-
marized above are specific assumptions on who com-
prises the Native Hawaiian population and which one of
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two quite different population estimates should be used.
For the purposes of this anaysis, “Native Hawaiians’
will be persons with any degree of Hawaiian ancestry on
a sef-identified basis. (The degree of Hawaiian blood
quantum that a person of Hawaiian ancestry has is im-
portant in the State of Hawaii for the purpose of deter-
mining eigibility for benefits derived from Hawaiian
Homelands, where a person must have at least 50% Ha
waiian blood quantum to qualify. Blood quantum is also
an issue among many American Indian tribes insofar as
tribal membership is concerned.)

Self-identification on the basis of any degree of eth-
nic-specific ancestry is also the method of identifying
and quantifying other ethnic groups. But, questions
about the validity of data sources arising from self-iden-
tification may not be as apparent with other ethnic
groups as they are in the Native Hawaiian population.

Prior to the 1970 Census, there were separate reporting
categories for Hawaiians and part-Hawaiians. Begin-
ning with the 1980 Census, the “short form” filled out by
al persons asked only that the subject select the ethnic
group that best described him or her. The “long form”
asked some persons additional questions about their an-
cestry. In the 1980 Census, an estimated 118,25 1 per-
sons identified themselves as Hawaiians, and an esti-
mated 136,341 persons answered that they had some
degree of Hawaiian ancestry.

In contrast, the Hedlth Surveillance Program (HSP)
conducted annualy through Hawaii’s Departnient of
Hedth on 2 percent of households in the State, estimated
that there were 175,909 persons of Hawaiian ancestry
resding in Hawaii in 1980 and that more than 90 percent
of these were part-Hawaiian.3 In the HSP, respondents
are asked to identify the race or combination of races of
their father and mother. Respondents are placed in one
of eight possible ethnic categories as derived from their
fathers and mothers ethnicity: 1) Caucasian, 2) Japa-
nese, 3) Filipino, 4) Chinese,, 5) pure Hawaiian, 6) other
pure unknown, 7) mixed: part-Hawaiian, and 8) mixed:
non-Hawaiian and others. Anyone who is of mixed an-
cestry that includes “Hawaiian” is placed in the “mixed:
part-Hawaiian” category.

During the period 1980 to 1985, the HSP estimated
that an annua average of 184,841 Native Hawaiians
lived in Hawaii, 8,134 Hawaiians and 176,707 part-Ha-
waiians.3 The difference between HSP' s 8,134 Ha-
waiians and the Census Bureau's 118,25 1 persons who
best identified with the “Hawaiian” category reflects the
fact that the HSP's estimate was blood quantum-derived



(persons with both parents identified as “Hawaiian”
only), while the Census estimate was of those persons
who considered themselves Hawaiian, probably
through cultura affinity as well as through their degree
of Hawaiian blood quantum. For example, in a
mid- 1980s survey conducted by the State Office of Ha
walian Affairs, even though more than 95 percent of Na-
tive Hawaiians were part-Hawaiian and less than 40 per-
cent of Native Hawaiians had 50 percent or more
Hawaiian blood quantum, 69 percent believed they had
aHawaiian lifestyle.

Determining how many Native Hawaiians reside in
Hawaii and selecting data sources are crucial issues in
providing supportive information for the Native Ha
waiian Health Care Act of 1988. The HSP estimates
were used because they could be checked for consst-
ency through the yearly surveys, and they seemed more
religble than the Census estimates. Another consider-
aion was that use of the HSP would result in sgnificant-
ly lower morbidity and mortality rates for Native Ha-
walians, because the estimate chosen would provide the
denominator for calculating rates, and the HSP estimate
was significantly larger than the Census estimates.

Thus, the resulting estimates of hedth status might be an
understatement of the health problems of Native Ha-
waiians, but they could not be criticized for advocating
specia treatment for Native Hawaiians by overstating
their hedlth problems.

Another limitation of even the HSP data is that Native
Hawaiians are subcategorized into Hawaiians and
part-Hawaiians. This places statistical limitations on
some of the data analyses. For example, the Hawaiian
mortality rates reflected in Table 3 are based on an annu-
al average of only 2 13 total deaths among the Hawaiian
population (total deaths among the part-Hawaiian popu-
lation was an annua average of 673). “Hawaiian” could
be acting as a proxy for poor access to medical services
due to culturd barriers, low income, living in rural aress,
and so forth, as well as the possibility that there could be
a genetic aspect to the difference in health status be-
tween Hawaiians and part-Hawaiians. On the other
hand, the part-Hawaiian population is a very diverse
group, many of whom would be indistinguishable from
non-Native Hawaiians socially, economically, and even
culturally. Collective analyses of Native Hawaiians
would reflect the characteristics of the part-Hawaiian

Table 3. Comparison of age-adjusted yearly average death rates per 100,000 population for
Hawaiians and part-Hawaiians (both sexes) by selected leading causes of death, 1980-1985

Age-adjusted death rate

Causes of death Hawaiian Part-Hawaiian Ratio
All causes 1,357.5 645.2 2.10
Diseases of the heart 525.1 230.1 2.28
Malignant neoplasms 299.1 162.8 184
Diabetes mellitus 67.4 26.6 2.53
Cerebrovascular disease 86.1 38.3 2.25
Other diseases of arteries, arterioles, and capillaries 12.1 9.2 132
Nephritis, nephrotic syndrome, and nehprosis 10.2 4.4 2.32
Accidents and adverse effects 76.8 30.1 2.55
Suicide 118 9.1 1.30
Homicide and legal intervention 19.4 5.6 3.46
Pneumonia and influenza 35.6 147 2.42
All other infectious and parasitic diseases 15.0 7.9 1.90
Chronic obstructive pulmonary diseases and alied conditions 15.4 54 2.85
Chronic liver disease and cirrhosis 79 7.9 1.00

SOURCE: United States Congress, Office of Technology Assessment, “Current Health Status and Population Projections of Native Ha-

waiians Living in Hawaii” (staff paper): Washington: April 1987.

61



population, so whether or not it is dtatisticaly valid,
there are sufficient reasons for providing collective
andyses of Native Hawaiians and separate analyses of
Hawaiians and part-Hawaiians.

For policymaking purposes, such as the Native Ha
waiian Health Care Act of 1988, this level of analysisis
sufficient. For program implementation and effective-
ness, the challenge will be to identify and address those
within the broad category of “Native Hawaiian” who are
most in need.

Developing the Community’s Organizational
Capacities

Not surprisingly, local communities resent centrally
directed programs. Under the Hawaiian Health Care
Act, each of the hedth care systems to be established
will be governed and administered by local Native Ha-
waiian organizaions. In the planning stages, this trans-
lates into dual objectives. (1) developing the organiza-
tional capacity a the loca level to plan for and provide
services, while smultaneoudy (2) planning for such
services through these local organizations. Each idand
differs in the extent to which its Native Hawaiians are
dready organized, and that issue must be confronted.
However, loca and idand-specific efforts must dso
proceed within a larger Statewide system. So there must
be a substantia degree of local and idand autonomy in
determining the extent and configuration of services to
be provided, but these individua efforts must somehow
comprise a Statewide system that contributes to the
sense of community among the State’s Native Ha-
walians.

These empowerment, organizational, and capac-
ity-building objectives are somewhat akin to two hedlth
services research issues:

1. building the capacity in a disadvantaged population
to determine and provide appropriate health ser-
vices to its community

2. making more effective use of existing resources, es-
pecidly in rurd areas, where there is a relative lack
of services and where systems-building and coordi-
nation are especidly crucial.

These are difficult concepts to convey in this brief
analysis, but the gist of the issues will become more ap-
parent in the following section.
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The Community’s Role in Research Activities

In February 1990, Papa Ola Lokahi sponsored a mest-
ing of researchers interested in Native Hawaiian issues.
During the meeting, the community’s role in and con-
cerns about research conducted in Native Hawaiian
communities were addressed by a panel of Native Ha
waian community leaders and organizers* Discus-
sions focused on the following areas. governance of the
research project, project design, benefits to the commu-
nity, ownership or control of information generated by
the research, followup activities, and implications for
the agencies funding the research. The following mes-
sage emerged from the meeting. Communities want to
participate in al phases of the project, from initia con-
ceptualization to completion and followup, and they
want to do more than provide advice, they want to share
in the governance of the project. This is embodied in
community representation on the governing board of the
project, not just on a community advisory board.

Researchers should not assume that Native Hawaiians
are not capable of understanding the underlying science
and the research methods. The grant application and
research methods must also be acceptable to the com-
munity. This means that researchers must alocate more
time than they are accustomed to in initiating, planning,
and putting the grant application together.

Research proposals most acceptable to the community
are those with direct and immediate benefits to the com-
munity. What these benefits actualy consist of is deter-
mined on a project-by-project basis. What is most im-
portant is that the Native Hawaiian community be
involved in identifying what the benefits are in the re-
search proposal. Benefits can include direct services to
individua members of the community as part of the
project design, or they can be more broadly defined,
such as assisting in the training of Native Hawaiians so
that more Native Hawaiians are available to serve Na-
tive Hawaiians.

Information generated in the community should be un-
der the control of or at least available for reasonable use
by the community. The various aspects of this issue in-
clude: 1) who keeps or has copies of the data, 2) reason-
able and limited access to data before research results
are published, and 3) confidentiality concerns. Finaly,
researchers need to identify the purpose of the research
and specify the followup activities that will take place
within the community.

Table 4 is the unedited, origina attempt by the Waia-
nae Digtrict Comprehensive Health and Hospital Board,
Inc., the governing body of the Waianae Coast Compre-



hensive Hedlth Center (WCCHC), to develop criteria
for a proposed cancer research project at the WCCHC
by the Cancer Research Center of Hawaii. The goals
and objectives expressed here reflect the goas and ob-
jectives of minority initiatives in the agenda of research
programs in general, including that of the Agency for
Hedlth Care Policy and Research (AHCPR )-for exam-
ple, to be culturaly sendtive, provide appropriate ser-
vices through community input, and increase the capac-
ity and numbers of ethnic researchers.

Effectiveness of Alternative Methods of
Treatment

Inclusion of the services of traditional healers in the
forthcoming Native Hawaiian hedth care systems has
generated interest in many Native Hawaiian communi-
ties. Many traditional healers have kept a low profile
while continuing to serve Native Hawaiians, but there
are now initial efforts by traditional healers to develop
voluntary guidelines/standards on what such practices
condst of and who is capable of providing such services.
Difficult issues as yet unaddressed and unresolved in-
clude validation of these practices and the exact role of
traditional healers in the Native Hawaiian hedth care
systems, such as types of diseases and conditions they
may treat, either as an alternative to or in conjunction
with Western medical care.

It would be amistake to focus solely on the validity and
appropriateness of traditional healing practices. It is
aso important to learn about the validity and appropri-
ateness of specific Western-based approaches to se-
lected conditions and diseases. Traditional healing
practices and the respect many Native Hawaiians have
for these healers may provide an avenue to substantially
address the high-risk behaviors that threaten the hedth
of many Native Hawaiians (see Fig. 6).

The Legislative and Administrative
Environment

Even the most well-thought-out policies will fail if the
environments in which they are implemented and have
to operate are not supportive. These are difficult times
for new domestic initiatives. Getting over the legida
tive hurdle is difficult enough; additiond difficulties
await in the form of year-by-year appropriations and
reauthorizations of legidation, which are typically au-
thorized for 3-year periods.
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Figure 6. Selected behavioral risk factors;
morbidity and mortality
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Source: State Department of Health, Health Promotion
and Education Office, Telephone Survey, 1987

Furthermore, the time alocated for program imple-
mentation also leads to difficult Stuations. For exam-
ple, with the Native Hawaiian Health Care Act, organi-
zational activities and operational planning for the
sarvice delivery systems are supposed to be accom-
plished, starting from scratch, within the firgt fiscal year.
On the other hand, if it takes a little longer, the Native
Hawaiian communities will become increasingly dis-
satisfied with promises unfulfilled. (For example, the
Act was enacted in October 1988, too late to provide
appropriations for fiscal year 1989, which began in Oc-
tober 1988. Thus, questions have been asked as to why
this initiative is ill in the early stages of planning, more
than a year after the Act was passed.)

Figure 7 shows that appropriations for fisca year 1990
were at minimal levels, and that, 7 months into the fiscal
year, no Federa funding had been received. Simply
stated, how is it possible to plan rationaly for new sys-
tems of health services when there is no reliable indica-
tion as to what the yearly budgets will be or even wheth-
er the authorizing legidation for the program will be
renewed after the fiscal year? This observation is made,
not out of a belief that the Situation can be changed, but
as a reminder to policymakers and health services re-



Figure 7. Appropriations for Native Hawaiian Health Care Systems

Fiscal year 1990:

DHHS
Papa Ola Lokahi
Develop master plan Plan for (up to 9) service systems
Fiscal year 19914+:
DHHS
Papa Ola Lokahi »
Implement, Trining Research
coordinate,
& update
the master plan
Kauai/Niithau Oahu Maui Molokai/ Lanai Hawaii
2 ) 2 (1) 2)

Planning: FY 1990 FY 1991 FY 1992
Authorized: $1.6 million none none
Appropriated: $700,000 * (actual is $684,000)

Papa Ola Lokahi: N » -
Authorized: $1 million $1 million $1 million
Appropriated: $100,0000**

Services:
Authorized: none $5 million $10 million

. Actual is $684,000.
*+actual is $98,000; State provided $200,000 as of July 1, 1989.
Note: FY ‘90 appropriation not available until at least May 1990.




Table 4. Waianae Cancer Research Project, 1986-1987: Goals and objectives (Draft)

The Wainae Cancer Research Project will:

o=

ol

A S

11,
12.

13.

14.

15.

16.

Be senditive to the culture of the study participants.
Provide direct and immediate benefits to the study participants and the community as a whole.
Educate community leaders and residents about the high cancer rates among Native Hawaiians (causes and prevention).

Organize and empower community leaders and residents to identify and communicate their health concerns and to generate
appropriate communicate their health concerns and to cancer prevention and control.

Organize community advisory committee to advise and assist the WCCHC and the cancer research center with planning and
implementing the project.

Involve Native Hawaiians in the planning and implementation of the research project.
Create a sense of ownership of the research by the community.
Review and revise instruments, protocols and procedures a the community level.

Provide job training opportunities and experience to community residents, especialy young Hawaiians; ask the Center to
cooperate in summer job placements for youth so they can learn first hand about cancer research and health careers.

. Involve participants in the project, not only as “subjects,” but also by offering health education sessions to any clubs or church

groups they may belong to and possibly involving participants in conducting the research.
Generate useful, meaningful data concerning the possible causes of the high cancer rates among Hawaiians.

Develop a draft grant proposal for submission to the Nationa Cancer Institute for cancer prevention; the proposal will reflect
the ideas and experiences of a cross-section of Waianae coast residents.

Establish a cooperative working relationship between the Waianae community and cancer researchers as a basis for future
research. :

The cancer center should be asked to involve a representative of the advisory committee in the early planning phases of future
CC grant proposdls.

The community advisory committee should be designed so it can continue after the project is finished as a resource to both
WCCHC and the cancer center; study participants should be invited to join the advisory committee.

Research study participants will be adequately informed of the results of the research as soon as these results are available.

Note: Project application made to the National Cancer Ingtitute in 1989 and approved earlyin 1990.

searchers that factors, which have nothing to do with the
content and merit of programmatic initiatives, can have
a strong influence on whether a program will succeed.

Health Services Provided Through Non-Medi-
cal Settings

Current concepts of primary care are too physi-
cian-oriented. This is detrimental to physicians as well
as to the community of patients. To quote from the pre-
pared remarks of Dr. Harvey Estes (in this volume):

No physician can provide a complete spectrum of
primary care for a population of patients. A team isre-
quired. Traditionally. this has been a primary care doc-
tor, his secretary and his nurse and/or office assistant,
but more and more complex organizationa structures
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are being utilized . . . Primary care exists. . to meet the
health and sickness needs of a population. .. How can
we ensure that a diffuse organizationa team is provid-
ing the complex st of services needed by the people
to be served?

The answer, of course, is that the burden is being
placed on the wrong actors. The physician’s role in pri-
mary care is crucia, but the physician’s practice is not
the sum tota of primary care. Nor is it appropriate to
continue to assume that the physician is the entry topri-
mary care; certainly thisis not true for many ethnic pop-
ulations. who, when they do seek “primary” care, end up
in emergency rooms.

Physicians are being set up for failure because they are
expected to be both the entry point and the patient-facili-



tator for “the complex set of services needed by the peo-
pleto be served.” Moreover, the physician-oriented
model is dominated by economic concerns; hence, his
or her “gatekeeper” role, when what is needed are
“gate-finders’ and “gate-openers*’ roles tha can only
be played by more broadly based and representative
community organizations.

The Effectiveness and Cost-Effectiveness of
Prevention

The resources and services that will be made available
under the Native Hawaiian Health Care Act were deter-
mined by what is politicaly and economicaly feasible
at thistime-that is, no sharing of the Federal Indian
Hedth Service with other Native Americans and no pur-
chase or subsidizing of hedth insurance. Instead, Na
tive Hawaiians are to be provided services that supple-
ment ambulatory and inpatient medical care services,
assuming that such medica care services are aready
available to them. Native Hawaiians therefore find
themselves in the peculiar position of being a test popu-
lation for the often-stated proposition that primary care,
health promotion, and disease prevention services are,
in the long run, more effective and cost-effective than
acute medica care.

It does not make sense to encourage Native Hawaiians,
especidly those who have not availed themselves of
mainstream medica care, to use the forthcoming Native
Hawaiian hedlth care system if it is not also possible to
help them gain entry into mainstream medica care if
they subsequently choose to do so or if they need such
care (for example, of what useisit to detect cancer
among Native Hawaiians if it is not possible to find
proper treatment for them?). Therefore, Papa Ola Loka-
hi will he attempting to help its clients gain entry to al-
ready available services as well as to provide the ser-
vices authorized by the Native Hawaian Hedth Care
Act.

Hawaii has advantages most States do not:

1. Hawaiians receive liberd Medicaid benefits and
extensive hedlth services provided directly by the
State.

2. Hawaii is the only State that is exempt from the Fed-
era ERISA (Employee Retirement and Income Se-
curity Act)-derived restrictions on mandatory em-
ployment-based health insurance, “so that any
employee in Hawaii working 20 hours or more a

week must be provided health insurance. Conse-
quently, the uninsured populaion in Hawaii is 3-7
percent, compared with 15-17 percent nationwide.

3. Hawaii is in the initid implementation stages of a
new State health insurance program, directed at the
remaining “gap” group of individuals without any
private or public hedth insurance coverage.

The Native Hawaiian Hedlth Care Act provides an op-
portunity to evaluate whether prevention is effective
and cost-effective, subject to the impediments men-
tioned previoudy (e.g., a grassroots effort in need of
much technical assistance and severe problems of im-
plementation concerning the amount and timeliness of
Federal appropriations).

Conclusion

It might take decades for fundamental changes to oc-
cur in the country’s hedlth care delivery system. A more
redligtic, near-term scenario features. 1) greater access
to currently available services that are more efficiently
managed and (2) supplemental services on a more mod-
est financia scale. Native Hawaiians have been offered
the latter-that is, modest supplemental services, the next
step is to see if Native Hawaiians can efficiently access
currently available services. It is probably safe to say
that this system has implications for the direction that
the overal hedth care delivery and financing system in
the United States will take.
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An Overlooked Resource: The Black Patient

Lolita M. McDavid, M.D., M.PA.

Introduction

The task of bringing more blacks as participants into
clinical research studies reminds one of the Pirandello
play, “Six Characters in Search of an Author.” In search-
ing, it isn't necessary to go far, as blacks are twice as
likely as whites to use hospital clinics for their care, have
Sx disease categories that account for 80 percent of their
deaths, have an age-adjusted overall mortality rate
which is 1.5 times that of whites, and the black popula-
tion is growing faster than the white population.!-2
Thus, the actors are there, the scenes are set, dl that is
needed is an author, or in this case, a researcher.

Areas Fertile for Research

Blacks as possible participants in research studies and
clinica trias cannot be ignored for three primary rea
sons. (1) blacks are disproportionately impacted by cer-
tain diseases/diagnoses, 2) blacks often recelve care at
academic hospitals located in central cities, and 3) the
black population is growing faster than the white popu-
lation. It is expected that the black population will grow
from its current 11.5 percent to an estimated 16.9 per-
cent of the Nation's population in 2050.3

In amost any area of clinical or psychosocial re-
search, thereis a need to know if blacks are affected dif-
ferently than whites and if so, why. Conversdly, it is
important to know for which diseases, such as breast
cancer, that blacks may be at no greater risk.* Since re-
search has shown that blacks and Hispanics are less like-
ly to participate in surveys and clinical studies, there is
little information about risk groups within these minor-
ity populations.>6

In their monumental work released in 1985, the Sec-
retary’s Task Force on Black and Minority Health®out-
lined six causes/diagnoses that contribute to over 80 per-

Dr. McDavid is Head, Divison of Genera Pediatrics, Metrohealth
Medical Center, and Assistant Professor of Pediatrics, Case
Western Reserve University.
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cent of the excess deaths suffered by blacks. they are
heart disease and stroke, homicide and accidents, can-
cer, infant mortality, cirrhos's, and diabetes. All of these
are fertile areas for investigation.

Heart disease and stroke account for 30 percent of the
excess deaths among blacks, with blacks having a stroke
mortality rate that is 66 percent higher than that of
whites.” Because 30 percent of excess deaths among
blacks can be attributed to heart disease and stroke, the
area of cardiovascular disease is ripe for exploration.
While blacks have higher mortality rates from coronary
heart disease (CHD) than whites, they are less likely to
be hospitalized for CHD and less likely to have angio-
graphic studies done or to have coronary artery bypass
surgery performed.* Even after controlling for age, sex,
payor, income, and primary and secondary diagnoses,
whites undergo significantly more coronary artery by-
pass grafting procedures.®!® There are severd possible
points of inquiry here: perception of symptoms in terms
of severity and implications, the effects of previous ex-
periences with health care providers, and poor under-
standing of the possible interventions-that is, “all my
family dies of heart disease and there’s nothing that can
be done about it.”

In addition to the diseases/factors responsible for ex-
cess deaths described in the Secretary’s Task Force Re-
port, 2 there dlso are areas that have long been ignored or
neglected. One such area is mental health. A long-held
belief was that mental illness could be linked to heredity
or genetics — a theory that made the inclusion of blacks
in studies of menta illness moot.” It has been stated,
not so tongue-in-cheek, that until recently in psychiatric
research even the rats had to be white! 2

The impediments to involving blacks in psychological
studies or psychiatric trials arise from these long-held
perceptions and beliefs. Researchers in the past focused
on negative behaviors and socia deviancies in relation
to mental health problems in the black community, if a



al. Few, with the exception of minority researchers,
have looked a those strengths and supports that alow
many blacks to function in a society which is often for-
eign and hodtile. It is important to identify the positive
supports that help the magjority of blacks to function as a
source of direction for new programs and interventions.

Asimportant as it is to develop sengitivities on the part
of the researcher, black patients must be willing to enter
into treatment programs or therapy modalities that may
seem new or strange to them. For many in the black
community, psychological or psychiatric problems are
handled through religious faith or family and social sup-
ports.

Reasons for Nonparticipation

Why don’'t minority patients participate more in clini-
cal research trials? Are they more likely to be “clinic”
patients and less likely to be approached by researchers
than “private” patients? Do past patterns of discrimina
tion affect both the researcher and the patient? Is there a
reluctance to join studies because there is fear of being a
“guinea pig”? Aretherefolk beliefs-such as herbal
medicines and religious healing-that must be tried first
when a condition is diagnosed? Are there long-held ta-
boos about revealing “persona business’ that must not
be breached? It is probably all of these reasons and
more.

A higtorica awareness of the ways in which blacks
have obtained hedlth care is important to understanding
the current dilemma. During davery, the dave-owner
was responsible for the health care, such as it was, of his
daves. With the end of the Civil War, daves became
responsible for their own medical care. Because many
daves dready practiced herba and folk remedies that
had African origins, blacks often turned to each other
rather than formal medicine.!*  Historically, many
white physicians would not accept blacks as patients.
This, coupled with the dearth of black physicians, has
resulted in many blacks who have no identified physi-
cian and/or no regular source of care except hospital
clinics or emergency rooms.

Because of this historical perspective, researchers
must also have a knowledge of factors that influence the
health-seeking behaviors of blacks; among them, the re-
spect for authority figures, the role of religion, and the
strong family structure in the black community, espe-
cialy as it relates to older patients.
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Design Issues

In studies that involve blacks, there is the need to sepa-
rate race, with its implications of genetics and inheri-
tance, from socioeconomic questions and ethnic/racial
origin. For example, studies have shown no difference
in breast cancer mortality rates when comparing black
and white women, but blacks at all ages and socioeco-
nomic levels have higher rates of hypertension.*!4
Thus, while race is not a risk factor for breast cancer
mortaity, there does seem to be a relationship between
race and hypertension. For reasons of treatment modali-
ties, patient education, and health care delivery issues, it
Is important to identify those diseases and processes that
are linked to socioeconomic factors rather than race
aone.

Traditionally, studies have often “matched” on sex,
age and race. Two of these variables are easily
defined-sex and age. However, “race’ is ambiguous as
most blacks are not of pure African ancestry. Blacks
may be of American, Caribbean, Central or Latin Ame-
ican, or African origin. In the few studies that have con-
trolled for migration, significant differences were
found.!3 Studies that enroll urban blacks from cities
such as New York, Newark, or Miami, usualy do not
distinguish country of birth. Yet, this may be significant
when looking at health beliefs and/or health care-seek-
ing behaviors. Poor blacks who have grown up in New
York are probably closer to poor whites in respect to
hedth beliefs and hedth care-seeking behavior than
Haitians who have migrated to Miami.

In looking at minority populations, researchers must
be willing to depart from traditional tomes. Traditional-
ly, “good” studies have control and experimental
groups. Traditionally, studies that compared blacks
with whites often viewed the whites as the controls, with
the implication of normalcy. As a colleague once re-
marked, when whites are used as the “gold standard,”
they may be instead “fool’s gold.” Instead of case-con-
trol studies, research addressing blacks may be more
valid if a quantitative/descriptive method is used. In
such studies, the usua statistical concepts-rates, corre-
lations, and proportions-are utilized. However, sub-
jects are not randomly assigned to control and exper-
imental groups. Such studies can thus yield information
for small groups or even asingle case.!’

It is aso important for the researcher to be cognizant
of conclusions drawn from studies involving treatment
modalities that impact blacks and other minorities.
When Svensson looked at racia differences in clinical



drug trias, he found that blacks were underrepresented.
Even in trids that were testing anti-hypertensives, only
47 percent of those reviewed reported the racia compo-
dtion of the study population. 16

Recruitment Issues

Hospital clinics, staff patient panels, and resident con-
tinuity practices are sources of patients. However, there
are other potential sources of patients that are often ig-
nored.

Because black physicians have traditionally cared for
black patients, black doctors are an obvious source of
potential study participants. With the opening of pre-
vioudy segregated medical ingtitutions, more black
physicians are admitting patients to both community
hospitals and academic centers. Methods must be iden-
tified to assist and encourage black physicians, especial-
ly those who do primarily clinical work, so that they can
acquire the skills necessary to participate in primary
care research. Including local black physicians as ad-
junct clinical researchers serves two purposes. (1) it
provides an opportunity for the physicians to participate
in an academic exercise that they may not otherwise
seek, and (2) it provides the research staff with an entree
to the physician’s patients. Many black physicians be-
long to their local chapter of the National Medical Asso-
cigtion (NMA), because historically they were not wel-
comed in al local AMA chapters. This Association can
also serve as a conduit to the community, as well as a
source of community-based clinicians who may be in-
terested in participating in clinical research.

It is important for researchers to investigate other
community groups or agencies in their respective com-
munities that can provide participants and/or support
for projects. Programs such as the Maternity and Infant
Hedlth Projects provide obstetrical and well-baby care
and may alow research involving their patient popula
tions. Programs like the Department of Agriculture's
Women, Infants, and Children’s Program (WIC), senior
citizens organizations, and community based health
centers also can be sources for participants.

The black church, as one of the few ingtitutions that is
controlled by the community, can be a source of patients
and information and a means of program implementa-
tion. In Oakland, Cdlifornia, a program was established
with the churches in which fecal occult blood testing
was carried out.!” Churches are often willing to alow
groups to conduct programs, such as hypertension
screening, and the ministers can function as a link with
the congregations and the broader community.
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Data Collection Issues

Data collection instruments should be assessed to de-
termine appropriateness for use with a black or other mi-
nority population. Care should be taken to eliminate or
modify instruments that have been designed and vali-
dated for use in whites. This does not mean that, because
an instrument has been validated in a white study popu-
lation, it cannot be used. It does mean that use of terms
or indicators that measure areas with cultural variabil-
ity-such as hedth beliefs, self-esteem, parenting prac-
tices, family supports, or folkways and religious be-
liefs-should be examined for racia/cultural appropri-
ateness.

Traditional methods used to obtain data need to be
scrutinized for appropriateness. An example is the use
of telephone surveys. Because blacks, especidly those
in poor neighborhoods, are lesslikely to have tele-
phones, they may be less likely to participate in tele-
phone surveys due to what has been caled “noncover-
age bias.”™

Interviewing Issues

It has been noted that there appears to be an observa
tional bias introduced when the interviewer is white and
the participant is black? Every effort should be made
to utilize black interviewers in studies that enroll large
numbers of blacks.

Like many other minority or ethnic groups, blacks of-
ten fedl that physicians and health care workers are om-
nipotent and not to be questioned. This is directly re-
lated to a respect for education, and thus, to question is to
chalenge. Patients should be encouraged to ask ques-
tions.

Blacks, and particularly elderly blacks, often have a
social support network upon which they rely.!8:1?
Therefore, when carrying out interviews, researchers
should inquire about such supports, and a friend or rela
tive should be alowed to be present for support and as a
source of additional information.

Analysis Issues

The subject of confounding will impact significantly
upon the anaysis of research that includes blacks. Ob-
vioudy, low socioeconomic status (SES), poor access to
health cam, alcoholism, and risk-taking behaviors are
associated with high rates of homicide, and some dis-
eases are associated with alcohol and tobacco use, such
as cirrhosis, pancrestic cancer, and cancers of the esoph-
agus and larynx. It has been suggested by other authors
that differences in the prevalence rates, and therefore



excess degaths rates, for these behaviors and conditions
can be better explained by SES than race alone.>'> An
example of this is seen in studies that examine the spread
of the AIDS virus and possible intervention strategies.
Comprehension of taboos regarding sexud preference,
condom use, educational levels and economic con-
graints of 1V-drug users will be important in determin-
ing how to design intervention and education programs.
In one study, white IV-drug users, who had more educa
tion and were less likely to be on public assistance, were
twice as likely to use new needles than blacks and His-
panics.?0

Comment

Once the data are analyzed and the conclusions are
drawn, care must be taken not to generalize the results to
al blacks. The assumption that affluent blacks and poor
blacks share the same risks cannot be made on the basis
of race alone. Findings for poor rura black women can-
not be assumed to apply to middle class urban black
women; the socid supports that poor blacks utilize may
be the same supports that poor whites rely upon. Blacks
are no more homogeneous than whites-they are poor,
middle class, educated, uneducated, rural, and urban-
with all the risk factors ascribed to each of those sub-
groups. Data collection must reflect this, just as inter-
pretation of data and resulting conclusions are restricted
by this.
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Feature Article

Mental Disorders in the Primary Care Setting:

Research Priorities for the 1990s

Herbert C. Schulberg, Ph.D.

Introduction

Hedlth services research has long been conducted by
Federa agencies concerned with the clinical, organiza-
tional, and economic aspects of medica care. The sig-
nificance of this research and its policy impact will grow
as cost containment remains a dominant influence dur-
ing the coming years. In consdering priorities for the
1990s, studies of how mentd illness is diagnosed and
treated within primary care settings will assume ever
greater importance on the health services research agen-
da This area for investigation was spawned in the 1960s
by England's National Heath Service, which requires
that patients seeking specialist care be funneled through
the generdist system.

Many of the clinica and economic issues generated by
this gatekeeping mechanism are now equally prominent
in the United States. For example, the pattern in prepaid
practices of limiting patient access to speciaists is inten-
sfying concerns as to whether psychiatric illnesses are
being properly diagnosed and treated, and whether out-
come suffers when treatment is provided by primary
care physicians rather than specialists.

The Federd Government has sponsored studies ad-
dressing such questions since the mid- 1970s. However,
the research typically has been funded by the National
Institute of Mental Hedlth (NIMH) alone and pursued
from a psychiatric perspective. Rarely have other Fed-
eral agencies joined in sponsoring these clinical and
policy-oriented analyses. Past bureaucratic boundaries
should dissolve, however, due to recent legidation as-
sgning the comprehensive Agency for Hedth Care
Policy and Research (AHCPR) a magjor responsibility
for primary care studies. Effective grassroots collabora-
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tion among psychiatric and primary care researchers is
dso diminating fruitless digtinctions between the initia-
tives and interests of specialists and generalists.

In anticipation of nationaly facilitated multidiscipli-
nary ventures, what cutting edge studies regarding men-
tal illness in primary care practice warrant the health ser-
vices researcher’ s attention? What are the pressing
conceptua and clinical issues, and which are method-
ologicdly feasible to investigate in the coming years?
This paper reviews what is known and not known about
the epidemiology and classification of psychiatric mor-
bidity in primary care practice, physician recognition of
mental disorders, and the efficacy of treatment strate-
gies in ambulatory medica settings. Additiondly, prio-
rities for a future hedlth services research agenda are
suggested.

Epidemiology and Classification of
Psychiatric Morbidity

The starting point in constructing a meaningful knowl-
edge base for studies of diagnosis and treatment is data
regarding the prevalence of psychiatric illnesses in pri-
mary care practice. These rates may be derived from
patient self-reports on screening questionnaires, physi-
cian assessments, psychiatric interviews, and standard-
ized interview schedules. The significance of the re-
searcher’s information source is highlighted by Von
Korff and colleagues’ finding that only 5 percent of pri-
mary care patients met criteria for an anxiety or depres-
sive disorder when assessed by the primary care physi-
cian, a screening instrument (the General Health
Questionnaire), and a standardized interview schedule
(the Diagnostic Interview Schedule).” Primary care
physicians and the screening instrument generated the
highest prevalence rates (33 and 39%, respectively); the
interview schedule generated the lowest rate (8%).



Standardized interviews are thought to produce the
mogt reliable diagnoses, and so they have been adminis-
tered in approximately one dozen primary care studies
conducted in the United States, England, and other
countries.  Schulberg and Burns? analyzed reports
based on structured assessment procedures and found
the resulting menta illness prevalence rates to range
from 11 to 36 percent. The reasons for this three-fold
variation remain unclear. It appears unrelated to the par-
ticular diagnostic instrument used, the country studied,
or the organizationa structure of the primary care sys-
tem in which patients were assessed.

Disparities in prevalence continue to interest hedth
services researchers, but they, as well as epidemiologists
and clinicians, are now focusing on the related issue of
whether existing classfication systems validly diag-
nose mentd illness in primary care practice. This con-
cern stems from uncertainty as to whether psychiatric
nosology founded largely upon studies of mentally ill
hospital populations is aso valid for establishing “case-
ness’ in ambulatory medica practice.? The dilemma is
readily illustrated with regard to depressive disorders.
DSM-III contains several subcategories for this disor-
der; nevertheless, a sizable number of primary care pa
tients reporting extensive affective distress are not
readily diagnosed within this nomenclature. For exam-
ple, Barrett and colleagues* found 4 percent of primary
care patients to display mixed anxiety-depresson and
an additional 6 percent with suspected depression, but
al 10 percent failed to meet criteria required by
DSM-III for the diagnosis of affective disorder.

Since psychiatric treatments (particularly of the phar-
macologic type) are linked to diagnoss, what are the
clinical implications when a syndrome fairly prevalent
in primary care practice fails to meet diagnostic criteria?
One possibility is to view such morbidity as subclinica
and self-limiting and, therefore, to be treated -with
watchful waiting adone. The dternative is to consider
such morbidity as clinically significant and warranting
treatment, despite the lack of anomenclature for its clas-
gfication. Both approaches, however, suggest the need
for research which tests the predictive vdidity of defin-
able non-DSM-I1I syndromes. For example, a clinical
trial could compare outcomes for patients with mixed
anxiety-depresson who received a standardized psy-
chiatric treatment with those followed naturalisticaly.
Barrett and colleagues* note that such outcomes re-
search could determine whether definable syndromes
common to primary care but defying current classifica-
tion warrant a new DSM-I1l code. Outcome data also
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would clarify which conditions primary care physicians
must diagnose promptly and treat aggressively and
which are transient, subclinical, and spontaneoudy re-
mitting.

Another example of DSM-III’s limitation in primary
care practice is its inability to classfy the clinically sig-
nificant psychosocial problems troubling patients.
Stumbo and colleagues® found that approximately
one-third of adult family practice patients were assigned
psychosocia diagnoses, almost 20 percent of this group
were prescribed antidepressants and 11 percent tran-
quilizers. If “psychosocial” episodes are to be properly
assessed and treated, valid and relevant classification
systems are required.® Frameworks considered during
recent years include the triaxial system, the prob-
lem-oriented approach, and the reason-for-encounter
system. Presently, the American Psychiatric Associ-
ation is deliberating whether DSM-IV should include as
clinical disorders the V codes “for conditions not attrib-
utable to a mental disorder that are a focus of attention or
treatment,” for example, marital problems leading the
primary care patient to present with ill-defined symp-
toms or conditions. Descriptive epidemiology and out-
comes research could clarify the conceptua validity of
classifications addressing psychosocia problems and
determine whether they sharpen strategies for clinical
care.

A second classification dilemma pertains to the validi-
ty of DSM-III criteria for particular disorders that fail to
identify primary care patients of its presumed type. For
example, physicians regard somatization disorder as
rather common in ambulatory medica practice, and yet
its point prevalence is minimal. Schulberg and col-
leagues -administered the Diagnostic Interview Sched-
ule to a primary care population and found fewer than 1
percent meeting DSM-III criteria for somatization. A
possible reason for this surprisingly low rate is that the
DSM-III diagnosis requires at least 13 symptoms suffi-
ciently severe to warrant medication or physician visits.
Deeming this symptom threshold unduly high, Escobar
and colleagues* used a cut-off score of only four symp-
toms for men and six for women. They found that this
preserves the predictive vaue of the standard DSM-III
diagnostic criteria in community samples. The effect of
lowering symptom threshold for somatization's preva
lence in medical practice is seen in Kapoor and col-
leagues’ study with syncopal patients. ®* Only 2.9 per-
cent of those with syncope of unknown origin met full
DSM-II1 criteria for somatization, but 12.4 percent
were s0 diagnosed within Escobar and colleagues less



restrictive definition. Researchers should now investi-
gate whether primary care patients classified within an
abridged somatization construct resemble or differ from
patients meeting the full DSM-III definition on such
variables as risk factors, service utilization patterns,
functional disabilities, and course of illness.'®

A still further epidemiologic issue warranting the at-
tention of health services researchers is the degree to
which physical and psychiatric morbidity coexist in pri-
mary care populations. Such comorbidity raises com-
plex diagnostic issues, given uncertainties about under-
lying etiologic mechanisms and the validity of
assessment procedures. When medica patients present
with emotional symptoms, the clinician must determine
whether there are causa associations between the two
forms of pathology, a joint vulnerability mechanism,
and/or processes whereby emotiona problems are ex-
pressed through somatic symptoms. Given the signifi-
cance of these clinica dilemmas and widespread specu-
lation about strategies for their resolution, it is striking
that few primary care researchers have empirically ex-
amined comorbidity’s prevaence and clinical manifes-
tations.

The psychiatric-physica illness relationship receiving
the mogt attention is that of depression and various or-
ganic disorders.!! Primary care patients with a major
depresson often present with neurovegetative symp-
toms that might be misattributed to physical illness.
Conversely, medical problems such as hypothyroidism
produce organic affective syndromes. Research is need-
ed, therefore, to determine the prevalence of various
comorbid patterns and to ascertain whether the medica
morbidity of depressed patients resembles or differs
from that of nondepressed patients.

A cross-sectiond study of this type was conducted by
Coulehan and colleagues'? in an academic primary care
center. They found the prevalence of specific physica
ilinesses similar among depressed and nondepressed pa-
tients, but “ill-defined conditions’ were significantly
more common in the former group. The severity of
diagnosed medical illnesses also was judged signifi-
cantly higher among the depressed patients. More ex-
tensive research of the longitudinal type is urged, there-
fore, to determine (1) whether primary care patients
with various DSM-I11 diagnoses also have more severe
physical illnesses, (2) the causal direction of comorbid-
ity, and (3) whether the symptomatology and disability
caused by a psychiatric illness adds to the burden of
physical illness. Strategies for investigating the latter
issue are exemplified in the RAND Medical Outcomes
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Study,!3 which compared the functional impact of de-
pression to that of other illnesses.

Physician Recognition of Mental Disorders

Despite persisting uncertainties about the validity of
psychiatric nomenclature in ambulatory medical prac-
tice, scores of researchers have investigated the primary
care physician’s recognition of mentd illness. The re-
sulting work may be classified into four types:

1. studies comparing diagnostic formulations from
the psychiatric perspective and the perspective of a
primary care physician

2. studies experimenting with procedures for increas-
ing the frequency with which primary care phys-
cians assign psychiatric diagnoses

3. sudies anayzing the physician’s diagnostic pro-
cess with the aim of discerning factors that enhance
or detract from clinical accuracy

4. dudies investigating the relationship between diag-
nosis and treatment.

Analyses of clinician accuracy and procedures for im-
proving it have prevailed to date. Research into the
diagnostic process and the diagnosis-treatment linkage
is till relatively uncommon.

Clinician Accuracy

Given that approximately 25-30 percent of ambulatory
medical patients have a diagnosable mental illness, how
accurately is it assessed by primary care physicians?
Schulberg and Burns’? review of pertinent studies con-
cluded that degree of clinician accuracy relates strongly
to the criterion measure's content and psychometric
characteristics. Thus, severd investigators utilizing
structured assessment instruments generated unde-
tected psychiatric illness rates in the range of 70-90 per-
cent. When a psychiatrist’s formulation has constituted
the yardstick, physician nonrecognition has ranged
from 45-60 percent. Highly variable rates of undetected
morbidity were obtained by researchers using screening
instruments as the assessment yardstick, since each such
instrument has differing sengitivity and specificity rates
and positive and negative predictive values.

Anocther framework for anayzing the earlier research
on clinician accuracy is whether the study focused on
the physician’'s assessment of any psychiatricaly diag-
nosable illness, or whether it was specifically concerned
with diagnosing depression. With regard to recognizing



broader morbidity, Wilkinson’s!* review of earlier En-
glish studies found undetected psychiatric illnesses in
genera practice to range from 33-60 percent. More re-
cent studies in American primary care settings deter-
mined that up to 80 percent of the psychiatric diagnoses
assigned to patients were undetected by physicians.!5:16
Studies of the physician’s ability to recognize clinical
depression per se accurately have generated awide
range of rates, extending from a low of 15 percent to a
high of 80 percent.

Thus, it is clear from much of the earlier research that
primary care physicians sgnificantly underdiagnose
mental illness. The frequency with which this occurs
probably relates most strongly to the study’s criterion
measure. Further research on clinician accuracy poten-
tially could establish more precise estimates of unrecog-
nized psychiatric morbidity, but the utility of additional
data is unlikely to warrant this effort. The research focus
should snift, instead, from a concern with whether phy-
scians accurately diagnose mental illness to the more
complex issues of whether recognition can be improved
and the cognitive-behaviora processes whereby physi-
cians formulate psychiatric diagnoses.

Improving the Recognition of Psychiatric
lliness

Strategies for increasing the frequency and accuracy
with which primary care physicians diagnose psychiat-
ric illness are best designed within an educational
framework including the elements of knowledge, inter-
viewing skills, clinical decisonmaking, and attitudes.!”
This model is rarely implemented in its totality, howev-
er. Efforts to improve physician recognition typicaly
are limited to providing these clinicians with psychiatric
knowledge and then investigating whether it produces
an incremental gain in diagnostic accuracy. Thus, many
researchers have investigated the power of screening
score information in sengitizing physicians to a psy-
chiatric disorder that might otherwise be overlooked in
the clinica formulation. This educationa strategy as-
sumes that physicians select the most probable cause of
a patient’s complaint as the working diagnosis; improb-
able conditions are consdered only if extremely serious
and not to be missed. Physicians provided with a pa-
tient’s score on a psychiatric screening instrument pre-
sumably are aerted to the heightened likelihood of men-
ta illness.

Numerous researchers have studied whether screening
scores indeed influence the primary care physician’'s
diagnostic strategy with regard to psychiatric illnesses
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in general, or depression in particular. However, their
findings are inconclusve. Some earlier investigators
determined that screening scores do increase sensitivity
to psychiatric illness, but others determined that such
information is neglected or rejected.!” This inconclu-
Sve pattern continues in several recent studies as well.
Thus, Rand and colleagues'® determined that feedback
of General Health Questionnaire (GHQ) scores doubled
the number of psychiatric diagnoses assigned by family
practice residents. However, Shapiro and colleagues!?
found that feedback of GHQ information produced only
margina effects on the overal detection of psychiatric
problems by faculty internists and residents. Of interest
in the Shapiro group’s study is that GHQ scores did in-
crease markedly in the detection of psychiatric morbid-
ity among the elderly, blacks, and men, subgroups
among which such disorders are detected infrequently.

Possible reasons for the inconsistent influence of
screening scores on diagnosis range from the failure of
physicians to even note the information to the physician
deeming it irrdlevant. The latter possibility has pro-
voked much debate among physicians and researchers
weighing the clinical utility and economic feasibility of
screening for mental illness in primary care practice.
The opposing sides of this controversy are summarized
by Kamerow?® and Campbell.2!

The advisability of screening for depresson in ambu-
latory medical settings has stimulated particular atten-
tion.!222 Supporting Frame’s?? negative view, the
United States Preventive Services Task Force?* has rec-
ommended not screening for depresson in asympto-
matic patients. However, the Task Force urges a high
index of suspicion for depressve symptoms among per-
sons a high risk for an affective illness, for example,
those with a current deep disorder or a history of prior
depressive episodes. In this light, studies are needed of
the frequency with which physicians recognize such
high-risk patients, whether screening instruments are
then administered, and whether screening scores are uti-
lized in the clinical assessment and diagnostic formula-
tion. Physician-based and practice-based variables af-
fecting the screening score's utility require study as
well. Variables of the latter type merit particular scruti-
ny given the finding by Wells and colleagues® that rec-
ognition rates for depression are significantly higher in
fee-for-service than in prepaid medica practices.

The Physician’s Diagnostic Process

Studies of the manner in which screening data contrib-
ute to the diagnostic process will be useful, but analyses
of clinical decisonmaking in primary care practice are



even more vita. The need for research regarding char-
acterigtics of the patient-physician interaction that facil-
itate or hinder diagnostic accuracy has been repeatedly
emphasized. Nevertheless, few investigators have yet
analyzed the details of how physicians assess a patient’s
presenting complaint and determine whether its etiolo-
gy isorganic, psychological, or both. For example,
Jones and colleagues?® found that physicians’ expecta
tions about normative illness behavior influenced rec-
ognition of emotiona factors in the illness presentation
more than mental status characteristics. Physicians at-
tributed greater emotional morbidity to patients judged
to have less severe medical illness and to be less satisfied
with their care.

Studies like that by Jones group,26 which analyzed
retrospective data from questionnaires administered to
patients and physicians, are useful. However, investiga:
tors must also scrutinize clinical encounters to deter-
mine whether and how primary care physicians dlicit in-
formation, interpret cues, and formulate hypotheses
about menta illness in ambulatory medical populations.
Studies of this process should consider that the physi-
cian's problem-solving strategy consists of both cogni-
tive and behaviora elements. The cognitive compo-
nents include preconceptions regarding the probability,
severity, and treatability of psychiatric and organic ill-
nesses, probabilistic models regarding the utility of
screening, laboratory, and treatment procedures, and
“concept-driven” perceptions that increase the likeli-
hood of diagnosing those conditions the physician is
comfortable treating. The behavioral component of a
clinical assessment includes interviewing style and oth-
er aspects of the physician’s verba interaction with the
patient.

A conceptud model incorporating these cognitive and
behaviora variables is guiding Badger and colleagues
(personal communication, November, 1989) in their pi-
lot study to explore reasons for the underrecognition of
depression in primary care practice. Key features of this
University of Alabama research into the microelements
of the assessment process are its use of a standardized
clinica presentation by actors to control for patient vari-
ability and its emphasis upon diagnostic practice among
community-based physicians rather than academic fac-
ulty or resdents. It would be useful as well to investi-
gate within this conceptua model how organizationa
variables influence the physician’s interpretation of
cues and formulation of hypotheses given the findings
by Wells and colleagues® that payment method is sig-
nificantly related to recognition rate.
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Relationship of Diagnosis and Treatment

A fundamental premise in studies of physician recog-
nition of mental illness is that proper diagnosis guides
the physician to effective treatments. As a corollary, it is
assumed that inaccurate assessment produces adverse
clinica consequences. These premises underlie
NIMH’s Depresson/Awareness, Recognition, Treat-
ment Program?’ that teaches primary care physicians
how to diagnose and treat affective disorders within
state-of-the-art standards. While the diagnosis-treat-
ment linkage is widely accepted, its validity has been
questioned.?®  For example, studies of the diagno-
Sistreatment relaionship in psychiatric settings indi-
cate that these two elements of clinica care are not nec-
essarily linked. Longabaugh and colleagues?® found the
various DSM-III diagnoses of depression to poorly pre-
dict the clinician’s use of both somatotherapy and psy-
chotherapy. Furthermore, very few diagnostic factors in
the Keller and colleagues™® study predicted treatment
intensity, even though their research involved psychia
trists at prestigious academic psychiatric hospitals.

The relationship of psychiatric diagnoses and treat-
ment in ambulatory medical settings remains poorly un-
derstood. Magruder-Habib and colleagues®! found that
when physicians were informed of their patient’s de-
pression, 75 percent of the patients recelved psychiatric
treatment. However, 60 percent of depressed patients
were treated even when the physician was not informed
about the mood disorder. Both patient groups were
treated primarily with drugs, but one-fourth of the
dosage levels were judged therapeuticaly inadequate.
Ormel and colleagues3? similarly found that 70 per-
cent of patients recognized by Dutch genera practitio-
ners as psychiatricaly disturbed were provided some
treatment. Only 36 percent of the nonrecognized cases
received some treatment.

What is the implication for primary care practice of
this uncertain linkage between the assignment of
DSM-III diagnosis and psychiatric intervention? It em-
phasizes that clinica decisonmaking is a multifaceted
rather than singular process in which physicians utilize
any of the following paradigms:.

1. sdlecting a nonspecific diagnosis but initiating a
specific treatment, e.g., prescribing an anxiolytic
for subclinica anxiety

2. assigning a specific diagnosis but pursuing a non-
specific treatment; e.g. engaging in “watchful wait-



ing” for a major depressive episode of moderate se-
verity

3. assigning a specific diagnosis and a particular treat-
ment, e.g. prescribing lithium for a bipolar affective
disorder.

Intrinsic to each of these paradigms is the physician’'s
judgment about the efficacy of available treatments,
their clinical sde effects and economic costs, and the
degree of risk associated with not formulating a defini-
tive diagnosis and/or not initiating a specific treatment.

Utilizing this framework, it could be speculated that
the widely noted findings by Jencks**-that the majority
of psychiatric interventions occur during primary care
office visits when no psychiatric diagnosis is recorded—
exemplify the first decisonmaking paradigm (listed
above) rather than poor clinical practice as some have
aleged. It dso may be speculated that diagnosis poorly
predicts treatment for milder psychiatric disorders but
does so more effectively for the severe disorders, a clini-
ca pattern obsarved previoudy by Williams.3* These
uncertainties suggest the need for studies of what pa-
tient, physician, and/or practice-based factors lead to the
use of specific therapies for nonspecific diagnoses, and
the converse. Furthermore, researchers should investi-
gate whether symptom groups and problem lists better
define treatment strategies, given that such formulations
convey needed information with a clarity often ob-
scured in forma diagnosis.

Treatment Outcomes in Primary Care Practice

Studies of whether and how therapies are provided to
primary care patients are needed only if it can be as-
sumed that patients treated within standardized guide-
lines have better outcomes than those left untreated or
treated inadequately. How valid is this assumption?
Presently, it is far from robust, since outcomes research
has lagged behind other studies of psychiatric morbidity
in primary care practice. The resulting dearth of effec-
tiveness data led participants in the 1988 NIMH/Univer-
gty of Pittsburgh Research Conference on “Treatment
of Mentd Disorders in Genera Hedth Care Settings’ to
urge a priority for studies of patient outcomes, quality of
care, and clinica effectiveness. Such endeavors typi-
caly have gained little support from practitioners, but
third-party payers are pressuring for data to substantiate
the benefits of covered services. Given this impetus,
support is growing for studies of the outcomes of psy-
chiatric treatments provided to primary care patients
and the quality of such care in routine practice.
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With regard to whether psychiatric treatments benefit
primary care patients, it has been thought that interven-
tions proved effective with psychiatric patients are
equally beneficial when prescribed for ambulatory
medica patients. However, the propriety of transferring
clinical technologies from one sector of caregivers to
another is being increasingly questioned. For example,
Schulberg and colleagues® have noted that depressed
ambulatory medica patients possibly are experiencing a
disorder that differs in etiology, symptomatology, sever-
ity, and duration compared to the disorder experienced
by depressed psychiatric outpatients. If the clinica dis-
orders differ, treatments may need to be revised. Given
this possibility, it is striking how little empirica evi-
dence exists as to whether pharmacologic and psycho-
socid treatment standards validated withdepressed psy-
chiatric patients are equally valid with depressed
medical patients. Research is needed, therefore, to es-
tablish the effectiveness of therapeutic agents within the
setting and with the patients where they are to be
employed.

Randomized clinical trials are the preferred strategy
for investigating this issue of ecologica validity. For-
midable gaps remain, though, between the scientific re-
quirements for an experimental design and the investi-
gator’ s ability to control needed aspects of medical
practice in primary care facilities. “Hybrid” methodolo-
gies should be considered, therefore. For example, out-
comes for the heterogeneous intervention of “usual
care’ by a physician congtitute a possible clinical stand-
ard against which the benefits of standardized pharma-
cotherapy and psychotherapy can be compared. While
placebos often are the comparison condition in a clinica
trial, it presently would be unethical to prescribe them to
depressed patients. The use of a mixed rather than pure
comparison condition surely will cause discomfort to
scientific purists, but this strategy potentialy has the
compensating virtue of producing findings that will be
perceived as practica and meaningful by primary care
physicians.

While the findings from outcomes research remain to
be generated, administrators and third party payers a-
ready are demanding treatment pattern data for utiliza-
tion review and qudity-of-care decisons. From their
bureaucratic and economic perspectives, it is vitd to
know about types and duration of psychiatric interven-
tions so that costs and outcome may be properly bal-
anced. Implicit to qudity of care analysesis an appro-
priate “gold standard” against which routine practice
can be compared. Indeed, a criterion yardstick was vital



to Keller's group® in formulating the previousy de-
scribed findings about inadequate treatments for de-
presson in academic psychiatric centers.

Despite their relevance, quality of care investigations
regarding management of psychiatric morbidity in pri-
mary care practice remain unusua. A key reason is the
lack of a“gold standard” acceptable to both psychiatric
and primary care physicians. For example, Uhlenhuth36
contended that the low level of psychiatric treatments
provided patients by community physicians do not con-
ditute inadequate care, but rather the good judgment of
generdists about effective interventions for patients us-
ing their services. The issue of what works best incress-
ingly is being analyzed from the economic as well as the
clinica perspective.?7-3 After reviewing these contri-
butions to the quality-of-care literature, Smith*® con-
cluded that it would appear smple to identify effective
aspects of psychiatric care in general medicine settings.
In redity, however, this task is quite complex and the
need remains, therefore, for well designed quality-of-
care research.

In designing analyses of how physicians routinely
practice in the majority of community settings, investi-
gators should consider methodological guidelines of-
fered by Kupfer and Freedman.*! The design should in-
clude descriptions of the ethos prevailing in the studied
treatment setting, the rationale of clinicians in selecting
particular interventions, and the demographics and clin-
ical characteristics of treated patients. Only when such
multidimensional information is assembled, can valid,
generdizable, and practical conclusions be drawn about
treatments, courses of illness, and outcomes.

Summary

Earlier studies have established that approximately 25
percent of primary care patients meet criteria for a psy-
chiatric diagnosis. Epidemiologic studies to refine the
prevalence rate continue, but of more pressing concern
is whether particular DSM-I11 categories vaidly class-
fy the particular forms of psychiatric morbidity present-
ing in ambulatory medical settings. Researchers, there-
fore, should focus on the predictive validity of modified
criteria for disorders such as somatization and mixed
anxiety-depression and new classifications for psycho-
socia problems. Physician recognition of mental disor-
ders, as defined from various perspectives, has occupied
researchers for two decades. While a sizable literature
consstently indicates underrecognition to be the pre-
vailing pattern, little is known about the clinician’s deci-
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sionmaking process and even less about whether and
how diagnosis formulations influence treatment deci-
sons. Research on these latter issues is long overdue.
Vitally significant, but equaly lacking, are outcome
data for primary care patients treated for a menta disor-
der. Little research has been conducted on the effective-
ness of treatments transferred from the speciaist to the
generaist sectors, nor has much attention been devoted
to methodologies for studying whether practitioners
meet quality of care standards. Both types of treatment
outcomes research should be magjor priorities on the
agenda of funding agencies if mental illness in primary
care practice is to be properly managed.
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Community-Oriented Primary Care: A Critical Area of Research

for Primary Care

Paul A. Nutting, M.D., M.SPH.

Introduction

Among the many challenges facing primary care re-
search are those that involve methods for meeting the
specific need for health services of defined populations,
Theseveral approaches to the organization and manage-
ment of primary care practices and programs for this
purpose have become known under the rubric of com-
munity-oriented primary care (COPC). Originaly ex-
plored as a strategy for improving the health status of
underserved  populations, 2 this approach more recently
has begun to catch the imagination of primary care prac-
titioners and researchers.>

What Is Community-Oriented Primary Care?

The basic moddl of COPC is quite generic and easily
adaptable to a variety of practice settings.”!' The model
consigts of three ements, namely (1) a primary care
practice or program, (2) a defined target population, and
(3) asystematic process that addresses the priority
health problems of the target population with both pri-
mary care and public hedlth strategies. The COPC pro-
cess, that is the third element, in turn consists of four
functions. These include:

« defining and characterizing the target population

 identifying priority health and hedlth care problems
of the population

« mounting intervention strategies or modifying
practice patterns

e monitoring the impact of interventions.

At the time of this ﬁresentati on, Dr. Nutting was Director of Re-
search, Indian Hedlth Service, Tucson, AZ. Dr. Nutting is now Di-
rector of the Division of Primary Care, Agency for Health Care
Policy and Research.
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COPC is a particular approach to organizing, deliver-
ing, and monitoring the impact of primary care to a de-
fined target group. There are a number of important
misconceptions about COPC. For example, it is not in
itself a research method. It is not a form of epidemiolo-
gy, nor a replacement for epidemiology, athough it
draws heavily on the rich tool chest of epidemiologic
methods.2 It is not limited in application to underserved
populations, adthough for disadvantaged populations it
holds great promise. Rather COPC is an application of
the principles of epidemiology to the organization and
management of primary health care for a defined popu-
lation; as such, it expands the potentia of primary care
to rationally and economicaly meet the hedlth care
needs of a particular population.

One of the great sources of confusion in COPC results
from the wide variety of faces that a COPC practice or
program may assume. This results from the many ap-
propriate ways in which the COPC practice or program
may define its target population, or in the idiom of
COPC, its community. Certainly, the most obvious
application of COPC is when the target population is an
entire community-this is the closest gpproximation to
the classical use of the tools of epidemiology. Where'the
target population is defined in other ways, the applica-
bility of epidemiologic methods becomes more of a
challenge.

The fundamental principles of COPC can apply to a
wide variety of practice settings, and in this lies its great
potentia for the pluralistic hedlth care system of the
United States. The potentia diversity in gpplication of
the fundamental components of the COPC model were
clearly demongtrated in the nationd study of COPC con-
ducted by the Ingtitute of Medicine in the early 1980s.’
There are many excellent examples of COPC in the pub-
lic sector, including the community hedlth centers and
the various programs of the Indian Health Service.



There are, however, fewer examples of the principles of
COPC applied in the mainstream of primary care medi-
cal practice.

Obstacles to Widespread Application

Severa authors have written eloquently of the severa
obstacles to more widespread implementation of COPC
in the mainstream of primary care in this country.!3.14
Among the obstacles most frequently cited are the fol-
lowing:

o difficulty in defining a target population

e difficulty in accessing individuals in the target pop-
ulation

o lack of practice resources for COPC
e lack of available data on the target population

e scarcity of skills, knowledge, and experience in
CopC

o limited tools for application of COPC in a practice
setting

¢ inability to obtain reimbursement for COPC pro-
CEeSSES.

One of the concerns most often expressed is that most
primary care physicians would have difficulty in defin-
ing a “community” that does not include large numbers
of patients of other practices. In the many situations in
which a “true’” community is difficult to define or ad-
dress, a target population consisting of the household
members of aphysician’s active patientsis an ideal
place to start.#® While not a community in a sociopoliti-
ca sense, such a practice population represents an ex-
cellent opportunity for primary care physicians to ex-
pand their scope of clinical concern beyond the stream
of patients that visit the practice. Such a scenario may
represent the best opportunity for COPC (as a particular
strategy for organizing and managing primary care) to
realize its great potential to change the way medical care
IS delivered in this country.

Defining and addressing the hedlth problems of a prac-
tice population will have different implications for the
various primary care specialties. The most direct appli-
cation will be to family medicine and mixed speciaty
practices that are able to offer comprehensive services to
al members of a household independent of age and sex.
An internal medicine practice however, could define its
population as al adults in each household of its active
patients. Similarly, a pediatric practice could address
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the hedlth needs of al children in the household of active
patients.

The remainder of this presentation will focus on two
issues: Firgt, a discussion of how-by addressing a prac-
tice population as defined above-the fundamenta pro-
cesses of COPC can be applied to a target population in
virtually any primary care practice or program. This is
not meant to detract from the important applications of
COPC to underserved populations or from the impor-
tance of capitalizing on opportunities to serve a total
community. Rather, it is offered to demongtrate that the
principles of COPC can be a vital force in primary care
in a variety of practice settings. Second, a COPC re-
search agenda will be proposed to help define the costs,
impacts, and dtrategies needed to overcome the ob-
dtacles to a more population-based approach to primary
care.

Addressing the Health Needs of the Practice
Population

Application of the COPC process to a practice popula
tion can be illustrated with data from a mainstream prac-
tice setting, in this case from a family medicine center
that trains residents in Denver, Colorado. This particu-
lar practice serves a mixed ethnic, urban population.
Third party coverage for the population includes a mix
of public and private plans, both fee-for-service and pre-
paid. Consistent with accepted primary care practices,
each new patient is assigned to a primary physician at
the time of regigtration. In addition, the name, date of
birth, and sex of al members of the patient’'s household
are collected and entered in the commercial data system
that supports practice hilling. This information, along
with diagnostic and procedure data, was down-loaded
from the’commercia system in flat ASCII files and sub-
sequently managed on a microcomputer.*

Defining the Practice Population

The practice population was defined as all members of
the households of the active patients of the practice. Ac-
tive patients were defined as those making contact with
the practice within the previous 24 calendar months.
Thus, the practice population included all 1,147 mem-
bers of 559 households, which in turn were made up of
615 (54%) active patients, 366 (32%) inactive patients,
and 166 (14%) nonpatients. The age-sex profiles of the
three components of the practice population are shown
in Figure 1. These distributions suggest a preponder-
ance of females of childbearing age and children among
the active patient population. Young adult maes are



Figure 1. Age-sex distributions of active and inactive patients and nonpatients in the practice population
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common in the inactive patients and dominate the non-
patient population. There also appears to be a relative
abundance of adolescents among the inactive patients.

Figure 2 compares the age-sex profiles of the practice
population with that of the metropolitan area of Denver
and confirms the impression that the practice serves a
relaively larger proportion of minorities and of women
and children than expected from the composition of the
genera population. With data on al members of the
household, it is possible to describe the types of house-
holds that congtitute the practice population, as shown in
Table 1.

By far the most common household conssted of a
single adult under age 50 (42.9%), yet most of the peo-
ple in the practice population lived in households con-
gsting of two adults with children (42.3%) or a single
adult with children (24.6%). This was surprising to all
physicians in the practice who felt that they rarely saw
anything resembling a nuclear family.

Prior to planning outreach activities beyond the active
patients, two characterigtics of the practice population
were investigated. First, the physicians were concerned
that reaching out to nonactive patients might appear to
be aggressive marketing intended to “sted” patients
from other practices in the area. An informa survey of
active patients provided an estimate for each individual
in each household (that is each individua in the practice
population) as to whom they looked for primary medical
care. The results are shown in Table 2 and suggest that
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al the active and inactive patients and over 85 percent of
the nonpatients identified the residency practice as their
primary source of medica care. While based on a non-
random sample, these results provided sufficient reas-
surance that reaching out to this group of nonpatients
should not be construed as marketing targeted toward
the patients of other practices in the vicinity.

Second, the practice managers were concerned that the
physicians might reach out to a population that would
further increase the already strained financial liability of
the practice. Data collected in the survey aso suggest
that the active patients and nonpatients did not differ
markedly by method of payment for services. Compar-
ing active patients with nonpatients, commercia insur-
ance was in place for 40.5 percent compared with 43.3
percent, respectively; Medicaid covered 27.0 percent
compared with 2 1.6 percent; Medicare covered 0 per-
cent compared with 4 percent; and 32.4 percent com-
pared with 31.6 percent had no form of third-party cov-
erage. It was somewhat reassuring to the practice
management that reaching out to the nonpatients would
not further strain the financid liability of the practice.

Identifying Priority Health Problems

There are many approaches to identifying priority
hedth problems among a target population. Popula
tion-based surveys are a common method, and they are
particularly easy to do by malil if the names and address-
es of al members of the target population are known.



Figure 2. Age, sex, and race distribution of the
practice population compared with the population of
Metropolitan Denver
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Often, surveys yield interesting information as was dis-
covered from a small sample of the individuals in the
practice population used in this example. It was discov-
ered that the proportion of smokers varied with the ac-
tivity status of the patient. Smoking was reported in 33
percent of the active patients (near the national average),
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50 percent of inactive patients, and 63 percent of nonpa-
tients. Since these rates are not age-sex adjusted, the
differences may be in part a reflection of the differences
in the age-sex profiles anong the active, inactive, and
nonpatients, nonetheless the apparent increase in rates
of reported smoking among the nonactive patients sug-
gests a topic for outreach.

Another interesting approach that was used in this ex-
ample involves comparing the number of expected
cases of a given hedth condition with the number ob-
served within the practice population. Figure 3 shows
the differences between the expected prevalence and the
observed prevalence of hypertenson among different
groups in the practice population. These data were
derived by indirect age-sex adjustment, a process illus-
trated in Table 3. The reference age-sex-race specific
rates were multiplied by the number of individuas in
each age-sex-race group within the practice to produce
numbers of expected hypertensives in each group. This
was compared to the number of hypertensives actualy
diagnosed within the practice, based on the coded diag-
noses available in the data system. Both expected and
observed prevaence rates were computed by sex for
blacks and Caucasians. When 95 percent confidence
intervals were computed for the observed prevaence,
the rates were compared. Displayed graphicdly, these
data suggest that there might be a substantial number of
young males (particularly black males) in the practice
population with undiagnosed hypertension.

This example demonstrates application of the first two
steps in the COPC process to a practice population. It
appears to be feashle and to yield information that could
form the basis for the development of intervention strat-
egies. Although the particular program was organized
according to some important principles of primary care,
the sdient features are not beyond the reach of any pri-
mary care practice wishing to duplicate the process.

Community Participation

No discussion of COPC is complete without mention
of the participation of the target population. Commun-
ity involvement is an important feature of COPC and
one that should not be abandoned. While highly desir-
able, participation of the target population may be diffi-
cult to accomplish in many instances. Addressing a
practice population will aso pose the chalenge of at-
tempting to incorporate systematic input from a target
population with no inherent organizational structure and
little propensity to develop one. Nonetheless, there exist
excellent examples of how this might be accomplished.



Table 1. Distribution of the practice population by composition of the household

Number of Number of Tota number
households children of individuals
number  percent  number percent  number percent
Two adults with children 110 19.6 265 58.2 485 423
Single adult with children 92 16.5 190 418 282 24.6
Two adults with no children
oV ears 17 3.0 - - 34 3.0
Ungersga/yea's 6 11 - 12 1.0
Single adult with no children
ovgr 50 years 94 16.8 - 94 8.2
under 50 years 240 42.9 - 240 20.9
Totals 559 99.9 455 100 1147 100

In his suburban Minneapolis practice, Seifert has man-
aged to organize the individuds in his practice to pro-
vide a broad range of important support and information
functions for the practice.!>!6 Practices addressing a
practice population might use Seifert's approach to or-
ganizing a “patient advisory council” for gaining valu-
able input in identifying priority health problems and for
broadening the range of support in implementing inter-
ventions. Seifert’'s experience further suggests that the
patient advisory council may be an important source of
additional help for those nonreimbursable tasksin-
volved in COPC.

A Research Agenda for COPC

In my opinion. the potentia value of applying the prin-
ciples of COPC in the mainstream of primary care is
compelling enough to judtify further research in COPC.
The researchable issues in COPC can be thought of in
four categories. These include the economics of COPC,
systems issues, behaviord issues, and the methods or
science of COPC. Examples of researchable questions
in the economics of COPC include:

What are the impacts achievable on the health of the
target populaion and a what cost?

Can the revenue generated by providing needed ser-
vices offset the fixed costs of the COPC process in
a fee-for-service practice?

In what ways might volunteer help from the target
population be used to cover fixed costs of the COPC
process?

83

Research into the systems issues will address ques-
tions such as the following:

What systems (human and nonhuman) need to be in
place, and what existing systems can be used?

What are the existing sources of data that would be
useful in the COPC process? How can these data be
used in:

1. characterizing the community

2. identifying a cluster of addressable problems
3. setting priorities among problems in the cluster
4

. determining modifications needed in interven-
tions to enhance impact

o

determining when to stop an intervention
6. community perceptions of priority problems

community perceptions of appropriate inter-
ventions?

Table 2. Survey of 102 individuals in 35 house-
holds regarding primary source of medical care

Persons praﬁt?gg %r;%ary
surveyed source of care
number percent  number percent
Active patients 48 47 48 100
Inactive patients 17 17 17 loo
Nonpatients 37 36 32 86
Tota 102 100 97 95




Table 3. Indirect adjustment of prevalence rates
for hypertension

Standard Individuas
Tota ratex Expected with
patients  per 1,000 cases  hypertension
White
males
25-34 163 75 122 l
35-44 48 140 6.7 2
45-54 32 226 7.2 0
55-64 26 252 6.6 3
65-74 43 308 13.2 6
Subtotal 312 45.9 12
Black
males
25-34 96 164 15.7 0
35-44 68 363 24.7 2
45-54 32 367 117 |
55-64 36 586 211 5
65-74 7 433 3.0 |
Subtotal 239 76.2 9
White
females
25-34 348 22 7.7 3
35-44 190 66 125 6
45-54 48 139 6.7 4
55-64 46 276 12.7 13
65-74 39 349 13.6 1
Subtotal 671 53.2 37
Black
females
25-34 268 124 33.2 29
35-44 103 238 245 26
45-54 29 397 115 1
55-64 38 456 17.3 14
65-74 16 463 14 8
Subtotal 454 93.9 88
Tota 1,676 269.2 147

*From the National Health and Nutrition Survey, Nationa Cen-
ter for Health Statistics.

What exigting organizations within the community
can become the force behind COPC (e.g., commu-
nity hospital, loca hedth department, primary care
practice)?

Can a practice billing system provide data that are
useful in the COPC process?
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Figure 3. Observed and expected prevalence of
hypertension in the practice population
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Researchable questions relating to the behaviora is-
sues include the following:

e What are the motivating factors that involve provid-
ers and community participants?

e How is motivation maintained over time?

e What are the training requirements for primary care
physicians?

e How does an interest in and commitment to COPC
diffuse among the practice and the community?

e How can the target population participate if it is not
an organized community?

Findly, the methods and science of COPC involve a
number of important research questions as well, includ-

ing:

« What methods/techniques are required to carry out
the COPC process?

« How wel does COPC work, in terms of achieving
an impact, for different classes of problems (eg.,
maldistribution of diagnostic or treatment services,
addressing “hidden” problems, reducing behavioral
risk factors, increasing functional level, and so
forth)?



Table 4. Research issues on the process of COPC

Defining and characterizing the target population

Is the practice population a reasonable target population for COPC activities in a vatiety of practice settings?

What proportion of individuals in a practice population consider the practice or program to be their primary
source of care? Does this vary by practice? Does this vary by age and sex?

Does the “baseline” epidemiologic study of the target community lead to any new information about prob-
lems, priorities for intervention among problems, feasibility, or projected impact of specific interventions?

Identifying priority health problems

Does the problem profile of the “practice population” accurately reflect the status/needs of the larger commu-
nity in rural areas?

Can the underdiagnosed problems in a practice population be inferred from epidemiologic analysis of the
active patients in the practice population?

Development of nominal group processes that use existing data and identify a range of important problems,
aggregate them in a meaningful way, identify a range of strategies, estimate the impact of strategies, and
choose among the strategies one or more to employ.

Methods for estimating the impact of intervention strategies under consideration during the process of setting
priorities.

What is the difference in the prioritization of a group of problems from the perspective of the community (or
its several groups) and the perspective of the professional (or group of professionals)?

Designing and implementing an intervention strategy

Methods for estimating the projected impact of an intervention strategy under consideration.

Methods for comparing projected impact of alternative intervention strategies for the same problem and
across different problems.

Development of a nominal group process that identifies health problems.

When addressing a practice population, how might intervention strategies be structured to take advantage of
natural family dynamics?

Monitoring impact of the intervention

How can an intervention strategy be economically monitored for effectiveness?

What information is available (or which data can be collected) to assist decisions to modify or discontinue the
intervention?

When can a successful intervention strategy be discontinued?

Can nominal group processes be developed to assist in assessing the effectiveness of an intervention
strategy?

What tools and techniques are needed for measur- o Are nominad group techniques useful in conjunction
ing need and monitoring the effectiveness of an in- with existing data for the analytic functions of
tervention? COPC?

More specific research questions related to the four

How much analysis is needed, and how rigorous functional components of the COPC process are de-
should it be? tailed in Table 4.
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Conclusion

From another perspective, COPC represents the appli-
cation of the tools and the principles of epidemiology to
the organization and practice of primary care. The ques-
tion here is not whether COPC can apply to the main-
stream of primary care in this country; rather the ques-
tion is, why has it taken us so long to explore the
possibilities?

In most of the world, the notion of primary health care
explicitly involves the organization and management of
primary care for a definable population. The ability to
look beyond the individual patient to the hedth and
hedlth care needs of families and the community is one
of the cornerstones of good medica practice. The appli-
cation of epidemiologic techniques to managing the
hedlth care of a defined population makes COPC a rele-
vant innovation in primary care for the 1990s.

The fundamental principles of COPC have the poten-
tial to contribute to the effectiveness of the mainstream
practice of primary care by expanding the perspectives
of primary care physicians beyond the stream of indi-
viduals passing through their examining rooms to a tar-
get population whose health can be improved through
strategies that combine primary care and public hedth.
To embed into the practice of primary care the ability
and expectation that primary care include concern for a
target population larger than the individua or family
will greatly improve the capacity of this Nation's hedlth
care system to address the priority health concerns of its
people.
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Health Services Research and Prevention in Primary Care

CharlesE. Lewis, M.D., Se.D.

Introduction

This discussion will examine current research efforts
focused on prevention in the primary care setting; offer
suggestions for researchers, agencies, and review
groups dealing with this topic; and propose a new re-
search agenda for primary care prevention research. It
will close with alist of ten recommendations on how to
obtain funding for research.

There are three types of questions related to prevention
that are of interest to primary care practitioners and re-
searchers. First, there are the “what” questions; for ex-
ample, “What are the risk factors that are predictive of
the major causes of morbidity and mortality in society?’
The answers to such questions are derived from epide-
miologic studies, and as with al research, the degree of
precision varies widely from study to study.

Take, for instance, the problem of adolescent pregnan-
cy. The research question might be “What are the ante-
cedents to early unprotected sexua intercourse?’ and
the answer would be “A whole list of variables ranging
from poor sdf esteem, faulty decisonmaking, lack of
social support, lack of education, desire for escape from
the family, ignorance of physiology, peer pressure,” and
so on. It is dightly different in this case than in the case
of coronary artery disease, where the answer to the
“what” question is more clearly defined. Other “what”
questions are: “What do doctors do in terms of preven-
tion? or “What do people do to protect their health?’

Next come the “how” questions. “How well do provid-
ers know the population for whom they are providing
care, including the prevalence of various risk factors
among that population?” “How can we intervene?’
“How can we reduce the incidence of adolescent preg-

Dr. Lewis is Professor of Medicine, Public Health, and Nursing at
the University of California, Los Angeles.
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nancy ?” “How can we get individuals to stop smok-
ing?” “How can doctors be persuaded to use a vaccine
for hepatitis B?’

These questions presuppose an answer to the third
question-that is, the efficacy question: “What works?’
Is there anything that (&) changes the antibody structure
of individuas or (b) reduces their propensity to smoke
or engage in other harmful behavior? If there is a specif-
ic intervention-whether it is a vaccine, counseling pro-
gram, educational program, or whatever-then the sub-
sequent question is “What is the effectiveness of the
effort to use such an efficacious intervention?’

As illustrated in Figure 1, prevention research efforts
can be classified into four categories: causdlity, provid-
ers, interventions, and patients. The figure also lists
some questions that research projects under each major
heading atempt to answer. For example, in causality:
“What are the risk factors for X?' Current knowledge in
this area comes from epidemiologic studies, both large
(e.g., the Framingham heart study’) and small (derived
from practice networks).

Research involving providers may focus on what they
know about risk factors and interventions, what they be-
lieve about the validity of the data on risk factors and
their own efficacy in reducing risk factors, and what
questions they ask their patients. In most cases, history
taking is an important step that precedes intervention.
For the pragmatic, the basic question is, “What do pro-
viders do to reduce the risk for their patients? For inter-
ventionigts, the question would be “How can providers
practices be changed?’ presuming their practices are
less than optimal.

With regard to interventions, the basic question is Sim-
ply, “What is worth doing?’ |s a particular intervention
worth spending time, effort, and money on, in terms of
pursuing risk reduction?



Figure 1. A classification scheme for research
in primary care prevention

A. Causdlity o What are risk factors for X?
B. Providers o What do providers:
know (1)
believe )
ask about ©)
do to reduce
risk? (4)
e How can
providers practices
be changed? (5)
D. Patients « What do patients:
know 1)
believe 2)
do? (3)
How can patients
practices be
changed? 5)

The final category relates to patients. In a format simi-
lar to the provider question, it is also important to deter-
mine what patients know about risk factors and preven-
tion, what they believe in terms of the truthfulness of the
data and the relevance of the risk to themselves, the per-
sonal consequences of taking action or not taking action,
and finaly, what their current practices are.

As a parallél to prevention with providers, patient-ori-
ented prevention research can examine ways to change
patient’s practices to reduce their risk.

Research Methods

A brief review of the research methodologies applica-
ble to each of these four domains reveds some of the
prerequisites for conducting research in this area. Epi-
demiologic studies generaly require fairly large popu-
lations. In terms of experimental design, longitudinal
studies that provide observations over several points in
time may facilitate inferences with regard to causdlity.
For the sake of discussion, it will be assumed that most
hedth services researchers concerned with prevention
in the primary care setting have neither the resources nor
interest to pursue questions related to this area
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Interventions have been studied rather extensively by
those health services researchers who enjoy doing
meta-analyses. Reviewing the existing literature and
andyzing the relaive merits of published studies does
have a certain appea for some investigators. While in-
formation arising from such studies is essentia, given
the recent US Preventive Services Task Force report?
this probably will not be a high-priority funding area, a
least for the next few years.

The two remaining areas, which should be the most
familiar and of most interest to health services research-
ersin the field of primary care, focus on what happensin
the dyadic relationship that exists between hedth care,
disease prevention, and health promotion. Such studies
may involve surveys of providers and patients to deter-
mine their knowledge base, belief structures, and cur-
rent practices. A prerequisite for such surveys is access
to a defined body (sample) of providers and patients,
preferably those with characteristics that permit gener-
alization to a larger universe, and the ability to analyze
reasonably large data sets. These studies require experi-
enced surveyors who can design appropriate question-
naires or interviews that yield reasonably nonambigu-
ous information about a specific variable. They aso
require the political clout or economic resources to ob-
tain a high participation rate that will offset the usual
threats of sdection bias due to nonresponse.

Preventive Services Provided by Internists

A study conducted in 1987 by Lewis, Schwartz, and
Clancy, with support from the Centers for Disease Con-
trol, provides an example of the kind of research de-
scribed @ove. A random sample of the membership of
the American College of Physicians (ACP) was sur-
veyed to determine what internists do, believe, and
know about preventive services and how this is related
to thenature of their practices (i.e., subspecidist vs. gen-
era internist), gender (male vs. female), and their own
personal health practices. Previous studies®* had dem-
ongrated that a physician’s counseling practices were
sgnificantly associated with his or her own personal
health practices; the study described here provided an
elegant sample to retest that hypothesis.

With the endorsement of the ACP (essentid for bid-
ding on this contract), a random sample was drawn of
approximately 12 percent of the male members of the
College and 40 percent of women members and Fellows
of the College. Women were intentiondly oversampled
to provide the number of respondents needed for ade-



quate statistical power in comparing their practices with
those of men.

This dtratified random sample was selected from 22 of
the College's 55 regions to ensure adequate representa-
tion of al geographic areas. Sampling was done by re-
gion to facilitate use of the Governors' offices as “rein-
forcers” Those members who failed to respond to the
initial survey were sent a second questionnaire and a re-
minder |etter; nonresponders to the second notice were
caled and/or sent a reminder notice from their Gover-
nors emphasizing the importance of responding to the
survey. A 75 percent response rate was achieved, with a
total of 1,359 internists returning the questionnaire.

The questionnaire was designed to collect data on in-
ternists practices with regard to immunizations, the use
of screening tests, and counseling practices, as well as
information on the organization and nature of their med-
ical practices and their persona health habits. An over-
al summary of the survey is forthcoming,? as is a more
specific analysis of the counseling practices of internists
as related to their personal health habits, specidlties, and
gender.%

Results

Table 1 summarizes some of the characteristics of the
respondents in this study. The average age of respond-
ing internists was 42.9 years, and 85.9 percent of their
time was spent in patient care. Of the 4 1.1 percent of
these physicians who reported no forma subspeciaty
training, 36.5 percent dtated that they are in the full-time
practice of generd internal medicine. Only 12 percent
of subspeciaists indicated that they spend 100 percent
of their time functioning as a subspecidist, suggesting
that there are many subspecialists who function as gen-
eraligts. It would be interesting to learn whether they do
primary care as well. The average number of patients
seen in an office in the average week was 72.2, while the
median was far lower (50), indicating that this distri-
bu-tion has a long narrow tail to the right. AImost
three-quarters of these internists reported that they saw
no nursing home patients during the week prior to the
survey.

A variety of dimensions were examined related to pro-
viders persona health, some of which are illustrated in
Table 2. Despite the known hazard of nosocomia infec-
tion due to Hepatitis B, only 29 percent of these physi-
cians have been immunized againgt the virus. Almost
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Table 1. Characteristics of Respondents

Age (years) (x) 429

Subspecidty training 414

Patient care time (x) 85.9
Full-time generalist 36.5

Full-time subspecialist 121

Patients seen in office (X) 72.2

Patients seen in

nursing home (x) 19.2

Note: Number of respondents = 1,359; 71.5 percent see no nurs-
ing home patients

haf have no persona physician, 40 percent have not had
a physica examination in the past 5 years, and nearly 50
percent have never had a stool occult blood examina
tion.

A greater proportion (72.1%) have never had a
sigmoidoscopy, but approximately one-quarter of the
men say they examine their testicles (without reference
to frequency). Asa hint of the effect of gender on per-
sondl health practices, only 4 percent of the women date
that they do not examine their breasts, and less than 1
percent have never had a pap smear.

Obtaining information for the purpose of establishing
risk is the first step in the practice of clinical preventive
medicine. Table 3 shows the proportion of physicians
who indicate they routinely obtain and record various
elements of the history. While aimost all ask their pa-
tients about smoking, seven of eight obtain and record
acohol histories, and 46.6 percent state that they do the
same for exercise. A review of their medical records in
other facilities would probably suggest that there has
been considerable over-reporting with regard to these
and sexual history questions. This is an inherent prob-
lem in self-reports of socialy desirable behavior.

Screening tests are important to those who would de-
tect disease early. However, in contrast to tests not ob-
tained, thereis aso the issue of changing provider be-
havior when tests are ordered that have been
documented to be of no value or when they are done



Table 2. Provider's personal health

Immunized against hepatitis B 29.2
Do not have personal physician 479
No physical exam in past 5 years 40.8
Never had stool occult blood exam 49.7
Never had sigmoidoscopy 721
Never examined testicles 23.8
never examined breasts 4.0
never had pap smear 0.3

Table 3. Percentage of providers who routinely
obtain and record a history

Smoking 94.1
Alcohol use 875
Exercise 46.6
Seatbelt use 7.0
Sexual functioning 26.9
Sexual orientation 24.7

with a frequency that suggests a concern with economic
rather than preventive issues. Table 4 illustrates the
practic-es of surveyed physicians with regard to four
common screening tests. Recent position papers from
the ACP suggest that an annua ECG is totally unwar-
ranted.” Despite the Nation's obsession with cholester-
ol, it is doubtful whether most internists would agree
that serum cholesterol needs to be measured annually, a
least in the average patient; the frequency for perform-
ing sgmoid-oscopy is aso somewhat out of line.

Finally, with regard to counseling, Table 5 summarizes
the proportion of internists in this sample who never, or
only at the first visit, raise the issue of smoking, alcohol
use, lack of exercise, and failure to use seat belts among
their patients who have these risk factors.
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This study is illugtrative of research that focuses on
providers. Studies also continue to be done that ex-
amine the same questions with regard to patients. What
do patients know about risk factors? What do they be-
lieve about them? What do they actudly do (self-re-
ported behaviors)?

Intervention Research

Perhaps the most important and most difficult area of
prevention-related health services research involves the
testing of specific interventions designed to prevent
“X.” Investigators who are action-oriented may find
this to be a methodologica mine field, and before under-
taking such research, they should read the pink sheets
from rejected projects to identify the problems that are
often found in proposds for this kind of research.

Perhaps the most common problem is the failure to
specify exactly what the intervention will be. Often this
fault derives from a more fundamental problem-that is,
falling to have an adequate conceptua framework to
support the intervention proposed. Conceptua frame-
works are important, but they are like beauty; they arein
the eyes of the disciplinary beholder. Thus, many inves-
tigators submit grants that contain an inventory of con-
ceptua frameworks to appease reviewers and fall to
settle on a specific framework.

If there is one cardina ground rule related to interven-
tions, it must be, “make it smple.” For not only must the
intervention be delivered again, again, and yet again, it
aso must be constant over time. Only by monitoring the
interventions and interveners and providing some data
on quality control over the treatment period can the con-
tention be supported that aconstant dose of “X” has been
delivered to the subjects.

A second dilemma facing researchers who seek to in-
tervene has to do with the nature of the population in-
volved. Evaluating the impact of interventions requires
pre- and post-test measures, hopefully on the same sub-
jects and hopefully with a control group. While the ran-
domized controlled trial may be the gold standard in this
areg, this gold may tarnish if there issignificant attrition
from the population involved. Incidentally, such attri-
tion is most likely to occur in those groups where evi-
dence of the effect of intervention to reduce risk is most
needed, i.e, in disadvantaged populations.

Another truism is aso applicable: “it takes a difference
to make a difference.” While complex interventions are
difficult to maintain at a constant level, interventions
that provide only minima treatment may well provide
minimal impact.



Table 4. Percentage of providers who do
screening tests annually

Chest x-ray 9.2
EKG 24.1
Serum  cholesterol 49.2
Sigmoidoscopy 12.6

Table 5. Percentage of providers counseling
those with specific risk factors: never, or at first
visit only

Smoking 20
Alcohol use 6.4
Exercise 19.8
Seatbelt use 83.7

A third and significant problem facing those con-
cerned with research in prevention is the very nature of
the problem of counting “nothings.” Prevention is
successful when events do not occur; often the events
that researchers are trying to prevent are not common, at
least within a reasonable period of observation, say 1 to
3 years. Therefore, in dedling with the basic problem
with dstatistical power, severd aternatives are present:
(1) recruit a very large population, (2) pray for stability
and no bias due to attrition, or (3) find a group that has a
lot of events and try to prevent some of them. This often
brings the charge of nongeneralizability.

Conclusion

Primary care physicians must begin to look at preven-
tion as a way to improve the quality of life for people-
either one a atime (e.g., in their patients) or in groups
(e.g., regiona or nationa campaigns). We must design
primary care research that is concerned with prevention,
test the efficacy and effectiveness of interventions, and
plan programs that can effectively deliver interventions.

Some of the more provocative questions that deserve
dtention (but may not be a the top of the priority list for
funding agencies) include:

1. Why don’t physicians do what distinguished
groups, such as the US Preventive Services Task
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Force or the American College of Physicians, rec-
ommend?

2. Why is the teaching of preventive medicine to med-
ical students assigned to Saturday mornings, week-
ends, and 5 o'clock on Wednesdays?

3. Why is the teaching of preventive medicine not in-
terwoven into the clerkships where it becomes part
of the business of patient care?

4. Why is the National Board of Preventive Medicine
examination not taken serioudy by promotion com-

mittees, and why are the questions on that Board so
irrelevant?

5. Why don't third-party payers pay for preventive
services?

In summary, there are a number of research questions
related to prevention in primary care settings that are
ripe for investigation. This discussion has focused on
some of these questions, and hopefully, it has sparked
renewed interest in prevention research among primary
care and health services researchers-that was certainly
the intention.

But prevention research, like any other kind of re-
search, also has a practical side. The following are sug-
gestions, based on many years of experience, on how to
obtain funding for prevention research, especidly Fed-
eral research grants.

1. Get an idea
e test it on your friends
e do a literature review
e summarize what's been done
e reexamine your ideatest it on nonfriends
o find a suitable framework

e ask senior investigators from other ingtitutions
to listen to you talk about it

2. Get acopy of agrant recently funded by your target
agency.
« read it and reread it

« imagine your idea dressed up in that rhetoric
and logic

3. Get aligt of the members of the study section that
will probably review it.



o do acitation index review of their work

o Qet copies of at least three papers published by
them

« be sure and cite anything written by them that
is remotely related to your idea

4. Make contact with a staff member of the agency.
send them a brief description of your idea

o be sure to make an obvious error of omission so
they can “save” your idea-thus making it theirs

5. Write afirst draft of the proposal and remember you
will rewriteit at least ten times before it is sub-
mitted.

6. Don't forget to:

consult a statistician about sampling estimates,
power calculations, and an analysis plan

ask someone who writes/teaches English to re-
view the proposa for inteligibility

« Qet help in putting together a budget (from your
organization)

7. Ask someone old and cranky and experienced to
tear it apart.

+ look for every single question-regardless of
how ridiculousthat someone might ask

« prepare yourself for the result of this review

8. Start dl of this months ahead of the deadline for the
grant.
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+ while time does not ensure success, trying to do
steps I-7 by working 24 hours a day is impos-
sible

make sure you alow time for al ingtitutional
clearances

9. Ak yoursdf one last time-do | really want to do
this if they give me the money? (What if they only
give me haf the money?)

10. Be prepared to have the project rejected or not
funded; be committed to arewrite or get anew idea-
after a good cry, resubmit.

References

1. Gordon T, Kannel WE. Introduction and general back-
ground in the Framingham Study: The Framingham Study,
Sections 1 and 2. Bethesda, MD: National Heart, Lung, and
Blood Institute; 1968.

2. Guide to Clinical Preventive Services: Report of the US
Preventive Services Task Force. Washington: Department
Hedlth and Human Services, 1989.

3. WelIsKB, Lewis CE, Leake B. Do physicians preach
what they practice? JAMA. 1984; 252:2846-2848.

4, Lewis CE, WellsKB. A model forpredicting the counsel-
ing practices of physicians. J Gen Int Med. 1985; 1. 14-19.

5. Schwartz JS, Lewis CE, Clancy, C, Kaplan J. Survey of
internists health promotion and disease prevention practices.
Ann Int Med. (in press).

6. LewisCE, Schwartz JS, Clancy C,Leake B. Thecounsel-
ing practices of internists. Ann Int Med. (in press).

7. Agency for Health Care Policy and Research. Research
Activities. January 1990, No. 125. Rockville, MD: Public
Hedlth Service.



Outcome Measurement Issues

Sheldon Greenfield, M.D.

Introduction

The measurement of outcomes in general, and particu-
larly in primary care, isin itsinfancy, yet great progress
has aready been made.!# This discussion will include
some general comments about outcomes, describe some
very promising work from the Medical Outcomes Study
(MOS), and outline a research agenda for the measure-
ment and use of outcomes in primary care.

The use of outcomes to judge medical care or effec-
tiveness is inherently treacherous because of the proba
hiligtic relationship between process and outcomes and
the many factors that are beyond the physician’s control.
However, it is important to note that research into the use
of outcomes has begun to dea with the mgor problems
that stand in the way of high vaidity, reliability, and fea-
shility for outcomes. Generic outcomes may not be
applicable in certain Stuations, such as common com-
plaints when almost al patients get better or with ad-
verse drug reactions, which are very rare. However, the
potential usefulness of outcomes in many, if not mog,
clinica stuations-especialy chronic disease-can make
them a valuable part of medica practice.

It should be noted that generic patient outcomes, such
as functiona status and quality of life, allow for maxi-
mum comprehensiveness in assessing quality of care,
because they reflect not only the technica but also the
interpersonal aspects of office-based care-persuading
patients to take medication, return for followup, and un-
dergo noxious procedures; diciting patients psychoso-
cid problems or concerns or beliefs about care that may
impair medical treatment; and accounting for patients
values when setting on a course of action. Measures of
the process of patient care cannot adequately reflect the
interpersond dimension. This is best reflected in meas-
ures of patients' functioning and quality of life.

Dr. Greenfield is a Senior Scientist a the New England Medical
Center.
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Feature Article
]

The National Study of Medical Outcomes

Evidence is building that patient outcomes provide
valid and reliable estimations of the quality of care pro-’
vided by individual physicians. In the context of the
MOS,!? scores for patient outcomes (controlling for
case mix) are being generated for individua physicians.
Those scores will be used to compare the care provided
in different hedlth care delivery systems, in practices
with a wide range of resource use, among different phy-
sician specidists, and in different geographic aress.
Preliminary evidence from this study suggests that a
generalized score can be obtained for an individua phy-
Scian that is an accurate and stable estimation of that
physician’s care. Further studies are needed to deter-
mine whether and to what extent these individua “pa-
tient outcome scores” must be adjusted (by patient char-
acterigtics, system of care characterigtics, or physician
characterigtics) before fair comparisons of care can be
made.

Patient Functioning and Quality of Life
As Outcome Measures

Are patients functioning and quality of life reasonable
indicators of the outcomes of care provided by an indi-
vidua physician? The most desirable evidence to ad-
dress this question is not available-that is, that physi-
cians differing on some known criterion of excellence
ranked identically when patient outcomes were used to
assess quality of care. Recent evidence suggests, how-
ever, that these measures, as they are being increasingly
refined, are valid for discriminating between the care
provided by individual physicians.

Early studies used patients’ functiona status to predict
use of hedth care services and mortality. More recent
studies have shown that patients functiona status cor-
relates with traditional physiologic outcome measures,
such as forced expiratory volume in 1 second (FEV),?
blood sugar,>* and blood pressure.57



A 1989 study of 9,385 patients in the offices of 362
physicians in three major United States cities shows the
clinica validity of a functional status measure. Patients
and their physicians were asked to indicate whether they
(the patient) had specific medical conditions and symp-
tomatic complaints.! Patients were also asked to com-
plete a 20-item functional status questionnaire. The re-
sults of the association between patients reports of the
presence of specific illnesses, physicians confirma
tions of the presence of those illnesses, and patients
functional status are shown in Figure 1. The broken line
represents “well patients,” those who denied having
chronic disease and whose physicians confirmed that
they were disease-free.  Each disease condition is
graphed according to its mean level of impact on phys-
cal function, role function, social function, mental
health status, health perceptions, and reported pain. As
shown in Figure 1, the more severe the disease, the
greater the dysfunction. Further, each condition gener-
ates a unique signature.

The demonstrated association between patient func-
tioning and physiology indicates that what the physician

does (to manage blood sugar, control blood pressure,
treat chronic obstructive pulmonary disease, and so
forth) has a direct impact on patient outcomes. These
health status measures have achieved the level of validi-
ty required to include them, along with traditional out-
come markers, in the monitoring of care for chronic dis-
eases. They differentiate between those patients with
and without chronic disease and fit the clinica patterns
of disease. They show more dysfunction for the more
severe disease conditions. The mean for each category
of patient functioning (physical, role, socia) for each
disease condition could be used as the standard of care,
below which physicians performance would be sub-
jected to additiona scrutiny.

Outcomes Measurement in Office Practice

Feasible methods now exist for measuring patient
functioning and quality of life in the context of busy of-
fice practices. In individual office practices, these
measures could be used to evaluate the quality of the
physicians performance and provide maximum oppor-
tunity for improving patient care through feedback.

Figure 1. Health profiles for patients with four conditions
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As with traditional methods for measuring the process
of care, the procedura steps for using patient outcomes
to evauate the qudity of care include obtaining scores
for individual physicians, setting standards below
which care will be reviewed, and obtaining the consen-
sus of groups of physicians regarding the standards to be
used in defining quality. To obtain interpretable quality
assessment information using patient outcomes, the
scores of individua physicians, groups of physicians,
systems of care, and so forth, must be adjusted for the
factors that may cause errors-that is, variations not due
to differences in the qudity of care provided. Such fac-
tors include case mix and optima time window for mak-
ing judgments about care. These factors can be over-
come. With respect to case mix, for example, there are
severa techniques for modifying scores in order to ren-
der accurate judgments about care provided. “Baseline”
measures of patients functioning can be used to adjust
any scores obtained at some later period. Independent
measures of the clinical severity of patients health con-
ditions can be used to adjust “baselineg” measures of pa-
tients functioning.

The total clinical disease burden of the patient (the ag-
gregated comorbid conditions the patient has) aso can
be used to adjust patients’ functiona status. Recent evi-
dence indicates that the conclusions drawn about the
quality of patient care may be very sensitive to case mix
adjustment.310 Further research is needed to identify
and adjust for factors that cause inappropriate conclu-
sions about an individual physician’s performance
when it is judged using patient outcomes.

Limitations

There are three basic limitations to the use of patient
functioning and qudlity of life as measures of the quality
of medicd care. Firs, they are nonspecific. They may
reflect factors other than the medical care received by
the patient. Second, they do not provide targeted infor-
mation to improve patient care. Outcomes do not give
behavioral feedback regarding the specific elements of
physicians performance that must be changed. Third,
research has not shown that quality of life can be im-
proved. These limitations do not discredit the use of pa
tient outcomes in quality of care assessment. Rather,
they suggest that patient outcomes must be used judi-
cioudy, nonpunitively, and in conjunction with other
measures of the qudlity of care, including structure and
process.

The promise of outcomes, particularly in the area of
hedth dtatus, offers new opportunities in research and
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demonstration. First, while the MOS and other studies
have provided (and will continue to provide) consider-
able evidence for the value of outcomes, more research
into the tailoring of outcomes to specific conditions,
particular kinds of doctors, specific situations (such as
emergency rooms), and certain populations-such as
poor people and people living in rura areas-must be
caried out before they can be generdly useful. This will
require further research into the relationship of the out-
comes to each other and their sengitivity and specificity
to process.

Conclusion

Once these measurement studies are done, either as
methodologic studies or as part of other policy studies, a
host of important primary care research areas can be ex-
plored. These areas include the relationships to out-
comes of costs, quality of care, discrete processes, new
technologies, interpersona care, systems, and specia-
ties, as well as the characteristics of specific popula-
tions, such as socioeconomic status. The dawn of this
era of outcomes is a very exciting one and should lead to
agreat dea of progress in the understanding and im-
provement of primary care.
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The Impact of Financial and Organizational Changes on Primary Care

Thomas R. Konrad, Ph.D. and Gordon H. DeFriese, Ph.D.

Introduction

American hedth care is undergoing rapid and dra’
matic organizational changes that affect the provision of
primary health care. The whole set of issues related to
the provision of routine, nonspeciaty, hedth care ser-
vices is of importance during the present era because
primary, health care providers play a critica role in ad-
dressing the following policy issues:

« Isit posshleto differentiate between necessary and
unnecessary use of health care services, can unnec-
essary use be reduced or eiminated?

« Isit possible to assure that the services received are
appropriate to meet requirements and of adequate
qguality?

« Can access to care be guaranteed for those who ac-
tually need hedlth care services?

Primary care providers and facilities shoulder a large
burden with respect to al of these issues but play an es-
pecialy important role with respect to access to care.
Unfortunately, in the present period of rapid cost escala-
tion and apparent surpluses of hedth care practitioners,
public policies giving emphasis to the accessibility of
basic health care have a distinctly secondary priority.’

There are two distinct issues with respect to access.
The first is what might be called coverage, or the propor-
tion of the population in need who actually receive a giv-
en sarvice. The second is equity, or the extent to which
coverage is extended to al elements of the population,
without discrimination or preference.* These two issues
are obvioudy related, because efforts to bring those
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and Health Policy and Administraitoh and-a Research Associate at
the Heelth Services Research Center, University of North Carolina
a Ch Hill. Dr. DeFriese is Professor of Socia Medicine, Epi-
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groups with the lowest level of coverage up to the aver-
age level will presumably improve equity as well. But
the concept of coverage is much more easly understood
and has been the predominant theme in most programs
designed to increase access to care.

Among the most important efforts of the past 20 years
to guarantee access to hedth care in the United States
has been the effort to ensure that every person, regard-
less of social status or characteristics, has aregular
source of primary medical care. This has involved two
types of interventions. First, there are the programs in-
tended to affect the balance between specidists and gen-
eraists in clinicd medicine through efforts to improve
the quality and quantity of primary care training for phy-
gcians and to make this level of medical practice a vi-
able and attractive career option. Second, there are ef-
forts to design and promulgate new types of hedlth care
programs to serve heretofore underserved populations
where primary care is the centerpiece.

Federd, State and local governments, as well as pri-
vate philanthropy, have devoted much energy and re-
sources to both types of efforts. For example, the devel-
opment of resdency programs in family practice and
general internal medicine and the promotion of the
nurse practitioner for rural communities are examples of
this “personne” emphasis. The establishment of com-
munity health centers in underserved areas and efforts to
develop group practices in internal medicine residency
programs and hospital outpatient departments exempli-
fy the “organizational” approach. Occasiond efforts to
coordinate these two approaches have also occurred, as
when the National Hedlth Service Corps was proposed
asthe “staffing” arm of the Rural Hedlth Initiative in the
late 1 970s.3

At the same time that these planned efforts to increase
the volume of primary care practitioners and the options
for primary care practice are taking place, the American
hedlth care scene has experienced expansion in the scale



and diversty of the medical care marketplace. Many of
these developments seem to run counter to the tradition-
a ideology of what congtitutes “good” medicd care.
Instead of giving emphasis to the notion of a single, reg-
ular source of primary care, American health care con-
sumers are being offered a bewildering array of discrete
services and service providers who are able to advertise
their convenience and accessibility. While employers
and other purchasers of hedth care seem to be looking
for ways to “bundle” consumers of hedlth care and to
purchase organized programs for meeting their basic
health care needs, the hedlth care “industry” is offering—
and the consumer seems to be demanding the right to
select from-a wide range of hedth care services. Con-
sumers want to protect their right to define specific
hedlth care services as relevant to their immediate and
specific health care needs. The hedth services market
seems to be headed in the direction of “unbundling”
these services and individually marketing them to de-
fined segments of the lay public.

These two trends have quite different implications for
the way in which primary hedlth care, as a level of care
and as a set of defined relationships between consumers
and providers, can develop in the decade ahead. Pri-
mary care physicians, for example, increasingly find
themselves in roles that have shifted from advocacy for
their patients to more emphasis on their responsibilities
in the allocation of hedth care resources.*® This is espe-
cidly true as physicians find themselves working as the
salaried employees of large multispecidty hedth care
organizations. Coupled with a rapid increase in the vol-
ume of prepaid hedth care, the current era has produced
a highly complex environment within which physicians
relate to the large practice organizations for which they
work.

Investigators at the University of North Carolina's
Health Services Research Center have been studying
these trends for more than 20 years. This article draws
on the work accomplished at the center during the past
two decades in order to make some observations about
the kind of studies that are needed to unravel the
long-term implications of these trangtions in American
medica practice.

Starting in 1969, Madison, Konrad, and Tilson® began
a study of 40 of the largest multispecialty practice orga-
nizations in the United States. The intent was to uncover
the history of these organizations and determine the role
they were playing in diverse medica markets through-
out the Nation. Second, there was interest in the career
orientations and pathways of the physicians who chose
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to work (largely for saary) in these organizations. Fi-
naly, an important part of that study was an effort to
understand how the then emerging concept of “primary
care’ fit into the multispecialty group practice organiza-
tion.

In 1987, Madison and Konrad were joined by other
colleagues (DeFriese, Kory, Lee, and Pathman) in a
much broader study of all of the largest multispecialty
groups in the country and the physicians who were
employed by these practice organizations. The differ-
ences that emerged in the environment for large group
practice over this 20-year period were astounding. Dra-
matic changes had occurred, both in the motivations of
physicians to work in such an environment, as well asin
the professionalization of the medical |eadership of
practice organizations.

The organization of these large-scale practice groups
reflects an important and exciting dialectica tension be-
tween the imperatives of management, on the one hand,
and the priorities of clinica practice on the other. Al-
though, this tension is not absent in other forms of medi-
cal practice, it is more acute in the large medica group.
Examination of how these groups cope with such ten-
son may provide important lessons and models for the
development of innovative methods for organizing and
delivering services.

With generous support from the National Center for
Hedth Services Research and Health Care Technology
Assessment (NCHSR)-now the Agency for Hedlth Care
Policy and Research (AHCPR)-investigators at the
University of North Carolina have studied these trans-
tions in medica practice over quite a number of years.
The papers from the second of these studies are just be-
ginning to come out, and this discussion will include
some observations from these studies about important
developments in the organization and financing of care
as they impact on the practice and provision of primary
hedlth care.

Methods

The study focused on physicians employed in large
medical practice organizations which were defined as
having all of the following characterigtics:

+ employed at least 40 different full- or aimost
full-time physicians on a nontemporary basis who
congtituted a majority of al physicians a work in
the organization

could be defined legdly as a single entity for pur-
poses of medical practice and could demonstrate ad-



ministrative unity by: (a) self-identification as a
unified staff; (b) a designated medical leadership
position (e.g., medica director, chief of staff); and
(c) a centralized physician recruitment and selec-
tion function

identified the delivery of medical care as its primary
purpose

numbered at least half of its physician staff from
among the specidties of internal medicine, pedia-
rics, family medicine, obstetrics-gynecology, and
genera surgery

« existed as an organization for at least 2 years at a
minimum staffing level of 30 or more full-time phy-
scians

e was not a unit of the Federal government

o sarved aclientele that was not restricted in choice or
movement.

These criteria established definitional boundaries for
the type of physician groups the study targeted-that is,
large groups, having some degree of administrative
hierarchy and looking toward generaly similar, though
not identical, goals. The criteria effectively excluded
others that might employ large numbers of physicians
but were clearly dissmilar: most general short-term
hospitals-organizations that are staffed mostly with
part-time physicians (who are in full-time private prac-
tice but only function part-time in the hospital); physi-
cians in temporary postgraduate training status (e.g., in-
terns, residents, and fellows); the physician tenants of
medical arts buildings and other cooperative configura
tions of separate proprietorships, organizations that en-
gage in patient care secondary to or in support of another
principal mission (e.g., research, medical education);
locum tenens and other kinds of contract staffing firms,
certain very large single speciaty groups (e.g., in anes-
thesia or psychiatry); recently formed groups that may
be experiencing organizationa instability as a result of
intensive development and rapid initiad growth; patient
care settings operated by the Veterans Administration,
the public Hedth Service, and the military; and the med-
ical staffs of asylums, prisons, and student health ser-
vices of large universities.”8

The data were collected in three phases: (1) identifica-
tion of potentially eligible organizations, (2) interviews
with the leaders of participating groups, and (3) mailing
of questionnaires to staff physicians. In phase one, a
brief screening questionnaire was mailed to 826 poten-

99

tially eligible organizations who were sdected from
group practice and hedth maintenance organization
(HMO) directories and Federal sources. From these
screening questionnaires, 163 organizations were iden-
tified that, in 1986, appeared to satisfy all seven criteria
All were invited to participate in the study.

The second phase of the study took place between fall
1987 and July 1988. In this phase, 30-minute telephone
interviews were obtained with key administrative and
medica leaders of each of these organizations. From the
adminigtrator, data were collected on the group’s history
and organizational structure, leadership, size and staff
configuration, participation in HMOs and other man-
aged care programs, and method of physician payment.
The medical directors interviews focused on the medi-
ca director postion, leadership structure, the locus of
decisonmaking for severa clinical and program areas,
the scope of the clinica services program-including
preventive services, physician remuneration at various
career stages, the mode of medical staff supervision,
quality assurance, productivity expectations, and career
guidance. A variety of documents were aso examined-
for example, organizational charts, staff rosters, recruit-
ment literature, resumes of medical leaders, and organi-
zationa histories.

In phase three, which began in the fal of 1987 and en-
ded in November 1988, a 16-page questionnaire, the
Physician Staff profile, was mailed to physicians in five
common specidties-family medicine, internal medi-
cine, pediatrics, obstetrics-gynecology, and general sur-
gery. Issues addressed in the questionnaire included
professiona background, recruitment, current profes-
sond activity, perceptions of the group as an employing
organization, clinical and administrative routines, typi-
ca hours worked per week, and patient load.

Of the entire population of 163 groups invited, 88 per-
cent (n = 143) provided either executive interviews or
physician surveys, while 72 percent (n = 117) partici-
pated in dl three phases of the data collection. Up to
four mailings of the physician questionnaires were con-
ducted yielding a per group average physician response
rate of 87 percent.

Findings

Severd trends became evident as the surveys prog-
ressed. First, large groups have been growing both in
number and in complexity, and doing so a an accelerat-
ing rate, particularly during the 1980s. Second, these
groups are expanding geographically. The 163 large
medical groups participating in this study staffed nearly
1,300 distinct medical care delivery sites in which phy-



sicians practiced. Yet, growth and expansion are harbin-
gers of even more fundamental changes in the structure
of these groups, organizational forms seem to be shift-
ing so that older categories of “group practice”’no longer

ly.

apREexs/;earch conducted in the early 1970s distinguished
two mgjor types of large medica group practice organi-
zations. The first was the private multispecialty clinic.
Often patterned on the Mayo Clinic, and not infrequent-
ly staffed with physicians who had trained there, this
kind of group was located disproportionately in the up-
per Midwest and often was, or aspired to be, a regiona
or national referral center. These groups were “autono-
mous’ and very individualistic in their orientation.
They were owned by their physician partners who
broadly shared policymaking authority among them-
selves but were seldom concerned with establishing
clinica regimens of care. They recelved income exclu-
sively on a fee-for-service basis and paid physicians that
way, avoiding overt competition with other medica en-
tities. Collectively they tended to identify with the
American Association of Medica Clinics (now known
as the American Group Practice Associaion). The con-
ception of how to maintain quaity medical care was ba-
sically through attempts to selectively recruit
well-trained specialists who “fit into” the organizational
milieu of the group.

The other type of medical care organization was ca-
led-in words that sound dmost archaic today-a “closed
panel prepaid group practice.” Today it is caled a group
or staff modd HMO. These organizations have been
described as “heteronomous’ because they often had
been founded by or received substantid direction from
an externa agent that might exercise key staffing deci-
sions. Because this arrangement served to represent the
interests of a consumer congtituency, policies about the
scope of services, staffing, and the delivery of medica
care were formulated “proactively” in anticipation of
demands from a defined patient population. Decisions
about clinical policies were centraized and transmitted
to the medica staff through some form of clinical hierar-
chy with a medical director at its apex. These organiza
tions had a limited range of organizational forms,
among them Kaiser Permanente medica groups, Group
Hedth Cooperative of Puget Sound, and the Hedlth In-
surance Plan of New York. Many of these organizations
were members of the Group Health Association of
America. Because they operated on a prepaid basis,
they were somewhat out of the mainstream of American
medicine's traditional fee-for-service orientation.
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The environment in which these organizations func-
tioned then was aso much simpler--geographically, or-
ganizationdly, and legaly. Thus, with the exception of
the Kaiser Permanente system, no corporate medica or-
ganization operated in more than one metropolitan mar-
ket area. Independent practice organizations, group
practice sponsored HMOs, employer sponsored PPOs,
and organized business codlitions seeking volume dis-
counts had not yet arrived on the scene. In many juris-
dictions, legal barriers prevented non-physician stock-
holders from owning shares in organizations employing
physicians, and advertising was discouraged by profes-
siona ethics and practice acts. More importantly, how-
ever, the digtinctive potentia of the primary care phys-
cian, especially the family physician, was not yet
recognized.

The more recent study described here, however, re-
veded dramatic changes not only in the structure of
these groups, but in the strategies they use to cope with
this changing environment. These trends have been ex-
amined elsewhere* using a new typology of large medi-
ca practice organizations. That study reveded a new
organizational form of group practice that has emerged
which is intermediate between the traditiona “individu-
alistic autonomous’ fee-for-service group and the group
or staff model HMO. These newer groups take a “reac-
tive” postion in the current medicd care market and
have adopted the “heteronomous’ staff model HMO
that has been characterized as usudly proactive in seek-
ing out clients and marketing its services. Although this
form of organization is typicaly owned by the phys-
cians working there, it is controlled by an internad medi-
ca staff hierarchy. This structure is described as having
“administered autonomy.” In addition, many of these
same groups also have a dynamic market response strat-
egy which has been characterized as “transitiond.” Al-
though they are heavily involved with HMOs and PPOs,
which condtitute between 20 and 60 percent of their
business, such organizations are not overwhelmed by
them. Because of their large size and high visibility in a
loca medica care market, these “trangitiona” groups
can obtain favorable terms from HMOs, PPOs, and oth-
ers who want to engage in volume discount purchasing.
They can secure their position by negotiating with sev-
eral different HMOs or by starting their own.

There are many other aspects of these organizations
that have been examined, but this discussion will high-
light the lessons that have been learned through encoun-
ters with large groups that bear on defining an organi-
zational research agenda for primary care in the 1990s.



Growth in Scale of Practice

First, when the three prototype organizational forms
are examined in terms of how they relate to primary
care, an interesting fact emerges. About one-third of the
physicians in the “traditional individuaistic autono-
mous’ groups identify themselves as “generalists’ with-
in thelir speciaty of practice. At the other end of the
spectrum, in the staff and group model HMOs, amost
two-thirds of the physicians have such a “generaist”
identification. In the “trangtiona” groups the propor-
tions of subspecialists and generalists are about equal.
Physicians' practice locations reflect their primary care
functions. About two-thirds of the physicians in the
“heteronomous/proactive” groups practice in satellite
clinics, while just the reverse is true in the case of the
“individudistic autonomous’ groups. The transtional
multispecialty groups, in particular, are extending them-
selves geographically and broadening their service mis-
son. This is represented in terms of more satellite and
“walk in” clinics, more hours per week of service, and a
stronger emphasis on the primary care physician, espe-
cidly the family physician.

Although many of these groups ill think of them-
selves as major referral centers, they are aware that hav-
ing thelr own primary care physicians widdly distrib-
uted helps ensure that their own subspecialists get the
referrals they need to survive. Overdl, higher propor-
tions of prepaid medical care are associated with greater
use of generdists and broader geographic access. This
suggests that an organizational orientation toward a de-
fined population will trandate into a pattern ofphysician
daffing and deployment that emphasizes primary care.
At the same time, unless there is a consistent under-
standing between the generalists and speciaists of ther
respective organizationa roles, there is a potential for
competition for patients between them.

New Medical Leadership Roles

Almogt without exception, the growth in size of these
groups and greater involvement with third parties have
led to more centralization of policy formation in the tra-
ditiondly individudistic medical group, while geo-
graphic expansion has fostered some decentralization of
operational control in the group and staff model HMOs.
The result has been to make physician leadership in
these two formerly divergent types of organizations be-
come more similar in outlook and to increase the depth
of the executive cadre of physicians.

There is an emerging redization that medica manage-
ment involves not just a representation of organizational
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interests to the outside world but the actua control of
medical work. This means more than merely document-
ing and reporting on physician behavior; it dso means
developing mechanisms to plan what physicians will be
doing and ensuring that it gets done in a way that is con-
sstent with corporate goas and strategy. This tendency
in management is being strengthened through mecha
nisms such as the use of executive discretion in the
awarding of salary bonuses-long a feature of other
American corporations but comparatively new in medi-
cine.

Further, for these executives, the impending imple-
mentation of the resource-based relative vaue scae
(RBRVS) means that accurate monitoring of physician
behavior has assumed a whole new importance, since
thousands of distinct medical decisions by hundreds of
individual physicians may have quite unanticipated fi-
nancial consequences for the entire organization as well
as its various specidists and subspecidists. Changing
the vaue of primary care and the “cognitive” speciaties
could promote friction between generaists and subspe-
ciaists within these groups. This possibility is likely to
strengthen the role of medica administrators in mediat-
ing the different interests in their organization and estab-
lishing the “rules of the game’ for the interna division
of labor. Medical executives also have an interest in ex-
amining health services in a different way than do clini-
cal practitioners or medical researchers. Their perspec-
tive draws upon the work of the hedth care economist
and clinical epidemiologist. They need to play arolein
identifying and selecting from the ever-proliferating
stream of medica technology (both hardware and pro-
cedures) those in which an organizationa investment is
warranted,

The strengthening of the primary care function does
not necessarily mean that the individual autonomy of
each practicing primary care physician is increased. In
fact, the enhancement of the collective autonomy of the
primary care physicians in these settings may be accom-
panied by a diminution of their latitude of decisionmak-
ing as individuas. The active participation-even domi-
nance-of primary care physicians in the establishment
of practice guidelines or protocols within their groups
sarves to establish adigtinctive pattern of care and a style
of practice for an organization out of what previously
had been idiosyncratic initiatives by individua phys-
cians or specidties. Generaly, such rationalization of
practice patterns strengthens the collective hand of the
primary care divisions of the organization over the sub-
specidties. Yet, because primary care involves those



diagnoses and procedures that are most frequently used
in medical practice (and hence the most susceptible to
routinization), it is primary care physicians as individual
practitioners who are most affected by practice guide-
lines once they are established and ingtitutionalized.
Primary care physicians may have a stronger voice in
determining the collective balance between quality and
efficiency, but once their voice is heard, they may aso
experience stronger congtraints on their traditiona au-
tonomy as individua practitioners.

New Financial Interests

The significance of concerns about striking the right
balance between quaity and efficiency becomes evi-
dent with the redization that new financia interests
have established a firm presence in the provision of pri-
mary care and projected that presence to more than one
metropolitan market area. Some, like FHP, Inc., have
established their own medical groups owned outright by
stockholders. Others, like PruCare, have contracted
with well-established multispeciaty groups to acquire
areliable, direct-service capacity. Still others-like
CIGNA, HealthAmerica, and Maxi&e-have used
both strategies, sometimes merging preexisting groups
with “primary care networks’ in the same community
that had been a group’s competition. Even where own-
ership arrangements are not involved, HMOs can pos-
sess substantial leverage as purchasers. Most of the
medical group informants participating in the study re-
ported that employer codlitions and individua practice
association (IPA)-type HMOs were communicating to
them their desire for specific packages of services, d-
though few had set any quantitative targets. At the same
time, some traditiondly independent medica groups
have established their own HMOs in order to compete
with IPAs developing in their areas. Whatever particu-
lar form these developments take, they have promoted a
“clash of cultures’ in which corporate and medica inter-
pretations of economic and clinicd phenomena are of-
ten a odds.

There has emerged anew category of physician execu-
tives who serve as “boundary-spanners’ between the
two perspectives. As a consequence, the function of the
primary care physician has been strengthened, not only
because primary care physicians are perceived by al
concerned as providing or arranging for more cost-effi-
cient services, but aso because generdists are dispro-
portionately likely to occupy these dtrategic leadership
roles. This tension between the imperatives of manage-
ment (efficiently organizing the delivery of health ser-
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vices) and the priorities of clinical practice (ensuring
that physicians have an opportunity to exercise their
craft) has aways been there, and traditionaly respected
clinicians, using common sense and informal tech-
niques, were able to reconcile these competing de-
mands. But the presence of corporate interests (compet-
itive positioning, strategic planning, major capital
acquisition, stockholder return) and more explicit ef-
forts by third parties amed at ensuring the organiza-
tions accountability, through the inspection of their
processes and outcomes, has made this process of man-
aging smultaneousy more difficult and more neces-

sary.

Y%t, clinical leadership must be exercised if medicine's
clinical autonomy is to be preserved in practice settings
that integrate a viable governance structure with a sensi-
tive and sensible quality control process so that both are
paatable and effective. In interviews with medica di-
rectors during this study, many individuds were en-
countered who are “muddling through” despite the diffi-
culty of developing effective clinical |eadership,
uncertainty about methods and criteria for assessment of
the “medical director” role, and an absence of grounding
in organizationa lore or theory. What they do have now
is the increasingly sophisticated capacity of information
technology to record and display the parameters of clini-
cal decisonmaking in their medica staffs to measure
medical practice variation. In the future, however, they
will have results from health services research focused
on outcomes, some of which may have been generated
out of their own organizations in collaboration with oth-
er smilar medical groups. Given these conditions, it
seems likely that important, possibly irreversible,
changes in the delivery of primary care will ensue.

As dated earlier, the medical executive is aso a bound-
ary spanner who often directs or assists in the formula-
tion of clinica policies meant to balance the demand for
quality and the need for cogt-effective application of re-
sources. The medica director is aso the advocate for
the medical staff in negotiating with the other elements
of the large practice organization that are no longer as
subservient to medical dominance as they were in for-
mer times. Just as the primary care physician’s clinical
role combines dlocative and advocacy dimensions, so
does the medical director’s. Only in this caseit is aloca-
tion of resources between the different segments or spe-
cidties on the clinical staff and advocacy for the medica
practice in its competition with other organizational and
environmental  interests.



Defining the Content of Primary Care Practice

In this study, one area was examined in more detall
than others, and it bears directly on the delivery of pri-
mary care in these settings. This was the formulation
and implementation of policies dealing with clinica
protocols or practice guidelines. First of al, ambulatory
care “practice guidelines’ specifying expectations for
physicians to provide certain curative medical services
for the care and treatment of acute illness were relatively
atypica in al these settings. On the other hand, there
were a number of organizations with medical staff poli-
cies in the area of preventive hedlth services. Variability
in the scope of these policies could come from a number
of sources, including the nature of the service delivered
and the practice specidty of the physician. Some ser-
vices may be easy to deliver or hard to forget in the nor-
mal routine of primary care; some speciaties may be
more assertive in developing and promulgating recom-
mendations to their practitioners than are others. Conse-
quently, four broad areas were chosen as indicators be-
cause (1) it was thought they might encompass the work
of practitioners in different primary care specidlties, (2)
discussion focusing on guidelines was ongoing, and (3)
uniform professiona consensus about the content of
such guidelines was lacking. These areas included im-
munization, smoking cessation, colorectal cancer
screening, and breast cancer screening.

In each of these areas, the “proactive/heteronomous”
groups were most likely to have a strong set of expecta-
tions that their physicians provide preventive services
and be fairly specific in the content of that policy. For
example, all of the “proactive/heteronomous” groups,
had an immunization protocol, and virtualy al of them
had a protocol for breast cancer screening for women
aged 50 to 59 (96 percent) and colorectal cancer screen-
ing (89 percent). In addition, amost three-quarters of
these highly structured medica practices encouraged
their primary care physicians to suggest smoking cessa
tion initiatives to their patients and routinely recorded
patients smoking status in their charts-a process that
helped physicians to implement this preventive service.
Medica groups that were less structured internally or
less involved with HMOs were markedly less likely to
do these things. For example, only 69 percent of the
“individudistic/autonomous’ groups had an immuniza-
tion protocol; 65 percent had a breast cancer screening
protocol for women aged 50-59; and only 46 percent
had a protocol for colorectal cancer screening. Fewer
than half of these groups (42 percent) had an explicit
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expectation that primary care physicians should initiate
smoking cessation counseling with their patients who
smoked, and even fewer (38 percent) facilitated this pro-
cess by ensuring that they had a smoking history from all
their patients. Further, the intermediate groups-those
with some centralization and intermediate levels of
HMO participation-ranked in between the two extreme
types in the percentage that had well-defined preventive
service delivery policies in three out of the four areas
described above.

What is the significance of this variability and what
accounts for it? Of course, because it was not possible to
examine record data from the patients of more than
6,000 physicians in settings across the country, it is im-
possible to say for certain that the presence of a preven-
tive services protocol leads to a higher proportion of pa
tients receiving these services. However, it was found
that physicians self-reported volume of preventive ser-
vices delivered was higher in organizations that had
more formal preventive service policies. These data are
consstent with the hypothesis that substantial effects
are due to organizational variables. Over 80 percent of
the organizations surveyed indicated that they included
their groups provision of preventive services as a part
of their marketing strategy. A logica interpretation of
these findings is that an organization with a strategy of
involvement with HMOs has a reason for emphasizing
preventive services, while an organization with a struc-
ture that centralizes clinical policy decisions has a
mechanism for ensuring their delivery.

Access to Care

It should come as no surprise that large medica care
organizations possess the resources to deliver quality
care relatively efficiently. However, whether they can
effectively reach al the population in need, given the
current system of paying for (or not paying for) medical
care, remains questionable. Of the 117 organizations
surveyed, 113 reported estimates of the percentage of
their patient care paid for through Medicaid. Of these,
21(18.6%) indicated that they did no Medicaid business
at dl, and among those who served Medicaid clients, 31
said that Medicaid accounted for 2 percent or less of
their revenue; at the other extreme, there were 10 large
grouppractices that identified Medicaid patients as rep-
resenting 10 percent or more of their revenue. A variety
of environmental correlates of provision of Medicaid
services were examined, and it was found that such char-
acteridtics as the level of Medicaid reimbursement in the
State, the size of the Medicaid population, and the level
of per capita income in the metropolitan area were not



correlated with the organization's relative emphasis on
the Medicaid population. On the other hand, a signifi-
cant negative relaionship (r = -0.37; p <.001) existed
between the proportion of care provided to Medicaid pa-
tients and the care paid for through prepayment con-
tracts. Further, despite the fact that internal hierarchica
structure and low organizational autonomy are highly
correlated with HMO involvement, Medicaid participa-
tion is not related to those structural features of the orgar
nization. This pattern suggests that medical groups of
dl kinds that target HMO clients are less likely to serve a
Medicaid population, and this appears to result from
strategic marketing decisions rather than any inherent
responsiveness to loca community needs. For example,
13 of the 28 reporting groups who had 60 percent or
more of their patient population in HMOs did no Medic-
ad business at all, yet most of these organizations are
located in major metropolitan areas with high numbers
of Medicaid patients and where payment policies are on
the more generous side (for this reimbursement source).
Of course, Medicaid patients might have access to care
from other ingtitutions in the area that were not included
in this survey. It is worth noting, however, that almost
invariably the proportion of a practice’s patients who are
Medicaid patients is lower-generally far lower-than is
the case for the State as a whole. Further, among those
with a high volume of prepaid service, organizations
that were founded more recently (since 1972) are espe-
cidly less likely to have a Medicaid clientele. On the
other hand, older HMOs aso have aging populations,
and their competitive disadvantage is likely to make it
more difficult for them to provide the volume of services
demanded by their beneficiaries as they age into eligibil-
ity for Medicare.

The physicians who work in these organizations are
not unaware of this problem of access. In this study,
physicians were asked: “How do you fed about the
amount of attention your practice organization gives to
concern with providing care for the poor and unin-
sured?’ and gave them the option of answering on a
seven-point scale indicating whether they thought their
organization placed too much emphasis, too little em-
phasis, or the right amount on this medically indigent
population. Almost 60 percent of the physiciansin
groups that did no Medicaid business thought their
group did too little for the poor and uninsured. Even in
those groups with 10 percent or more Medicaid bus-
ness, about 30 percent of the physicians expressed the
same opinion. Conversely, even in practices with high
proportions of Medicaid patients, only 10 percent of
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physicians think their organizations are doing too much
for the poor. This Situation leaves unanswered the ques-
tion of how these large scae organizations, with their
potential for efficient delivery of quality services, might
be able to bring to bear their considerable health care
resources in extending their services to the more eco-
nomically vulnerable sectors of the population.’

The fact that organizations may be unable or unwilling
to provide broad access to care, while the physicians
who work in these practice settings might wish it were
otherwise, highlights another theme that is worth stress-
ing: providers are not the same as practitioners. Provid-
er is aterm used to designate an individua or entity that
supplies health care services for use by patients or
groups of patients. Practitioners, on the other hand, are
aways individuals-people who are trained and licensed
to provide persond hedth services. Traditionaly, not
much thought has been given to this kind of a digtinction
because the provider of ambulatory care has usualy
been conceptuaized as a physician in solo practice.
With the growth of complex organizations in the deliv-
ery of inpatient care and the rise of the prospective pay-
ment system, a divergence of economic interest between
the hospital and the physician has become more evident.
And as group practices become larger and more com-
plex, a paralel process is happening in the area of ambu-
latory care. Thus, the way in which medical practice
organizations (i.e, providers) are compensated is not
necessarily the basis on which practitioners are compen-
sated for their services. More structures are being inter-
posed between the incentives and controls of the reim-
bursement system and the incentives and controls of the
employment system. Then it becomes more difficult to
predict the consequences of any of the changes in-reim-
bursement policies on any of the outcomes of concern in
primary care-efficiency, quality, and access.

Conclusion

When an individua has a charge from Congress, such
as Dr. John M. Eisenberg does, to sift through informa
tion and make substantial policy recommendations, our
common recognition that we are not exactly sure how to
define an “intermediate visit,” is not just a curious
omission, but a vital piece of missing information.
Dr. Eisenberg (in this volume) describes the wide range
of sources and methods of information that the Physi-
cian Payment Review Commission (PPRC) takes into
consideration in making such decisions. Dr. Barbara
Statfield (in this volume) and her research team rely on
extensive secondary data anadysis to construct profiles



of patients who present different kinds of requirements
for service. These efforts are clearly needed if there isto
be any progress in the right direction.

Asthese efforts begin to bear fruit, the intuitions that
researchers and practitioners have about how different
types of-patients make use of primary care may be vali-
dated, and understanding may increase about how to
more successfully manage the care of those with partic-
ular patterns of chronic or acute problems. These efforts
could be enhanced through illustration with some con-
crete cases-longitudina profiles that simultaneoudy
portray the clinical problems while aso telling the pa-
tient’s story.

Eliot Freidson!? has recently noted a curious paradox
in health services research that is especidly applicable
to the field of primary care, and his observations are
worth quoting a length. After remarking on the exten-
sive amount of research on the health care system that
has been developed over the last two decades, Freidson
states that really there is little reliable information about
the way the hedlth system works, because we

... lack data obtained by direct, firsthand observation
carried out systematically by trained investigators.
The data that are available in bewildering profusion
are primarily indirect, secondhand data collected for
administrative and accountingi purposes but treated as
if they represent what actually goes on in health care
settings. There are also documents produced by task
forces, commissions, and other tourists after they have
visited some country or ingtitution, been led on offi-
cially conducted tours, and chatted briefly with offi-
cially sdected informants under institutionally-con-
trolled conditions. By far the smallest proportion of all
the words available report systematic and direct study
designed and carried out independently of the ingtitu-
tion by skilled researchers, and even there most of
them are surveys long on representativeness and reli-
ability but short on validity. In al, the primary re-
source on which we rely in order to make sense of
health servicesis not so much sound information as our
sense of plausihility, which varies by persona experi-
ence and theoretical, moral, and political prejudices. 10
(pp. 23 1-232)

The observations are incisive, if not flattering, about
the current state of the field of health services research,
especidly in the area of primary care where the content
of services actually delivered is not always obvious and
their import is often not immediate. Research in primary
care may have to make a few forays into ethnography in
order to color in the thick sketchy outlines drawn from
secondary analysis of large adminigtratively oriented
databases and add to them a “sense of plausibility.”

Primary care research has amost always been more
likely to be conducted in organized ambulatory care set-
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tings, at least partly because it is easier to “round up”
patients and doctors in such systems. Yet, the findings of
such studies have not been as convincing to practitioners
or policymakers as they might otherwise have been be-
cause of limited generalizability to the “red world” set-
ting of the busy and independent solo practice physi-
cian. As organized systems become more mainstream,
significant portions of this “real” world are being trans-
formed, often with a speed and subtlety that eludes us.

Clearly, a role for organized groups in the delivery sys-
tem exists and has been recognized at least since the re-
port of the Committee on the Costs of Medica Care”
over haf a century ago. If there is to be any kind of
coordinated nationd effort to make the delivery of pri-
mary care more efficient, assure a minimal standard of
quality, and reduce the inequities in the delivery of
hedth care, some kind of involvement of large scde
group practice will be required. As this occurs, satisfac-
tory explanation of these processes will require that
more emphasis be placed on identifying the role of orga
nizational factors in the explanation of physician prac-
tice patterns.

While there is till a need to broaden our perspective to
see the context in which these decisons are made, it aso
might be necessary to narrow the focus to those few key
elements in the system that seem to have the capacity to
make fundamental changes in the content and function
of primary care. While the following list is not exhaus-
tive, there are at least three issues that underpin the oth-
ers.

« How will primary care physicians come to dea with
the inherent contradictions of the gatekeeping activ-
ity?

o How will the role of the medical executive evolve~
more strongly in the direction of advocate or aloca-
tor?

« Towhat extent will the emerging ethic of commer-
cial marketing of medica care undermine efforts to
assure access to care for vulnerable population
groups?

The development and testing of models of organiza-
tiona behavior, both at the micro and macro levels, as
well as the ongoing monitoring of how these large scale
hedlth care organizations actudly behave in the redl
world, will become crucia to an understanding of how
to link broad national hedth policy objectives to the
myriad decisions made in the consulting room of pri-
mary care physicians every day in their patient care.
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AIDS and Primary Care Research: Marcus Welby vs. the Green

Eyeshade Boys

Mark D. Smith, M.D., M.BA.

Introduction

It seems that a couple of decades ago, there were many
more articles and conferences about primary care than
there have been lately. The reasons for this are unclear,
but hopefully, this conference is an indication that pri-
mary care is indeed alive and well and making a come-
back. The purpose of this presentation is to examine
how primary care research is related to the current AIDS
crisis.

The title of the presentation, “Marcus Welby vs. the
green eyeshade boys,” may be a bit confusing. The term
“green eyeshades’ refers to accountants who, at least in
the old days, used to actually wear green eyeshades and
deeve garters and other trappings of their trade. These
two images reflect the dichotomy that exists today with
regard to primary care. There are two fundamentally
different notions of what primary care is now in Ameri-
ca and how it relates to HIV/AIDS.

This discussion will focus on three topics: (1) the dif-
ferent views of primary care, (2) some fundamental ten-
sions about the attributes of good primary care, and (3)
some lessons learned from the AIDS epidemic about
primary care research as they apply both to HIV disease
and other diseases.

Perspectives on Primary Care

‘There are severa different concepts of primary care.
To begin with, the notion of primary care really emerges
from the 1960s and early 1970s as an ideology. It comes
from a kind of wistful remembrance of the way medi-
cine used to be or the way it was supposed to have been.
Was it ever redly like that? One of the most prominent

Dr. Smithisan Instructor in Medicine and in Health Policy and
Management and Associate Director of the AIDS Service at Johns
Hopkins University School of Medicine.
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features of the “good old days’ is that they are always
better in retrospect than they were at the time.

What isprimary care? Most of the presenters at this
conference provided a definition of primary care, each
of which differed dightly from the others. Some of the
definitions that have been used to characterize primary
care include:

1. Primary care connotes access, continuity, and com-
prehensiveness.

2. Primary care provides medical and psychosocid
support.

3. Primary care facilitates communication of informa
tion about health status and disease to patients.

4. Primary care is responsive to the community. >’

Organizational viewpoint. Severa decades ago,
there were organizations, such as the American Medical
Student Association, and various hedlth activists who
were greatly concerned about access to care. That was
the period, after all, of Medicaid and Medicare. It was
then, too, that many other innovations were responding
to the message, “Americans don't have access to the
kind of care that they need.”

Patient’s viewpoint. There was a sense that American
medical care was becoming too specialized, too com-
partmentalized, too difficult to figure out, and too hard
for patients to maneuver their way through. Americans
needed doctors that were, in essence, like Marcus
Welby. Marcus Welby was everyone's favorite doctor;
he was the ideal doctor. A clear message emerged from
patients: they seemed to be dissatisfied with the Ameri-
can hedth care system, and many providers echoed this
dissatisfaction as well. A generd fedling emerged that
Americans wanted to go back to the way things were
before. And so, the notion was born of what primary
care was supposed to be.



The hospital administrator’s perspective. Hospital
adminigtrators certainly have their own notion of pri-
mary care. If asked, a hospital administrator is likely to
say tha the role of a primary care physician is to keep the
hospital beds full. In other words, a primary care physi-
cian is to patients as a whale is to plankton. Advertise-
ments by hospitals to recruit primary care physicians
usudly claim that they want their patients to have conti-
nuity and comprehensiveness, in redlity, they want to
keep the beds full. Hospital administrators, for the most
part, perceive primary care physicians as part of the
transmission path from illness walking around in the
community to someone in a hospital bed.

Academics. Once upon a time, there was funding for
primary care training programs, and there were confer-
ences on primary care in the academic setting. It’s pretty
clear that a lot of the people who went through primary
care residency programs found that they could not sur-
vive in academia, |et alone get promoted, by spending an
hour and a half with Mrs. Jones going through the prog-
nosis of her hypertenson. And so, somehow, academia
turned “primary care” into arcane decision anayses. So
people are calculating patient utilities and somehow this
is trandated as primary care. What this has to do with
Marcus Welby is hard to fathom. But to some extent
primary care became that set of disciplines that didn’t
have another home in academia and about which a re-
searcher could get papers published.

Often the people who did the primary care were aso
doing other research, and they became melded together
as generd internists, generd pediatricians, and family
practice people. Medica interviewing, patient atti-
tudes, and related activities are reflective of aspects of
primary care.

But the latest and probably most powerful notion of
primary care is as gatekeeper. Some time ago, John
Eisenberg published an article in the Annals of Internal
Medicine entitled, “The internist as gatekeeper.3” It was
prophetic; over the past 10 years, managers of hedth
care systems and insurers of hedth care have increasing-
ly come to see primary care as the savior of the health
care system. They certainly view the primary care phy-
sician and his or her attributes very differently from the
“warm and fuzzy feeling” described earlier.

The “ideal” primary care physician. From the pa-
tient’s perspective, the ideal primary care physician is
avallable 24 hours a day. He or she is knowledgeable
about all diseases; has unlimited time to chat about any
subject; makes house cals; treats adults (pregnant and
nonpregnant), children, and pets on occasion; is kind

and compassionate; and is never concerned about
money.

The average hedth maintenance organization (HMO)
medical director’s idea of an “idea” primary care physi-
cian is quite different. He or she follows about 4,000
patients with ruthless efficiency, seeing one every 12
minutes, and is very stingy with prescriptions and even
gingier with referrals to subspecidists. This is a physi-
cian who occasiondly orders x-rays, has heard of CT
scans but has never actually ordered one, and has never
heard of MRI.

The question is, where does this schizophrenia come
from? In part, it comes from the split between the nor-
mative prescriptive notion of primary care-Marcus
Welby-and the day-to-day operationa redlities of the
bizarre hedth care system in this Nation. Most people
recognize and understand both sides of the story. And
that, in fact, is the problem; it is difficult to reconcile
what is clearly desirable-not only for patients, but also
for the health care system and ourselves-with what is
necessary in terms of the way the system is working
today.

Renewed Interest in Primary Care

What were the reasons for holding this primary care
research conference? There are three important factors
that provided the major impetus for this meeting.

1. The hedth care system is financially out of control.
It is now recognized by private payers, hospitals,
unions, businesses, and by the biggest insurer of all-
the Government-that the hedth care system’s fi-
nancial order is in trouble.

2. Most people are now convinced that there is no
practical solution at hand; al of the measures that
have been tried-managed care, preadmission
screening, utilization review, second surgical opin-
ions, and so on-have failed to halt the rise in costs.*

3. The closest thing there is to an officia policy about
what will be done in this area is an agreement be-
tween the Government and the payers and insurers
that effectiveness research must increasingly guide
reimbursement-that is, those health care practices
which are not effective must be separated out from
those that are effective, and payment for ineffective
treatments must be denied.

And s0 a pressing priority has emerged to pay much
more attention to what works and what doesn’t, in part
because of concerns about quality. But, in redlity, effec-



tiveness research seems to be the only avenue open at
this time for keeping hedlth care expenditures under
control. Therein lies the schizophrenia that character-
izes discussions about primary care practice: is a pri-
mary care physician supposed to be Marcus Welby or
should he or she be a skinflint? It is probably impossible
to have it both ways, and pretty soon, a decision will
have to be made.

Primary Care and AIDS

Now, how does the foregoing relate to AIDS? This
won't be a discussion of the pressing hedth services re-
search issues in AIDS.* Instead, the following will fo-
cus on the priorities for primary care providers and
hedlth services researchers with regard to AIDS.

Who treats AIDS patients? Why is it that certain
doctors-that is, certain types of doctors-seem to take
care of patients with particular types of diseases? It
seems that there are certain features of diseases that have
an impact on why one doctor takes care of them instead
of another.

First is prevalence-take, for example, diabetes com-
pared with Wegener's granulomatosis. With conditions
such as these, it is easy to decide who would and would
not be expected to take care of patients.

Another issue is difficulty of diagnosis, a factor not
often considered. There are a fair number of patients
who, if they have awart or alesion on their skin that has
changed recently, are going to go directly to a derma
tologist. If @ man gets hit by a truck and a bone is stick-
ing out of his leg, he knows enough to go to an emergen-
cy room and consult an orthopedist. He's not going to
start with his family physician and then be referred
through the network. On the other hand, if a man is fed-
ing tired and doesn't know where to go, he will probably
visit his primary care doctor, if he has one.

Then, there is the rate of change in the therapy. When a
therapy is changing quite fast (e.g., therapy for some
cancers), many doctors won't feel very comfortable tak-
ing care of such a patient unless they know the latest
information and therapies. With hypertension, on the
other hand, the therapy changes very glacidly; thereis a
new calcium channel blocker-so what?

The nature and toxicity of the therapy aso helps to de-
termine who will treat apatient. Most primary care phy-

*For athorough discussion of AIDS in the context of health
services research (including severity of illness. statistical
projections, quality’ of care, and other issues); see New
Perspectives on HIV-Related Illnesses: Proyvess in Health
Services Research, proceedings from a conference held Mégr/1
17-19, 1989 in Miami, FL. Rockville, MD: Agency for Heslt
Care Policy and Research; 1989.
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sicians probably feel uncomfortable handling therapies
that are themselves toxic and with which the physicians
don’'t have a lot of experience. For this reason, they are
reluctant to do much with methotrexate or bleomycin,
because they don’t want to kill patients in the course of
trying to take care of them.

And lastly, the demographics of the population with a
particular condition or disease dso have an impact on
who will provide care. Clearly, obstetricians are profes-
sionaly prepared to take care of poor women who are
pregnant. But most poor women who are pregnant wind
up going to other places for care rather than to private
obstetricians.

S0, in looking at why it is that people with AIDS come
to the HIV outpatient clinic a Johns Hopkins Hospita in
Bdtimore instead of to neighborhood hedth centers, it
became apparent that not enough is known about why
one doctor treats a certain condition and not another.

Why have repeated cdls for neighborhood hedlth care
centers to take care of people with AIDS fallen on deaf
ears until recently? In order to answer this question, it is
necessary to understand why certain doctors take care of
colon cancer in some communities and not in other com-
munities. This perplexing question certainly applies to
AIDS patients and the physicians who do and do not
treat them.

There don’t seem to be a great many hedth care pro-
viders who are willing to take care of AIDS patients,
despite the fact that many people have caled HIV/AIDS
aprimary care disease. If the kind of warm and fuzzy
definition of primary care is used-that is, continuity,
taking care of al their problems, available 24 hours a
day-that's what the physicians at the Johns Hopkins
HIV outpatient clinic try to provide for their patients.

But, it is troubling to redlize that cals for every genera
practitioner, every family practitioner, and every neigh-
borhood hedlth care center to take care of people with
HIV infection don't seem to be answered. If this phe-
nomenon is common, not just in Baltimore but in other
cities as well, it signals a serious problem that will only
get worse.

Public health and AIDS. A second set of issues has to
do with the role of clinica public health services with
regard to AIDS. In this context, clinical public health
services include STD clinics, TB clinics, and neighbor-
hood hedlth centers. There are now many public heath
departments around the country that are talking about
setting up “seropositive reactor clinics” or clinics to take
care of the HIV-positive individuals who fed well. And
they are contemplating this on the basis of existing mod-
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els of clinicsthat take care of poor people with TB or
STDs; they legitimately percelve that noone elseis tak-
ing care of poor people with HIV/AIDS. Why is it that
the medical market has failed in this regard, and it has
been left to the public health departments at the city or
State level to step in and take care of these people? Giv-
en the differences between HIV/AIDS and TB, for ex-
ample, will the health department that does a good job of
taking care of TB and STDs be able to do a comparable
job in taking care of HIV/AIDS patients?

Quality of care. A third factor concerns the meaning
of quality. Many of those who do hedth services re-
search and have been concerned about quality of care
have seen quality as something rather narrowly defined
from a medical or surgical perspective. But what about
the notion of quaity as something that the consumer
perceives? Does the patient have a place to park, does
the nurse speak English; is the food any good? Re-
searchers tend to dismiss these considerations as ameni-
ties or trappings, nevertheless, they can be the deciding
factors that make patients choose one hospital over
another. So patients perceive these “nonmedica” con-
cerns as elements of quality in away that health services
researchers usualy do not.

For example, there are 58 HIV-positive women who
have given birth a John Hopkins Hospital and have chil-
dren that are being followed by the pediatric HIV center.
Of these, only nine are being followed by the Hopkins
HIV outpatient clinic. They al have been referred to us,
but they haven’t shown up or they haven't stayed in care.
There is no question that, if they came in, they would get
the right dose of AZT or pentamidine at the right inter-
val; the “quality,” narrowly defined, would be there. But
there's something about the services at the outpatient
clinic that is not attractive to these patients, factors that
are often ignored in consderations of quality. Thus,
there is one set of quality definitions that applies to the
technical aspects of care and another that is much more
difficult to quantify and, unfortunately, may be dis-
missed.’

Other health care providers. Fourth, what is the role
of nonphysicians, not only nurses but aso physicians
assistants and nurse practitioners? Most of the care at
Johns Hopkins' outpatient HIV center is delivered by
nonphysicians. At a time when there was a physician
shortage, either real or perceived, there was interest in
and money for training for these “midlevel support peo-
ple” Now that there is a perceived physician surplus,
it's not popular anymore; money for training nurse prac-
titioners and other personnel is less available.
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The future of HIV care amost surely will depend a lot
on midlevel personnel, especialy as many States pass
laws redtricting the working hours of house staff. Cer-
tainly the role of nurse practitioners and physicians as-
Sdants in today’s medical arena is an issue that deserves
renewed attention.®

Consumer support for research. And lastly, what is
the role of consumers in affecting the agenda, site, and
methodology of research? Peter Budetti (in this vol-
ume) maintains that it is important for those who have an
interest in health services research to be politicaly ac-
tive. Nowhere is this more important than in connection
with HIV/AIDS. The consumers of this research (par-
ticularly HIV/AIDS patients and the gay community)
have played a pivota role in AIDS research, not only in
securing funds for it, but also in defining the subject of
the research, the sites of the research, and even the re-
search methodology. To the extent that the congtituency
for hedth services research is limited to hedlth services
researchers, the field will aways be in a weak position
relative to biomedical and basic science research. If a
hedlth services researcher goes to a local neighborhood
church or a senior citizens organization and asks them
to write their Congressman in support of a decision ana-
ysis program, it's a safe bet that they are not going to be
al that interested or motivated to help. Hedlth services
research suffers not so much from a lack of direction or
data as from a lack of commitment of public will and
funds. It boils down to an inability to communicate the
urgency of the research to consumers.

That's not to say that more research is unnecessary in
areas such as infant mortality, but a great deal is aready
known about how to lower the infant mortality rate; this
is information that for the most part has not been acted
upon. And so, understandably, the potential constituen-
cy for health services research is perhaps not so eager to
be supportive of those areas of research that earn aca-
demic credit because, from their standpoint, these issues
are not the main barriers to increased services and better
outcomes for hedlth care consumers.

Conclusion

All five of the areas described above concern AIDS
and primary care; they are not new issues, but they are
being revigted in light of the ongoing schizophrenia
that now characterizes hedlth care planning and financ-
ing. Is primary care really desirable because it serves a
patient-driven, qudity-driven, comprehensiveness-of-
care agenda, or is it something that can help to reduce



hedth care expenditures, control utilization, and distin-
guish the effective from the ineffective?

These two missions-providing quality care and con-
trolling costs and utilization- are not fundamentally in-
compatible, but there are some conflicts. For example,
concerning the mission of AHCPR, the new agency will
face a conflict between the psychosocia “softer” pri-
mary care agenda and the need to issue three sets of prac-
tice guidelines fairly soon. This ongoing tension prob-
ably will continue for some time.’

Focusing on AIDS, it would certainly be worthwhile to
examine whether medical treatment effectiveness and
cost control can’t be compatible, or to the extent that
they are incompatible, to quantify what the trade-offs
are. What are the trade-offs in cost for higher quality
care? What are the trade-offs in quality for more cost-€f-
fective care?

Hopefully, in the area of AIDS research, towards
which there is, | believe, some resentment among some
academics about what they believe is overly generous
funding, researchers can begin to supply some answers
to the broader areas of health services research that are
chosen not because they're specia to AIDS but because
there may be a specia urgency to resolving them in this
field.
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Alcohol and Substance Abuse in Primary Care Settings

Thomas 1? Babor, Ph.D., M.P.H.

Introduction

In recent years there has been growing concern about
the prevalence of acohol and drug abuse in the genera
population. While this concern is often expressed as a
need for greater law enforcement, it is also being trans-
lated into a strong mandate for action by the heath pro-
fessons. At the Federal, State and locd levels there is a
genera consensus that health professionals should be
more involved in the identification and management of
persons at risk of alcohol and other drug problems. Be-
yond the conviction that more should be done, there is
little concrete guidance at the policy level to indicate
how good intentions should be trandated into action.
Fortunately, this situation is changing with the develop-
ment of expert consensus recommendations and the mo-
bilization of resources for research, training, and pro-
gram planning. One sector of the hedlth care system that
IS being targeted for increased attention is the primary
care setting. This is reflected in the recent publication of
several important expert committee reports,!5 each of
which defines new roles and responsibilities for primary
care with respect to dcohol and drug abuse. Two reports
recently released by the Ingdtitute of Medicine (IOM)*3
merit special attention.

The firgt study, entitled Broadening the base of treat-
mentfor alcohol problems.? is a critical review of avail-
able knowledge and experience regarding the provision
of treatment services for alcoholism and acohol abuse.
During its deliberations the IOM study committee was
guided by avision of the probable structure toward
which treatment for alcohol problems seems to be
evolving. That structure comprises acontinuum of serv-
ices in which a broad community-wide screening effort
is coupled closdly with a comprehensve specialized
trestment network. The proposed role of community
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agencies includes the identification of individuals with
acohol problems in primary care settings, the provision
of brief interventions to a portion of those identified, and
the referral of others to specialized services.

The second recent IOM study? Prevention and treat-
ment of alcohol-relatedproblems: Research opportuni-
ties, contains an important chapter on early identifica-
tion and trestment. The chapter specifies a research
agenda needed to develop the knowledge base for
screening and brief intervention. Because this agenda is
S0 relevant to the study of secondary prevention in pri-
mary care settings, the discussion here borrows heavily
from its recommendations, while attempting to extend
the agenda to other psychoactive substances like mari-
juana and cocaine.

Primary Care and the Burden of lliness from
Psychoactive Substances

A substantial portion of society’s burden of illness is
associated with the misuse of acohol and other sub-
stances. Many of the people who misuse these sub-
stances are encountered in primary care and other medi-
cal settings.

One recent study, for example, found a prevalence of
acohol problems of 20.3 percent among new patients in
an ambulatory medical care setting.® The emergency
room is another medical setting in which there is exten-
sve contact with alcohol problems. Between 10.8 and
32 percent of casualty cases seen in emergency depart-
ments have had substantial alcohol involvement.”8
Prevalences of 3 1.9 percent in males and 23.1 percent in
females were found among consecutive new admissions
for inpatient and outpatient psychiatric treatment.” A
prevalence of 30.1 percent was reported among consec-
utive admissions to an orthopedic service for acute inju-
ries.!? Alcohol problems are likely to be important in
other medical care specialty settings as well. Internists,
and particularly gastroenterologists, frequently see pa-



tients whose medical problems are directly related to a-
cohol consumption (for example, peptic ulcer and hy-
pertension). Given the high prevalence of acohol and
other drug problems among adolescents,” pediatric and
school settings may be another area of particular rele-
vance.

Between one and three million Americans are consid-
ered to be regular users of cocaine, which has been im-
plicated in a number of medical conditions such as sai-
zures, myocardid infarction, and respiratory arrest.”
Marijuana, a drug that is smoked regularly by more than
10 million Americans, is known to contribute to pulmo-
nary disease and accidents associated with acute intoxi-
cation.3 The use of psychoactive substances by adoles-
cents has become a mgor issue in both pediatrics and
child psychiatry.

In sum, a significant proportion of persons who seek
medica care either have dcohol or drug problems or
will be consuming these substances in a way that con-
tributes substantialy to their medical problems. This
disturbing trend has been a major driving force in efforts
to incorporate screening and brief intervention proce-
dures into routine practice at the primary care level.

Screening

Screening is typicaly used to differentiate among ap-
parently well people, separating those who may have (or
may be at risk of having) a medica condition from those
who do not. It applies best to conditions that are categor-
ical entitiesthat is, they are either present or not pres-
ent. Screening is conceptualy different from *detec-
tion” or “casefinding,” athough these terms are often
used interchangeably. The aim of case-findingisto
identify active cases that have already developed a diag-
nosable disorder. As will be discussed below, many
screening tests are designed more for case finding than
early detection. Implicit in the concept of screening is
the assumption that there will be significant benefit to
the hedlth and well being of the individua from having
the condition detected at an early stage.

A variety of assessment procedures have been devel-
oped to facilitate the early identification of persons with
harmful or potentially harmful alcohol consumption.'?
Unfortunately, there has not been as much research at-
tention devoted to the detection of other psychoactive
substance use. Although most procedures have been de-
veloped to identify active cases of drug dependence or
“acoholism,” many are useful for early identification.
These procedures include self-report instruments, ob-
jective tests of body fluids, and clinical examinations. 13
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Because verba report methods can be easily falsified by
defensive patients, there has been strong interest in the
identification of biologica markers that reflect recent
substance use or early onset of physical conse-
quences. '+

Screening for acohol problems. Self-report screen-
ing procedures. Two of the more widely used brief
screening tests for dcohol problems are the Michigan
Alcoholism Screening Test (MAST) and the CAGE
questionnaire. The MAST is a 25-item interview that
asks questions about the medical consequences of
chronic drinking, atempts to stop or control drinking,
socid problems arising from drinking, and symptoms of
acohol dependence. It is the most widely investigated
instrument of its type, probably because it is easy to ad-
minister and has been shown to be valid in distinguish-
ing between known groups of acoholics and nonaco-
holics. However, its sensitivity has varied between 57
and 100 percent when used in different populations.'
Shortened versions of the MAST, including the 1 O-item
Brief MAST (BMAST), have been used successfully to
discriminate acoholics from other psychiatric patients.
However, its ability to identify “problem drinkers’ is
poorer than that of the MAST.!6

The CAGE Questionnaire is very brief and fits unob-
trusively into a standard clinical interview or examina
tion, an important consideration in determining a test’s
acceptability to primary care practitioners. The four
items are: 1) Have you ever felt you ought to Cut down
on your drinking? 2) Have people Annoyed you by criti-
cizing your drinking? 3) Have you ever felt bad or
Guilty about your drinking? 4) Have you ever had a
drink first thing in the morning to steady your nerves, or
get rid of a hangover? (Eye—opener).!” A positive re-
sponse to two or more of these items identifies a problem
drinker.

Biological markers. Many clinicians are skeptica
about the truthfulness of heavy drinkers when they are
asked to give an honest report of their alcohol con-
sumption or alcohol-related problems. Biological
markers are potentially more objective, though they are
subject to the vagaries of laboratory technique. Some
are influenced by the time elapsed between the individu-
d’s last drink and the venipuncture. A variety of stan-
dard laboratory tests performed on blood samples have
been evaluated.

Gamma-glutamyl transpeptidase (GGT) and mean
corpuscular volume (MCV) of red blood cells have
commonly been used for both screening and confirma:
tory diagnosis, but their values are affected by sub-



stances other than acohol as well as physical conditions
not related to drinking, and the values are not always
elevated in heavy drinkers. Serum transferrin and new
immunologica tests developed to measure acetalde-
hyde bound to hemoglobin show promise as more spe-
cific markers of heavy drinking, but further research is
needed to confirm their usefulness in routine screen-
ing.'8-20 The ideal marker would be one that is highly
accurate and has the ability to identify gradations in a-
cohol use. Such a precise indicator is not yet available.
Use of markers could identify problem drinkers during
vigits to physicians offices and thus point out those who
could become subjects for more intensive intervention
efforts.

Recent research on the use of biochemica indicators in
the early detection of acoholism suggests that:

1. A sngle, powerful biochemical marker may never
be found, given the diversity of biochemica sys-
tems affected by acohoal, the different nutritional
habits of acoholics, and the probable genetic differ-
ences in susceptibility of those systems.?!

2. A combination of tests, including GGT, MCV, and
SGOT is likely to provide, at relatively low cost, a
strong indication of recent excessive acohol con-
sumption.?

3. The widespread applicability of newer biochemica
measures (e.g. desidotransferrin) will depend on
subsequent work that supports their utility.

Clinical signs. Le Go® and others®* have developed
clinical examinations to identify acoholics. These pro-
cedures estimate severity of acohol dependence by rat-
ing the degree of tremor and physical stigmata. Al-
though the medical and psychiatric impact of heavy
drinking is widespread,? clinical signs appear to be of
limited value for early intervention. This is because de-
tectable changes tend to develop late in the natura histo-
ry of acohol dependence. Other correlates of chronic
drinking, such as hypertension, are not sufficiently spe-
cific to be of much vaue in screening. However, they
may help to confirm an impression that acohol con-
sumption is problematic; and, this kind of feedback may
serve to motivate a patient to change his or her habits for
the sake of hedlth.

Combined procedures. There is some research sug-
gesting that the combination of a brief interview, clinica
examination, and biochemica tests may enhance the
sengitivity of acohol screening.?6-2

These elements are al combined in AUDIT, the Alco-
hol Use Disorders Identification Test. In 1982 the World
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Health Organization asked an international group of in-
vestigators to develop a simple screening instrument for
use in primary care settings. Its purpose was to identify
persons with acohol problems, using procedures that
were suitable for use by health workers in both develop-
ing and developed countries. The investigators re-
viewed a variety of behaviord, laboratory, and clinica
procedures that had been used for this purpose in differ-
ent countries. They initiated a cross-national study to
select the best features of these various nationa ap-
proaches to screening.?**

Unlike previous screening tests, the new instrument
was aimed at the early identification of harmful drinkers
rather than alcoholics. Specid emphasis was given to
measures that discriminate between socia drinkers and
nonalcoholic excessive drinkers whose use of acohol
results in harm and who are at high risk for future aco-
holism. Two instruments were developed that can be
used individualy or in combination. The first is a ten-
item “core’ sdlf-report screening instrument.3! Only
questions that refer specifically to acohol are asked. As
shown in Table 1, the core instrument contains three
questions on the amount and frequency of drinking,
three questions on acohol dependence, and four ques-
tions on problems caused by acohal.

Because the core AUDIT questions are subject to de-
nial by defensive or uncooperative patients, a second, or
“clinical,” AUDIT was developed to provide corrobo-
rating evidence that does not require direct questions
about alcohol use. As shown in Table 2, this consists of
two questions about traumatic injury, five items drawn
from clinical examination, and a blood test, the serum
GGT. This procedure was devised for Situations where
it is considered advisable for the initia screening pro-
cess not to refer directly to problems with acohol.

The WHO Caollaborative Project provides an example
of an effort to develop a smple, widely applicable meth-
od for the early identification of harmful drinking. The
AUDIT focuses on the identification of specific kinds of
alcohol-related problems, rather than assuming the
more ambitious role of predicting who eventualy will
develop the “classic” syndrome of progressive acoholic
deterioration.

Screening for drug abuse. Considerably less re-
search attention has been devoted to the development of
screening tests for substances other than acohol. Like
alcohol screening tests, screening for drug abuse has
been conducted by means of self-report procedures and
objective analysis of body fluids. Two examples of self-
report screening tests for drug abuse are the POSIT and



Table 1. The audit questionnaire

1. How often do you have a drink containing alcohol?

(0) never (1) monthly (2) two to four (3) two to three (4) four or more
or less times a month times a week times a week

2. How many drinks containing alcohol do you have on a typical day when you are drinking?
[code number of standard drinks] *
(0)1or2 (1) 3ord (2 Sor6 (3)7t09 (4) 10 or more

3. How often do you have six or more drinks on one occasion?

(0) never (2) lessthan (2) monthly (3) weekly (4) daily or
monthly amost daily

4. How often during the last year have you found that you were not able to stop drinking once you had
Started?

Q) never (2) lessthan (2) monthly (3) weekly (4) daily or
monthly amost daily

5. How often during the last year have you falled to do what was normally expected from you
because of drinking

(0) never (2) lessthan (2) monthly (3) weekly (4) daily or
monthly amost daily

6. How often during the last year have you needed a first drink in the morning to get yourself
going after a heavy drinking session?

(0) never (2) lessthan (2) monthly (3) weekly (4) daily or
monthly amost daily

7. How often during the last year have you had a feeling of guilt or remorse after drinking?

(0) never (1) less than (2) monthly (3) weekly (4) daily or
monthly amost daily

8. How often during the last year have you been unable to remember what happened the night before because
you had been drinking?
(0) never (1) less than (2) monthly (3) weekly (4) daily or
monthly amost daily

9. Have you or someone else been injured as a result of your drinking?

(0) no (2) yes, but not (4) yes, during
in the last year the last year

10. Has a relative or friend or a doctor or other health worker been concerned about your drinking or
suggested you cut down?

(0) no (2) yes, but not (4) yes, during
in the last year the last year

*|n determining the response categories it has been assumed that one “drink” contains1Og alcohal. In countries where the alcohol con-
tent of a standard drink differs by more than25 percent from 10g, the response category should be modified accordingly.
Note: Numbersin parenthesis are scoring weights. See manual for scoring procedures and interpretation (Babor et al 1989).
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Table 2. Clinical screening procedure

Trauma history

Iiave you injured your head
since your 18th birthday? 1

(3) yes 0 no

Have you broken any bones
since your 18th hirthday? [

(3) yes (0) no
Clinical examination
Code as follows:

(0) not present
(1) mild

(2) moderate
(3) severe

Conjunctiva infection
abnormal skin [ ]
vascularization t-1

Hand tremor [
Tougue tremor
Hepatomegaly [

GGT values

(0) lower normal (O-30
(1) upper normal (30-50)
(3) abnormal (50-or higher)

Note: Numbers to be inserted in parenthesis are scoring
weights. See manua for scoring procedures and interpretation
(Babor et d 1989).

the DAST, which were designed for adolescent and
adult populations, respectively.

There are no generally accepted assessment protocols
for screening adolescent substance users. For this rea-
son a procedure was recently developed by an expert
committee of clinicians and scientists commissioned by
the National Institute on Drug Abuse.32 The 139-item
screening questionnaire is termed the Problem-Ori-
ented Sdreening Inventory for Teenagers (POSIT).
The POSIT is designed to measure problem severity in
ten domains that have been found to be related to sub-
stance abuse and amenable to treatment intervention.

The ten domains are alcohol and other drug problems,
mental hedth, physica hedth status, delinquency, so-
cid skills, family system, school adjustment, work hab-
its, peer relationships, and leisure interests. A quick-
scoring procedure provides an estimate of the severity
of each problem area, as well as a global severity score.
Graphic profiles can be constructed that identify areas
requiring comprehensive diagnostic assessment.

The Drug Abuse Screening Test (DAST) was designed
to provide a brief procedure for clinica screening and
treastment research.* The 28 items ask about various
consequences that are indicative of drug abuse and de-
pendence. Like other self-report measures, the accuracy
of this procedure depends on the cooperation and verac-
ity of the patient.

Laboratory anaysis of body fluids has become a major
approach to screening for drug abuse. These tests can
provide evidence of recent drug exposure but may be of
limited value in determining whether the drug is being
used chronicaly or during hazardous activities. Be-
cause the metabolites of drugs like cocaine and marijua-
na can be present in urine for days to weeks following a
single exposure, it is often impossible to determine the
regularity of drug ingestion, the degree of intoxication,
or the amount of risk or harm connected with drug use.
These methods have also been subject to sensitivity and
specificity problems.

Opportunities for research on screening. More at-
tention should be devoted to the evauation of low cost,
rapid, and reliable screening procedures that are likely
to be used routinely by primary care practitioners in a
variety of hedth care settings. However, no matter how
sophigticated the biochemica test or how reliable the
self-report interview, neither may be incorporated into
routine clinical practice if it lacks face vdidity, is incon-
sstent with the expected role of the health professional,
or is difficult to use or interpret. This brief review sug-
gests the following agenda for future research on
screening for acohol and drug abuse in primary care
settings. (See the 1989 IOM report®and Babor et al.,!
for additional suggestions.)

. Which of the currently available biochemical, clini-
ca, and sef-report screening procedures are best
suited to the identification of acohol and other sub-
stance use disorders in primary care settings?

« Is there a biologicd or biochemica marker with suf-
ficient sengtivity and specificity to identify adults



and adolescents at risk of future alcohol- and drug-
related health problems?

What is the accuracy of verbal report screening
methods (interviews, questionnaires, computer-
assisted tests) compared with clinical and laborato-
ry procedures? How can their accuracy be im-
proved? Under what conditions are these methods
inaccurate for the purpose of early identification?

Building on the evidence for early childhood risk
factorsthat predict adult alcohol and drug prob-
lems, 333 can these indicators provide useful infor-
mation when incorporated into routine screening
tests?

Intervention Strategies in Primary Care
Settings

Screening should not be conceived in isolation from
intervention and treatment, but rather as the first in a se-
ries of eements. Its contribution to secondary preven-
tion is dependent on the availability of effective treat-
ment strategies. A secondary prevention approach to
problem drinking and drug abuse must include not only
the search for screening tests, but also the testing of in-
tervention techniques and management strategies. Only
then can it be evaluated in terms of its impact on the mor-
bidity and mortality of the population at risk. In this
section brief intervention procedures that have been de-
veloped for problem drinkers are reviewed to illustrate
approaches that have proven to be promising for the ear-
ly management of alcohol abuse. Ther implications for
the management of drug abuse are aso discussed in the
context of a research agenda for primary care.

In an effort to implement a public hedth approach to
the secondary prevention of substance-related prob-
lems, research and demonstration programs have been
ingtituted in several countries to link anew generation of
screening technologies to low-cost early intervention
strategies.3® Part of the impetus for these programs
comes from broader-public health concern with the rela
tionship between lifestyle-related behaviora risk fac-
tors and disease prevalence.?” Because lifestyle risk
factors-such as cigarette smoking, recreational drug
use, and heavy drinking-are often amenable to behav-
ioral interventions, increasing attention has been de-
voted to the development of educationa aternatives to
costly medica care. Some of the more promising re-
search opportunities in the area of acohol consumption
are described below.
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Controlled trials and program evaluations. During
the 1970s, a number of studies evaluated the effective-
ness of broad-spectrum behaviora treatment techniques
with nondependent problem drinkers.3339 In generd,
the results of early studies were encouraging, with suc-
cessrates at |-year followup averaging between 60 and
70 percent.3® Unfortunately, the behavioral approaches
used in these gtudies were time-consuming, sometimes
involving as much as 45 hours per client. Later studies
have employed a less time-consuming approach, re-
ferred to as behaviora sdf-control training. This ap-
proach typically includes specific behavioral tech-
niques such as goa setting, self-monitoring, controlling
rate of consumption, functional anaysis of drinking be-
havior, self-reinforcement, and the learning of aterna
tive behaviora competencies to substitute for drink-
ing?

One finding that emerged from this work was that self-
help manuas may be as effective as self-control training
provided by a therapist.*! This suggests that low-cost
interventions that provide information, encouragement,
and brief counseling may be appropriate as the first at-
tempt to intervene with patients who drink heavily but
are not dependent on alcohol. Common features of
these interventions are their low cost, the modest invest-
ment of time and resources, an emphasis on sdf-help
and self-management techniques, and minima training
requirements for professiona service providers. The re-
sults of other studies support this conclusion.

In one investigation, Kristenson and colleaguesin
Mamo, Sweden, studied 529 middie-aged men who had
been identified as “heavy drinkers’ as part of a genera
health screening project.*>#> Men identified as having
elevated levels of gammaglutamyl transpeptidase were
randomly assigned to either a counseling group or acon-
trol group. Although the GGT vaues of both groups
decreased significantly, over a 6-year period the inter-
vention group improved more in terms of absenteeism,
sick days, and days hospitalized. The study showed that
a smple intervention based on regular feedback about a
biochemical marker had a beneficial effect on the drink-
ing habits and physical hedth of a population consid-
ered at risk of future acohol problems.

Elvy and colleagues* conducted a trial of referral to
treatment among a heavy-drinking, non-dependent
sample of general hospital patients in New Zedand.
Problem drinkers identified in hospital were randomly
assgned to dther a referra condition, in which they
were confronted with their drinking-related problems
and referred for acohol counsdling, or to a control con-



dition, in which no action was taken. The results indi-
cated that a substantid number of those patients (62%)
who were offered treatment accepted the referral, and
those referred showed significantly greater improve-
ment after 12 months.

A related study was conducted in Scotland at the Roya
Edinburgh Infirmary to assess the effectiveness of brief
counsdling and a self-help manua with nonalcoholic,
sociadly stable problem drinkers. These patients were
identified in a genera hospital.*> -Screening was con-
ducted by a trained nurse using a lo-minute interview
that asked about drinking habits, medica history, and
socia background. While both the counseling and con-
trol groups reported significantly less acohol consump-
tion a the I-year follow-up evaluation, the counseling
group indicated fewer acohol-rated problems and
greater reduction in GGT vaues.

Another study conducted in Scotland evaluated an ear-
ly intervention program designed to involve primary
care physicians in the identification and management of
problem drinkers.46 Known as the DRAMS Project
(Drinking Responsibly and Moderately with Self-Con-
trol), the program consisted of screening procedures, in-
terview guidelines, and patient-education materials
amed at reducing the patient’s acohol intake to nonhaz-
ardous levels. The DRAMS package was introduced to
general practitioners (GPs) in the Highlands area of
Scotland. At the end of a 21-month evaluation period,
52 participating physicians reported counseling a total
of 161 eligible patients. A review of case records indi-
cated that there was a significant increase in the identifi-
cation of acohol-related cases during the DRAMS proj-
ect. But while the GPs generally agreed with the
DRAMS approach, the evauation indicated that only a
minority actively employed it.

The DRAMS program was also subjected to a con-
trolled trial using 16 GPs who screened al patients aged
18-65 vidting their surgeries. Males drinking above 35
drinks per week and females drinking more than 20
drinks per week were considered €ligible for the inter-
vention. There was a general reduction in the acohol
consumption of the DRAMS group (from 182 to 148
drinks), especially among patients who complied com-
pletely with the DRAMS protocol.

Wallace and colleagues*’ conducted a controlled trial
in England to determine the effectiveness of advice giv-
en by GPs to heavy drinkers. Patients ether received
advice to reduce their acohol consumption (N = 450) or
were assigned to the control condition (N = 459), in
which advice was not offered. Followup assessment at
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one year reveded a greater than two-fold reduction in
acohol consumption in the experimental group, com-
pared with controls. The reduction in consumption was
positively associated with the number of advice sessions
attended.

In a related line of research, concern about the effects
of acohol on the fetus has increased interest in how brief
intervention techniques might be employed with preg-
nant women who drink.*® Prevention of fetal effects has
focused on educationa activities, socia support, and
early identification of problem drinkers. In generd,
studies have demongtrated positive effects on materna
drinking behavior and smoking, as well as positive ef-
fects on the fetus. 349

Finaly, the World Health Organization®® is currently
conducting ‘a multi-center trial of advice for heavy
drinkers. Centers in Norway, the United Kingdom, the
Soviet Union, Bulgaria, Kenya, Zimbabwe, Australia,
Cost Rica, Mexico, and the United States are employing
a single-blind, controlled, randomized design to ex-
amine the effects of either smple advice (requiring ap-
proximately 5 minutes) or brief counseling (approxi-
mately 20 minutes) to reduce consumption among
heavy drinkers. While the results from this project are
not yet available, preliminary findings suggest the util-
ity of this approach in widely different cultural set-
tings.’” !

Summary. Not only is the concept of secondary pre-
vention attracting widespread interet, the development
of effective, inexpensive, early interventions is moving
beyond clinicd trials to the evaluation of demonstration
programs and community-based initiatives.* Before
these findings can be used to develop training and inter-
vention procedures for primary care practitioners, fur-
ther research is needed on the behavioral processes that
underlie the effectiveness of these interventions, as well
as the practica barriers that may limit the widespread
initigtion of early intervention. As indicated by the re-
sults of some demonstration projects and small-scae
clinica trids, there are a number of logigtical, technical,
and professiona issues that need to be addressed before
the promising findings from early intervention research
can be applied to clinical practice and public heath pro-
grams. There is now a pressing need to study how best to
implement and disseminate early intervention pro-
grams. These research needs are discussed below in
terms of recruitment, behaviora change strategies, and
program implementation.

Recruitment. A magjor challenge to the development of
brief intervention programs is the crucial transition be-



tween identification of a drinking problem and involve-
ment of the problem drinker in the change process.
Many problem drinkers will not voluntarily submit to
even a short-term intervention program.* One proce-
dure found to attract large numbers of heavy drinkers
who are likely to be motivated to change is routine
hedlth and lifestyle screening in medical settings.>

The success of recruitment will aso be affected by the
duration of the intervention. Interventions requiring
only a brief counseling sesson or the provision of an
informational booklet may reach a much wider audi-
ence than those demanding regular participation in a se-
ries of counsealing or educational sessions. The goas of
the intervention are likely to affect recruitment and com-
pliance as well. Almost al of the programs reviewed
here recognized the need for flexibility in setting treat-
ment goals. Moderation rather than abstinence is often
the preferred initid option for most patients.

Findly, a common characteristic of these interventions
is the avoidance of labeling. The terms “acoholic” and
“dcoholism” are inappropriate for heavy drinkers who
do not manifest cardina signs of acohol dependence.
Less stigmatizing terms such as heavy drinker, hazard-
ous acohol use and problems related to drinking are
used instead.

As recommended by the IOM Research Agenda Re-
port,’ the following questions should be considered for
further research:

¢« Wha kinds of recruitment (e.g., sef-initiated vs.
initiated by a health worker) provide the grestest
likelihood of engaging high-risk drinkers in an ear-
ly intervention program?

¢ How effective are different types of primary care
workers (e.g., doctors, nurses, social workers, etc.)
and different types of screening information (lab
test results, estimates of acohol consumption, clini-
cal examination findings) for initially engaging
heavy drinkers in an early intervention program?

¢ |sthere a relationship between hedth beliefs, per-
ceptions of risk, fear of alcoholism, and motivation
for change?

* What motivational techniques are most effective in
producing commitment to change drinking behav-
ior?

e How can persons who use psychoactive substances
other than alcohol best be recruited into interven-
tion and referra programs?
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Behavior change strategies. Behavior change strate-
gies that have been successfully used in early interven-
tion studies?®-38-4046:33.34 ghare a number of common
theoretical assumptions. The more promising ap-
proaches utilize strategies that take into account the
multiple determinants of both human motivation and
drinking behavior. These “broad spectrum” or multi-
component interventions typicaly incorporate behav-
ioral, cognitive, and socia psychological principles into
the intervention technique. The following research
questions should be pursued in order to provide a better
knowledge base for primary care interventions.

¢ How well do these techniques apply to the second-
ary prevention of other substance abuse, especidly
marijuana smoking, cocaine use, and prescription
drug abuse?

e What kinds of acohol and drug users respond best
to brief interventions? For example, do children of
acohoalics respond differently than children of non-
alcoholics?

e Wha are the unique contributions of screening,
assessment, and information feedback, regardless
of advice and counseling?

o What are the persona and professiona characteris-
tics of effective change agents? Is the status, author-
ity, gender, or degree of empathy of the change
agent a factor in the drinker’'s response to an inter-
vention program?

o Which drategies work best for heavy drinkers and
other drug users?

Implementation. Findly, there are a number of logisti-
cal, technical, and professional issues that need to be ad-
dressed before the promising findings from early inter-
vention research can be applied to clinica practice in
primary care settings. More research attention should
be devoted to the evaluation of screening and brief inter-
vention procedures that are likely to be used routinely by
primary care practitioners in a variety of health settings.
No matter how sophisticated the biochemical test or
how effective the intervention, neither may be incorpo-
rated into routineclinical practice if it is difficult to use
or inconsstent with the expected role of the health pro-
fessional. Research is needed to identify barriers to ef-
fective screening and intervention.

Conclusion

One of the reasons that acohol-related problems are
under-diagnosed in primary care settings is that physi-



cians do not feel responsible to intervene once a drink-
ing problem has been identified.”” Nor do they fed any
less competent to intervene when adrug problem is evi-
dent. With the development of screening and early in-
tervention procedures that are effective and easy to use,
the reluctance of primary care workers may no longer be
warranted. Nevertheless, research is needed to deter-
mine the best methods to implement and disseminate
early intervention programs. One area worthy of re-
search is the training of medical students in screening
and brief counsding. Another is the development of
continuing education materials for medical profes-
sionals.

Effective, inexpensive, brief screening procedures and
interventions are il in the early stages of development.
Whereas promising results have been reported with
heavy drinkers and cigarette smokers, there has been
little attention devoted to other psychoactive sub-
stances.3 In addition, there have only been a few studies
on the behavioral processes that underlie the effective-
ness of such strategies. In addition to the research need-
ed in these areas, further exploration of screening, re-
cruitment, and implementation processes is important.
More research attention should be devoted to the evau-
aion of low-cogt, rapid screening procedures that can be
used routindy by primary care practitioners. And, if
studies continue to show the effectiveness of early iden-
tification and treatment, the next generation of research
should focus on how best to train hedlth care profession-
asin screening and brief intervention and on the devel-
opment of materias for continuing education.
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Notions About Networks: Primary Care Practices in Pursuit

of Improved Primary Care
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Introduction

There is no universaly accepted definition of a prac-
tice-based research network. It is widely understood,
however, that a practice-based research network is a
group of practices devoted principaly to the care of pa
tients but also affiliated with each other and perhaps
with academic or governmental enterprises for the pur-
pose of investigating the phenomena of clinical practice
occurring in communities, Practice-based research net-
works are characterized by an expectant organizationa
framework that transcends a single study, enduring
through time to address multiple or recurrent questions,
A primary care practice-based research network is dis-
tinguished by its ongoing commitment to understanding
primary care. This article is focused on primary care
practice-based research networks and discusses starting
such networks, essentid components, major impedi-
ments, advantages and limitations, and promising op-
portunities.

Background

The feasibility of practice-based research networks is
now established. Extensive worldwide experience over
the past 30 years supports this claim. Practice-based
networks in Australia have assessed prescribing pat-
terns of clinicians* Using hand-held computers in the
United Kingdom, British general practitioners have in-
vestigated adverse effects of various drugs. The viral
watch of Canada has persstently forewarned North
America of the existence and nature of influenza epi-
demics* The “French connection”eectronicaly unites
generapractitioners in France in pursuit of instant sur-
veillance of communicable diseases.® Within New Zea-
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land there are now two practice-based networks, one
based on a modern information system and the other
based on randomization by physician. Some 14 nationa
primary care practice-based research networks have
formed aconsortium and successfully investigated otitis
media as it is managed in 9 of these networks in Europe,
the Middle East, North America, South America, and
the South Pacific.*

Inthe past 15 years, there have been multiple examples
of regiona primary care research networks within the
United States, such as the Cooperative Information
Project (COOP) in New England,>¢ the Family Medi-
cine Information System (FMIS) in Colorado,” Wiscon-
sn Research Network (WREN), the Pediatric Practice
Research Group in the Chicago area,® and other impor-
tant groups in Virginia, Cdifornia, Minnesota, Alaba-
ma, Washington, and elsewhere.

Two national primary care networks have been estab-
lished in the United States, the Pediatric Research in Of-
fice Settings Network (PROS) sponsored by the Ameri-
can Academy of Pediatrics, and the Ambulatory
Sentingl Practice Network (ASPN)*1% Jaunched under
the auspices of the North American Primary Care Re-
search Group. The work of these American networks
has been reported with a few exceptions in primary care
journals and may have escaped detection by other audi-
ences. During their relatively brief existence, prac-
tice-based research networks have demondrated re-
markable versatility in providing surveillance of
problems seen in primary care, descriptions of the prob-
lems and processes of primary care, and investigation of
questions of importance specificaly in primary care.
Furthermore, these networks have identified method-
ologica problems associated with their enterprise and
gtimulated the pursuit of improved methods.

The Dutch pioneered sentinel practice networks. The
Dutch sentinel stations’ are perhaps the most experi-



enced System in existence, and this network can serve as
an ingtructive example of investigating problems in gen-
eral practice defined by either governmental agencies or
primary care physicians. A permanent government
grant for the Netherlands Ingtitute for General Practice
in 1965 and the establisnment of the first chair in genera
medicine in Utrecht in 1967 encouraged a group of inno-
vators to start a set of cooperative studies. The initial
work described morbidity as encountered by first-con-
tact medical professonas and clarified that a standard
practice of 2,500 patients produced 7,500 spells of ill-
ness of which 5,000 were submitted to a genera practi-
tioner, and 750 of these required referral.

Other recognized sources of epidemiologica informa
tion about the Dutch people aready existed and in-
cluded mortality statistics, hospital statistics, and popu-
lation surveys. Each of these other sources had
recognized advantages and disadvantages. Health inter-
view surveys provided subjective information but
lacked professional judgment. Hedlth examination sur-
veys required substantia organizations and huge re-
sources. Mortality statistics provided information about
death but not about the diseases and ailments that caused
only suffering and inconvenience. Furthermore, in
many cases, there was no clear cause of death, and muilti-
ple pathologies coexisted, perhaps none of which ac-
tually explained a death. Hospital statistics attached a
diagnosis to a discharge but did not aways attribute the
information to a person or a population. Furthermore,
hospital statistics usualy concerned more serious ill-
nesses providing at best an incomplete picture of mor-
bidity in the population.

Of course, not al morbidity within the Dutch popula
tion presents to genera practitioners, but the threshold
for the generd practitioner’s services was known to be
much lower and less selective than for the other points of
entry into the Dutch hedlth care system.

The early work in this system was promising and an
agreement was made to establish a nationd network of
sentingl stations to gain insight into the health problems
of the Dutch people as could be determined by general
practitioners.

The sentingl stations of the Netherlands have reported
continuoudly since 1970 and now consist of 45 practices
with 61 genera practitioners caring for 1 percent of the
Dutch population. The distribution of these practices
covers four regions and three degrees of urbanization,
and the age and sex distribution of patients seen in these
practices approximates the age and sex distribution of
the Dutch people.
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Approximately 60 subjects have been investigated us-
ing a systematic process of weekly reporting. The con-
ditions studied include spontaneous abortion, alcohoi-
ism, the suspicion of battered child syndrome,
pregnancy despite contraception, and bites by pets. Cir-
cumstances such as requests for ultrasound examina
tion, requests for the morning after pill, contacts with
recently discharged psychiatric patients, requests for re-
ferrals, and requests for euthanasia have been studied.
Also included were reports of Park.inson’'s disease, de-
pression, diabetes mellitus, acute unusual headache,
meadles, psoriasis, and suspicion of myocardia infarc-
tion. Often the topics investigated. are selected because
there is a suspicion that other sources of information do
not cover the whole domain or are sdlectively biased.

After some 20 years of experience, the sentinel stations
of the Netherlands report that the strong points of ther
practice network are:

1. cost-effectiveness because of the ability to sustain
within practices positive attitudes toward accurate
and meticulous work for multiple investigations
rather than coping with ad hoc recruitment and par-
ticipation

2. access to professiond judgment close to the onset of

physical and menta problems in the population, or-
ganized as part of existing clinical services

3. exposure of specia sdection and observer biases
associated with front-line clinical work.!!

Sentindl stations also report as their principal weak-
ness variation in recording that remains unexplained de-
spite age and sex adjustments and standardization of
methods. This Dutch experience of some 20 years con-
firms that a practice-based network can present an ater-
native approach to developing knowledge about hedth
and illness as it exists in communities.

Getting Started

Starting a primary care practice-based research net-
work, like most other human enterprises, requires com-
mitment and leadership. Itis reasonable to begin with
five to forty practices focused on an initia project that is
amost certain to succeed. Buttressed with a strong spirit
of volunteerism, approximately $50,000 per year for
each of a least 3 years is sufficient seed money to launch
a network and determine its feasibility. The early days
of a network should be viewed as a time to establish
foundations on which incremental progress can be made
with further time and financial support. Minima return



on investment can be expected during this time. Main-
taining such a network and establishing a sustained re-
search agenda requires considerably more committed
resources.

Essential Components

There are at least Sx essential components in a prac-
tice-based research network. The first is an accepted
statement of common purpose and a pervasive sense of
mission. The second is a mechanism of governance that
assures fair decisonmaking which is faithful to purpose
and misson. The third is a set of unifying symbols that
make the network a perceivable redity, such as a name
and address, letterhead, a logo, and designated officers.
Spanning time and space, these networks require multi-
ple communication systems such as the US mail, dedi-
cated telephone lines, regularly produced newdetters,
and face-to-face meetings of various combinations of
network members. A staff with at least one person prin-
cipaly identified with the network is necessary, and fi-
naly, a set of key processes must be established. These
processes must accomplish seven tasks:

1. identify questions important to the network
2. refine ideas and researchable questions

3. facilitate design of investigations to answer these
questions

4. provide a linkage between the network’s questions
and funding

5. implement investigations throughout the network
6. conduct and monitor network studies

7. report results with appropriate credit to al partici-
pants.

Impediments

One of the most important impediments to realizing
the potential benefits of primary care practice-based re-
search networks is the reluctance of the better estab-
lished research enterprises to recognize the importance
of questions and answers related to family practice and
primary care. This, in turn, precipitates “over reaching”
by these networks to draw attention to their efforts. The
relative disinterest by “the establishment” also allows an
environment to persist that remains relatively unwilling
to fund ether the infrastructure necessary to establish
centers of primary care research or investigations spe-
cific to primary care. Once a practice-based research

127

network is established, the mgjor chalenge is sustaining
collaboration for extended periods across geographic
barriers without disrupting clinical practice.

Advantages

Among the advantages of practice-based research net-
works, three stand out. There is the opportunity to ac-
cess neglected phenomena of great importance to peo-
ple, with attention to the special selection and observer
biases of primary care and the opportunity to generalize
results to practice. There is an efficiency in these net-
works analogous to the efficiencies inherent in a reus-
able space shuttle. The same “ gpparatus’ can be used
repeatedly, and it can conduct multiple studies concur-
rently, even interweaving investigations to complement
each other. Furthermore, these networks by virtue of
their size, make it possible to investigate infrequent
events and frequent events with short periods of data
collection. Thirdly, there is a synergism in these net-
works that links the community and the academy and
links questions from practice to answers from practice
that are applicable in practice.

The consequences of seizing these advantages are ex-
emplified by some of ASPN’s earliest work concerning
headache, pelvic inflammatory disease (PID), sponta-
neous abortion (SAB), and chest pain. While at least 46
percent of ASPN patients with a first visit for headache
would be predicted by expert consensus to need CT
scanning, only 2 percent were scanned, representing a
$2.1 hillion financial risk to the Nation. 2 And, 43 per-
cent of ASPN patients with presumed acute PID met
published criteria for hospitalization, but only 9 percent
were hospitalized. This rate was consistent with ran-
domly collected data for family physicians and obstetri-
cians/gynecologists and represents a $1.2 hillion finan-
cial risk to the Nation.!3 Standard texts recommend
dilatation and curettage (D&C) for women with SAB,
but only about haf of women miscarrying in ASPN
practices had a D&C, representing at least a $140 mil-
lion per year annual financial risk.!* When seeing par
tients with chest pain, regardiess of diagnosis, utiliza:
tion of services increased in ASPN practices whenever
the doctor was uncertain of diagnosis, and proportion-
ately more €electrocardiograms were done for patients
with chest pain thought to be of gastrointestina origin
than chest pain thought to be of cardiac origin.!>
Whether these decisons and other daily decisons in
practice are appropriate or optimal is largely unknown,
and answers await careful investigation.



Limitations

In the United States, research related to primary care
has not kept pace with research in other speciaized
areas of medicine. Consequently, inadequate guiding
theory, lack of description of the basic phenomena, and
mistaken assumptions inhibit the formulation of rele-
vant questions about primary care. For example, it
could be assumed that family physicians are rarely in-
volved with miscarriage because of a lack of involve-
ment in obstetrics, that the important clinical concerns
relate to infection and hemorrhage, and that miscarriage
is a phenomenon of the emergency department. These
assumptions could guide the formulation of investiga-
tions, but it can be stated with reasonable confidence
that al of these assumptions are wrong. Perhaps the
compelling questions in the primary care of miscarriage
have to do with discriminating operative management
and the psychosocia impact of miscarriage on people
and their caretakers.

In addition, methods are inadequately developed. The
dimensions of assuring the quality of data from prac-
tice-based networks include assessment of the accuracy
of data reported, the appropriateness of the reported
data, and the completeness of reported data. When
ASPN was investigating miscarriage, one of the ques-
tions asked related to the rate of miscarriage, and com-
plete reporting was viewed as essentia. Appropriate
datistical formulas were used to calculate the number of
charts that would be required to know confidently that—
with an error value associated with an individua re-
sponse of .Ol-there was no underreporting of miscar-
riages in the network. Assuming that there were only
100 clinicians reporting in the network and that each did
only 3,000 visits per year, this calculation suggested that
15,772 charts would have to be audited, a formidable
task. To be additionally conservative, a multinomina
correction factor could be applied, further increasing the
sample size. Of course, these numbers can be reduced
dramatically if higher error values are accepted-for ex-
ample, to use only 665 records with an error value asso-
ciated with an individual response of .05. In this same
investigation a 100 percent review of subjects to identify
misclassification found that 35 of 226 initidly enrolled
patients failed inclusion criteria or had inadequate docu-
mentation in their medica record to make a determina-
tion. These were deleted from the study. Which was a
better gold standard: the medica record or the ASPN
clinician’s immediate report of the clinica event of mis-
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carriage? For now, the best methods to assure the quali-
ty of data from practices are not fully resolved.

There is often confusion about the unit of anayss.
Doctors, patients, problems, and diagnoses commingle
on a day-to-day basis, and what seems to be a logical
choice in redlity may not be straightforward. For exam-
ple, an analysis of CT scan utilization for patients with
headache in ASPN revealed that 2 percent of patients
making a first visit for a headache had a CT scan or-
dered.** For patients making a second visit for a new
headache, the rate was 5 percent. Utilization declined
with three or more visits and averaged 2.5 percent for all
vigts. The rate of utilization varied not only for the
symptom and patient but also for the order of visits over
time. It seems likely that the use of episodes of illness
rather than office visits will provide a better character-
ization of primary care. For now, they are poorly under-
stood.

The most useful descriptors of practices and providers
are uncertain. ASPN collects a registration data set for
each practice (Table 1) and each clinician in each prac-
tice (Table 2). Some practices are located more than 50
miles from a CT scanner, and others are across the street
from the full range of imaging services. Some practices
have existed for over 30 years, and others are new. Some
practices exist within an HMO, and others have fewer
than 10 percent of patients in HMOs. Some practices are
in States with vigorous Medicaid programs, others are
not, and some are in Canada. It is not known with suffi-
cient confidence how variables such as these affect the
questions and answers of primary care, but they amost
certainly influence results.

Mechanisms are inadequately developed to conduct
followup studies in the chaotic environment of practice.
For example, when ASPN launched an investigation of
adult onset diabetes, followup data were required. De-
spite highly motivated clinicians and a facilitating re-
minder within the medica record, only 46 percent of
enrolled patients had sufficient followup data to allow
analysis [unpublished data]. Using a different method
that shifts the process of recognition of the need for
followup to central staff, ASPN noted improved follow-
up in a study just completed on carpa tunnel syndrome.
Adequate followup methods are needed, and perhaps
the progressing computerization of practices will offer
new, testable options.

These networks have other limitations, such as limited
experience with intervention trials. Furthermore, gen-



Table 1. ASPN practice registration data

Name

Phone and address
Founding date

Rural, suburban, urban

Type of practice: solo, 2-person partnership, family practice group, multispeciaty group, corporate, other

Practice coverage arrangements
Site most patients are seen

If Canadian, percentage of practice that is Canadian medical

If us.
a)
b)

Practice limitations by age, sex, presenting problems

Office vidts per week

Days/week patients are seen in office

percentage of fee-for-service, closed-panedd HMO, open-panedd HMO, PPO, contractua
National Hedth Services Corps or Robert Wood Johnson practice Site

Computer capabilities for billing and data base management

Ability to completely enumerate the age and sex of the practice's visiting patients

Number and type of employees

Obstetrical services: prenatal care, deliveries, postnatal care

Home visits per month
Nursing home visits per month
Teaching of health professon students and residents

Involvement in practice-based research in addition to ASPN

Distance in miles and minutes to services for admisson, ER, consultation, selected procedures

List of al providers in the practice
Staff contact person and phone number
Physician contact person and phone number

eralizability, while dmost certainly superior for practice
applications, remains largely unassessed. It has been
encouraging, however, to find ASPN frequencies corre-
lating with randomly collected data in the National Am-
bulatory Medical Care Survey.

Findly, there are significant management challenges
that must be overcome to succeed with practice-based
research networks. The issues known to impact other
approaches to multicenter research apply in prac-
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tice-based research networks-that is, standardization,
control, credit, and dependency on stability in multiple
environments. At least three challenges are more spe-
cific to these networks:

1. Creating linkages to other research enterprises can
connect primary care research to what is already
known and further complete imperfect pictures of
human suffering; but such linkages can divert the



network from the fundamental purposes of primary
care research.

2. The practice environment must be protected while
pursuing answers with methods sufficient for the
questions. The practice environment can be dis-
turbed but not disrupted.

3. The dlinicians within the network can easly gener-
ate 100 ideas from their daily experience, but from
these, perhaps four or five researchable questions
may emerge. Uniting these questions that have
“come up” from the network with requests for pro-
posals that “come down” for research projects, is no
mean feat, and writing an achievable proposal may
not create an approvable proposal.

Striking a responsible balance with each of these three
management issues challenges the managers of prac-
tice-based research networks.

A Network Versus a Large Single Practice

Networks of practices make feasible studies and analy-
ses that are not attainable in a single practice. Surveil-
lance of disease is an obvious prototype. Examples of
survelllance include monitoring infectious diseases,
such as influenza and AIDS and also environmentally
induced diseases, such as those caused by air pollution.
Results from multiple Sites can be dtratified over severa
variables, such as the degree of urbanization or access to
medica technology-for example, distance to mammog-
raphy. A network also alows intervention studies with
clinicians as the object of study and permits anaysis of
the impact of practice and community variables. Using
different practice settings opens the door for widespread
participation of clinicians in research, alowing them to
redlize directly how results affect their practice. Results
obtained from a spectrum of practices rather than one
location enhance generalizability. Networks are appro-
priate laboratories for studies that characterize present-
ing complaints, such as headache, while avoiding selec-
tion biases associated with a headache clinic or a fully
insured population. These opportunities are counterbal-
anced by the problems and limitations previoudy dis-
cussed. Furthermore, the characterization of the popu-
lation under care in multiple Sites is more difficult than,
for example, in a single large multi-speciaty practice or
an HMO with a defined population. Age/sex registries
offer at best a partial solution. 16
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Opportunities

It is important to recognize what should notbe done in
primary care practice-based research networks. These
networks are not the place to do unpiloted work, pursue
questions for which methods are inadequate, or answer
questions that can be answered in one or two practices.
It may be catastrophic to use such networks as “go-
phers’ for other researchers with personal needs or
agendas focused entirely on the tip rather than the base
of the iceberg of human suffering.!” On the other hand,
current dissatisfaction with hedth care systems calls for
attention to (1) the unknown effectiveness of most inter-
ventions and (2) unexplained variations in the clinical
enterprise without apparent change in quality. Cals to
develop and test practice guidelines require a shift in
emphasis toward patients that cannot be accessed in hos
pitds and then toward the determination of what is ac-
tually happening and what should be happening in prac-
tice.

At the beginning of the 1990s, there are two particular-
ly promising sets of opportunities for these networks.
The first is the characterization of primary care. The
focus has been defined adequately’* and includes iden-
tifying the circumstances associated with the onset of
illness, determining the reasons people present them-
selves as patients when they do, characterizing present-
ing complaints, measuring the contribution of various
tests to the resolution of patients' problems, and assess-
ing the interfaces between levels of clinica enterprise
from home to office to hospital to aternative care Sites.
Of course, the same systems required to characterize
primary care can monitor the impact on practice of
changes in policy, demography, and clinica problems.

The second set of opportunities is related to develop-
ing and improving methods to establish a solid founda
tion for further generations of work in primary care re-
search. These methods need to ddineate episodes of
illness as a unit of analysis, further improve primary
care classfication, and invent additiona methods for
followup studies in practice. Existing methods for mea-
suring accuracy, reliability, and validity of data must be
tested further in practice-based research networks, mo-
dified if necessary, and new methods created if required.
Resolution of these methodologica issues could be
abetted by the appropriate application in these networks
of the current advances in electronic technology that can
facilitate data collection, data transmission, standard-
ization, ahd communications throughout networks.



Table 2. ASPN clinician registration data

Name

Sex

Birth date and place

Graduate training

Board certification
Membership in professional society
Employed by governmental agencies
Primary professional activity
Faculty status

Income status. sdary, sdary plus incentive, residual
after expenses, other

Percentage of time in direct patient care

Number of years in practice since completing
formal training

A Modest Suggestion

What then can be suggested about family practice and
primary care practice-based research networks to those
committed to investigating family practice and primary
care? Perhaps these networks can evolve into the pri-
mary care research laboratories of the 2 1 s century. One
strategy would be to replicate the establishment of clini-
cal research centers, an approach that has been success-
ful in other clinica disciplines. For example, a competi-
tion could be held to authorize the establishment of at
least ten primary care research centers. Each of these
centers might have:

1. access to at least 20,000 free-living people receiv-
ing care within community-based practice

2. systematic approaches to collaboration with at least
ten community-based practices

3. acore staff directed by a primary care clinician, to
formulate and execute careful research with partic-
ular attention to advancing methods for primary
care research

4. optiond initia support for further training of staff,
eg. in clinical epidemiology

5. felowships of 2 to 3 years duration for young pri-
mary care investigators
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6. definite linkages to an experienced coordinating
agent to assure rapid dissemination of advances and
cooperation as needed to address promising oppor-
tunities.

The halmarks of these centers would include a com-
mitment to sound methods; collaborative relationships
among practicing clinicians, academicians, and relevant
agencies, and a focus of research-on a mix of problems
seen by generalists.

It is likely that a primary care research center with
these characteristics could be established and operated
for an annua cost of approximately $500,000 divided
between practice support and central support. Each cen-
ter would be expected to conduct a minimum of three,
and eventually as many as ten, investigations pir year.
In addition, approximately $40,000 per center, per
year, would be required for coordination (i.e., com-
munications, travel, and coordinating staff). In an era
of $80 million investigations that may not work out, this
can be perceived as a good business decision.

Conclusion

Practice-based research networks are feasible and ver-
satile. A small network limited in scope can be initiated
with $50,000 and considerable volunteerism, but sus-
taining a network and consistently pursuing a research
enterprise requires considerably larger commitments of
resources. Such networks must have aclearpurpose and
sense of mission, adequate governance, unifying sym-
bols, communication systems, dedicated staff, and pro-
cesses sufficient to complete careful research. Such net-
works offer access to important but neglected
phenomena, uncommon efficiencies, and Synergism
linking communities and science. Yet, these networks
are limited by the Nation's largely overlooked, collec-
tive ignorance about both the nature of primary care and
methods relevant to primary care research. The entire
enterprise is impeded by a widespread failure to under-
gtand the intrinsic value of family practice and primary
care.

Practice-based networks hold great promise as the pri-
mary care research laboratories of the 21st century.
Here, primary care can be characterized, adequate meth-
ods can be devised, and answers can be developed to
many neglected clinical concerns. Perhaps the growing
enthusiasm for these networks can be merged with the
concerns of Federal agencies, and specific steps can be
taken to respond to the public’s urgent need for im-
proved primary care.
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Feature Article
|

Research on Primary Care and Rural Health: Opportunities

and Challenges

Kevin Fickenscher, M.D.

Introduction

The congderable changes within the hedth care deliv-
ery system witnessed over the last decade has placed
particular stress on the environment for rural hedth
care. These changes have created enormous pressures
for new approaches, new methods, and new systems for
delivering hedlth care in rurd areas of the Nation. In
addition, these changes have precipitated an expectation
that the health services research community will re-
spond to the many questions that remain unanswered on
health care services for rural America

Over the last severd years, rura hedlth has received
increasing atention from the Nation's policymakers.
The interest of these policymakers must be trandated
into policy-relevant research that can assist in develop-
ing programs to alleviate the problems of rura health in
the future.

This discussion of rura health care research is based
on three premises.

1. The research community is in a unique position to
assst in meeting the greater needs of society. Aca
demic medical centers, as the purveyors of research
and education, are responsible for meeting certain
societal needs. The responsibility also extends be-
yond the confines of traditional research models.

2. Rurd people, who represent 25 percent of the Na-
tion's population, deserve access to the same level
and quality of health care as their urban counter-
parts. Although simple in concept, the notion of eq-
uity is an important element in the consideration of
solutions for meeting the challenges of rural hedth
care delivery. The mgor dilemma is the paucity of

Dr. Fickenscher is Assistant Dean and President/Chief Executive
(S)tff:jc_er, Michigan State University, Kalamazoo Center for Medica
udies.

133

research on primary care and rura hedth; such re-
search would assist in developing possble solutions
for existing hedlth care problems in rural America

3. Any research conducted on rurd hedth issues mug,
apriori, involve the consideration of broader issues
related to rural society. In rurd America, the hedlth
care delivery system cannot be readily separated
from other elements of rural society. The success o
falure of other rural systems-such as education,
commerce, and government-are interrelated with
hedth care delivery concerns. Smal, isolated re-
search efforts have not met the challenge in answer-
ing the many hedlth care questions that continue to
condtrain health care delivery in rura communities.
In an era of constrained resources, the health ser-
vices research community has a particularly impor-
tant role in examining the needs of society.

Overview of Rural America

Before proceeding, it would be useful to have acontext
for the notion of rural health. The provision of hedlth
care for rural Americans is a community investment re-
quiring community development through cooperative
venture. Health care issues cannot be considered in iso-
lation from the many other issues that affect the fabric of
life in rural America

Rurd hedth is an investment, not only from the per-
spective of people's hedth, but also from the perspec-
tive of community viability. Without a health care sys-
tem, the ability of a rurd community and the people who
reside in it to sustain themselves is quite difficult. Rural
hedlth dso involves community development; address-
ing the viability of rural hospitals and the training of ru-
ral physicians serves no useful purpose if rural America
isdying. Community development means not only pro-
viding certain services but also using the community in-
vestment for further development. Findly, it is a coop-



erative venture, since very few services can be
maintained in isolation in rural American.

Rural America is complex and diverse. For example,
Vermont and Wyoming are smilar in population but
vastly different in terms of heritage, resources, and eco-
nomic base. The differences between these two States
typify the contrasts that characterize rural America.
Those who are familiar with urban areas will agree with
the notion that Kalamazoo, Michigan is vastly different
in resources and problems from New York City. Yet
both communities are classfied as urban based on na
tional definitions. The same type of individua charac-
terization is needed when analyzing rural settings.

Over the last decade, several attempts have been made
to classify rurd areas. These topologica efforts are an
important process, since much confusion has existed in
the past related to defining rura America. The issue of
common definitions was highlighted as a major concern
at the 1987 conference on rural health services research
sponsored by the National Rural Health Association and
the Foundation for Health Services Research.’ In fact,
the issue was identified as the number one cross-cutting
issue for the conference. In identifying the issue, the
summary report stated:

There are numerous definitions of “rura” as well as
other equivalent or nearly equivalent terms, such as
“nonmetropolitan,” “frontier,” and “rural-farm.” The
divergent definitions of these various terms make data
from one government agency incompatible with data
from another in’analyzing rura populations. The de-
velopment of systems of community definitions of ru-
ral areas should be standardized or coordinated, and
should also reflect the diversity of rura communities,
which range from very isolated, sparsely populated
areas) to communities adjacent to urban areas.* (p.
1054

Rural areas can be classified according to four catego-
ries based on population density and locale:

1. adjacent rural areas are those which are rurd by def-
inition (i.e., communities of less than 2,500 popula-
tion or counties of less than 100,000 population)?

2. urbanized rura areas of those communities that are
rural by any definition yet sustain services that are
clearly tertiary in nature

countryside rura areas, the traditional rural areas of
the Nation that predominate in both population and
total number of rural areas

frontier areas, which by definition are those coun-
ties of less than 6 people per square mile.*
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The ability to more clearly define rural areas seems to
be an important factor for determining the level of ser-
vices that are needed for a given area. For example, a
frontier region is usualy incapable of supporting more
than basic primary care services (in rare instances, the
sarvices for an entire region may be coordinated). An
urbanized rurd area, like Marquette, Michigan-which
is located in a frontier region but is a relatively large
community-can support extensve secondary and, to
some extent, tertiary care services.

The cost of services can vary according to the degree of
rurality. In a study conducted by the Department of
Hedlth for the State of Colorado, the costs for providing
emergency medical services in Denver were $8.00 per
capita; for rural Colorado, about $25.00 per person; and,
for frontier counties, in excess of $50.00 per capita
(Metcalf W, personal communication, July 1988). Few-
er people result in an inability to defray fixed costs over
a sufficient population base to keep costs down. These
considerations require an awareness of the degree of ru-
rality and the diversity of rura areas in the Nation when
considering policy options in rural hedlth.

Changing demographics within the rural environment
have a profound impact on the hedlth care system and
the viability of rurd hedth services. For example, the
US Department of Agriculture has documented a
marked loss of population in certain sections of the Na-
tion.> The loss of population-especialy younger, work-
ing-age cohorts-is markedly affecting the ability of ru-
ral America to sustain an infrastructure that can attract
members of al professons, including the hedth profes-
sions.

This depopulation also has a marked impact on the tax
gructure for many rural communities. Often, those |eft
behind are the elderly who are dependent upon passive
income sources such as Socia Security. The end result
is that active income generation and recycling are di-
minished resulting in an ever downward spiral of eco-
nomic capacity within the rural community. The down-
ward spira results in further tightening of the aready
constrained resources and services.

The demographic shift just described is creating a pop-
ulation of elderly persons in rura areas. In nonmetro-
politan areas, 13.1 percent of the population is over age
65, compared with a national average of 11.2 percent for
the general population.® It is predicted by the Census
Bureau that the over-age-65 population cohort will
reach 17.3 percent of the Nation's population by the year
2020. Many rural communities already exceed such de-
mographic patterns. Furthermore, the more rurd the



community the greater the number of elderly. Data from
the 1980 Census reports show that 12.9 percent of the
population is over age 65 in communities of 10,000 to
50,000 persons; the figure is 14.7 percent for a popula-
tion of 2,500 to 10,000; and 15.4 percent when the popu-
lation is 1,000 to 2,500.

Further, the traditions of rural America in caring for the
elderly are eroding. The informal network for ederly
care-long a hallmark of rural society in this country-is
disappearing. The end result is that rura communities,
like the rest of America, are beginning to rely more on
inditutional resources as the mode for delivery of this
care. Many rural areas lack sufficient resources to sus-
tain the diversity and complexity of elder services re-
quired in a contemporary society. The impact of the ru-
ral demographic shift upon the hedlth care system is
crucia, since the type and level of services required for
the elderly differs vastly from the patterns of care that
have been provided in rurd aress in the past. Also, the
training of providers for such an environment differs.

Aside from these rura hedlth delivery issues, anumber
of other hedlth-related concerns must be addressed. For
example, what will be the impact of the technological
revolution on the delivery of health care services for un-
derserved rural populations? The new, evolving tech-
nologies will radicaly ater the standards of medical
practice over the next decade. How will these new and
innovative health care approaches be implemented and
received in rural areas?

In addition, the issues of technology development are
potentialy interrelated with the health problems of the
rura populace. Roemer noted that the intensity of hedth
problems in rural aress is often exacerbated by transpor-
tation difficulties, housing problems, poverty, and nutri-
tiond deficiencies, as well as limitations in the availabil-
ity of hedlth services® Could a substantial impact be
made on these problems through the use of existing or
evolving technologies?

Beyond the issues associated with technology devel-
opment are the continuing health problems of rura peo-
ple. Cordes and Bruce have outlined a number of gener-
d hedlth care issues that are important in any rurd hedth
services research discussion.” They noted that nonme-
tropolitan areas exhibit:

» a greater incidence of chronic conditions in compar-
ison to urban areas, with an associated increased in-
cidence of disability

« higherrates of infant mortality
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e agreater proportion of the population without
health insurance

e asubgtantia portion of the population who have no
“regular source of care”

o hedlth statusindicators for rural blacks, Native
Americans, migrant workers, and selected geo-
graphic areas (e.g., Appdachia) that are more com-
parable to many Third World countries than the
United States.

These pressing issues are summed up in today’s major
concern: addressing the many unresolved questions re-
lated to the delivery of hedth care in rura areas of the
Nation. There is an expectation that health services re-
searchers will assist in critically examining these rural
hedth problems. Such research will assist policymakers
in developing viable solutions to rura hedth delivery
problems. What follows is a discussion of these issues
and an overview of severa potentially fruitful areas for
further research.

Rural Health Research Areas

Physician supply. Despite a near doubling in the sup-
ply of physicians between 1960 and 1985-a tota physi-
cian increase of 2 10,000 or 64 percent of al active phy-
sicians!%rural America continues to be underserved.
The supply will continue to increase from 227 physi-
cians per 100,000 population to a ratio of 280 per
100,000 by the year 2010, yet without changes in physi-
cian distribution, rural America's physician shortage
will continue.” Although considerable debate has
evolved over the question of physician diffusion in rural
areas, recent studies support the notion that most rura
areas have experienced either a stable or declining num-
ber of physicians over the last several decades. Kindig
cited evidence that the rate of physician growth in rura
areas was about one-fourth the rate of growth for urban
areas and, further, that the growth was insufficient to
meet physician human resources needs due to death, dis
ability, retirement, and outmigration of rural physicians.
Kindig aso noted that up to 25 percent of the rura phys-
cians in sparsely populated areas will retire or relocate
within the next 5 years,!® a prediction that has been sup-
ported by other recent studies* ! Kindig concluded that:

There remain geographic areas of the country which
are relatively undersupplied with primary care physi-
clans, This is certainly the case for certan subspecial-
ties as well but this has been less well documented.
Most areas have shown increases over the past decade
as the result of the overal increase in physician supply,
but rural and inner city areas have shown lower rates



of increase for primary care physicians. There is sig-
nificant variation in MD/I 00,000 population for coun-
ties with less than 50,000 population, with the
Southern States having the lowest regiona levels.!0
(p.50-51)

Minnesota can serve as an example of the rural health
dilemma. Despite a 60 percent increase in the State's
physician supply between 1965 and 1985, the nonme-
tropolitan counties of the State exhibited a 2 percent de-
cline in overall primary care physicians and an 11 per-
cent decline in family physicians” The declines
occurred despite several notable rural-oriented pro-
grams at both the University of Minnesota and the Uni-
versity of Minnesota at Duluth.

Most rural health professionals agree that it is more
difficult to recruit physicians to rural areas today than it
was 5 years ago. The reasons for this are numerous, in-
cluding: changes in dedivery patterns, increased re-
liance upon technology, unavailability of ancillary pro-
fessionals in many rural areas, lack of financial
incentives for rura practice, and an educational system
that emphasizes subspecialization rather than primary
care as the model for future practice.

In particular, it must be noted that the most important
change in hedth carein recent yearsisthat it is no longer
an isolated exercise practiced by the solo doctor of yes-
teryear. Today, hedlth care is a complicated enterprise
practiced by a team. The delivery of high quality ser-
vices requires the availability of many health profes
sionals who can provide many sets of services in many
different settings. Concomitant with the Nation's fail-
ure to meet physician manpower needs in rural America
is the failure to train ancillary health professionals for
rural practice. Critical research issues include:

e theimpact of the demise of the National Health Ser-
vice Corps on physician dissemination to rural set-
tings

e the socidization process of medical school and
points of maximal influence on career choices of fu-
ture rural providers

e the effect of training environment on future rura
providers

e theimpact of group practice on decisions by provid-
ers to seek certain practice environments

o the degree to which interdependence upon other
health professionals affects physician decisions on
practice locations.
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Rural hospitals. The rural hospita is a particularly
crucia ingtitutional resource in the rural health care de-
livery system. It serves as an essentia cornerstonein the
economic infrastructure of most rura communities.
Doeksen, in ongoing work on the subject at Oklahoma
State University, has concluded that: *... the projected
impact of closing arural hospital upon the economy of a
rural community could be quite devastating”!® (p. 64).
Until about 2 years ago, the rura health policy debate
revolved around the status, future, and problems asso-
ciated with the rura hospital. The need for more re-
search on the many issues affecting the rural hospital
seems obvious. Asa foca point for those research ef-
forts, the following suggested research categories are
evident in the literature as common themes in research
related to the future of the rura hospital.

Organizational structure. The structure of hospitalsin
rural communities has rarely been addressed in the re-
search literature. This issue is particularly challenging
in the changing hospital marketplace. Patton'# has
noted that: *. . . very little information was available re-
garding rural hospitals by type of ownership. For exam-
ple, what difference, if any, has it made that half of all
rural hospitals are publicly owned? Also, what has been
the impact of multihospital system or aliance affilia-
tion?’ (p. 1017). These questions of organizational
structure will be particularly important during the early
1990s, since new legidative efforts seem to be advanc-
ing an agenda of multihospital networks. The Omnibus
Budget Reconciliation Act of 1989 includes specific
reference to a new program of “Essential Access Com-
munity Hospitals.” These facilities will develop over
the next year without the benefit of significant health
sarvices research on some of the critical questions re-
lated to ingtitutional/area relationships or service sets
for these hospitals. Other important questions related to
organizational structure include:

o What is the most effective organizational relation-
ship between rural hospitals and tertiary referral fa-
cilities?

» What types of connections are crucial for maintain-
ing hospital services in the community?

e Which services should be removed from the rurd
community and tied to the referral center?

Is the existing relationship between the public
health and hospital sectors the most effective in ru-
ra settings? How can services be amalgamated for
the purposes of sustaining programs in rural areas?



« Are multi-ingtitutional relationships beneficid? If
0, how? |s there a difference in the benefits of geo-
graphic multi-ingtitutional  partnership arrange-
ments vs. partnerships arranged on some other basis
(e.g., Catholic facilities arranged in consortia)? Are
both types of relationships important?

Access and availability of services. Some have argued
that the existence of the hospital in a rural community
determines the availability of health care services. From
a policy perspective, the issue of access and availability
represents the major consderation in the debate on
maintaining the viability of rural hospitals. In essence, it
is the “So what?’ question: So what if the rural hospital
closes? Does it make any difference where people seek
services, or more importantly, does hospital closure im-
pact on the morbidity and mortality of the populace?
These few central questions are critically important to
policymakers, and few research efforts have concen-
trated on them.

Other important research questions include:

o What specific services of the rura hospital are of
such critical importance that they affect the hedth
status of the rural populace? Is there a minimum
cluster of services that are important as a safety net?

¢ Do access and availahility differ in rura areas com-
pared with urban areas for the financial component
of the issue?

e What happens after the rural hospital closes?
Where do people migrate for services? Who pro-
vides those services, and how are they ddivered?
Are there substantive differences in the quality of
the services?

Quality concerns. The myth exists: the quality of
hedlth care delivered in rural aress is less than the quaity
of services provided in urban settings. It is a common
myth without backing or substance in the literature. The
converse, however, is also questionable. Professionals
involved in rural hedth have long recognized that the
perception of quality problems, regardiess of the redlity,
significantly affects the utilization of loca services.
Few studies have been completed by the hedlth services
research community that attempt to measure the quality
of comparable services provided in rura and urban set-
tings. An issue related to quality is the concern directed
at issues of volume in determining quality. Luft and col-
leagues'® linked the volume of surgica procedures to
the mortality rate, but the research was not concerned
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specificaly with rural hospitals. Three groups were
identified: (a) Group I, where no threshold effect could
be identified (e.g. coronary bypass surgery); (b) Group
[1, where a clear volume relationship existed-that is, be-
yond a certain number of procedures the mortaity rate
was not affected (e.g., vagotomy and pyloroplasty); and
(c)Group 111, where increased volume did not impact on
mortality (e.g. cholecystectomy). No application of the
study has been made to determine which services can be
provided in rural hospitals without jeopardizing quality
of care.

One of the mgor questions to be addressed in quality
studies for rurd hospitals is the issue of small numbers.
It is quite difficult to develop a reasonable methodology
from a research standpoint for most rural settings be-
cause of the smal number of services provided for the
hedth problems in question.

Other specific questions in need of further research in-
clude:

e [sthere a st of services that can be delivered in ava
riety of settings, including rura hospitals, where
outcomes do not vary regardiess of volume? What
are the parameters of those services? How are they
delivered? Who provides the services and under
what circumstances?

e |s there any benefit to measuring quaity outcomes
in rural hospitals as a geographic group rather than
individual entities?

e What is the impact of providers on qudlity of care
provided in rurd ingtitutions compared with urban
facilities? Does the support system for the pro-
viders impact on the quality of services (e.g., solo
VS. group practice and rural practice tied to urban
practice vs. independent)?

Aside from these three critica areas, there are a host of
other rural hospital research questions that need further
analyss. In genera, the sparsity of rura health research
on hospitals alows for significant contributions to be
made in any number of aress.

Organizational Issues

The hedth care system in the United States is generaly
recognized as digointed at best. The integration of ser-
vices is more a concept than a reality except in a few
isolated instances. It can be anticipated that the structur-
a component of the hedlth care debate will take on
ever-increasing importance as more proposals for
change are considered and adopted by policymakers a
both the Federa and State levels. Certainly, the health



services research community could perform a valuable
service by initiating more research related to the organi-
zational structure of hedth care systems.

Financing Problems and Special Populations

The current knowledge base on rura hedth financing
considerations is markedly limited. The field offers a
plethora of possibilities for the hedlth services research
community. Financing health services is tied to the ex-
tent of insurance coverage available to the individua
and personal income levels. In generd, it has long been
documented that persons residing in nonmetropolitan
areas suffer from a higher rate of poverty compared with
urban residents (i.e., 18.3% vs. 13.8%, respectively) and
higher rates of underemployment (i.e., 18.1% vs.
12.3%, respectively).!” These two factors result in a
population that has less health insurance even when
employed!® (Wisconsin Rura Hedlth Research Center,
in preparation), and when they do have health insurance,
they usualy have less coverage than their urban coun-
terparts.'?

Such issues are of particular importance in the current
health care policy debate, since many of the proposas
espouse a health benefits package tied to employment.
These proposals are of particular importance to the ma-
jority of Americans, because most are covered through
some type of employment-related hedth insurance.?
Furthermore, many of the proposals currently being de-
bated tie a hedth benefits package to employers with a
certain number of employees ‘(e.g., five or more em-
ployees). If implemented, proposas like these could
skew coverage toward urban areas. In recent testimony
before the National Advisory. Committee on Rural
Health, preliminary survey data were presented show-
ing that average business size is smaler in rural settings
compared with urban settings.2’ As a result, passage of
new laws mandating coverage for employees will prob-
ably have less impact in rural areas than in urban com-
munities.

The issue of specid populations is intimately tied to
questions of financing. In particular, the health prob-
lems of the homeless and chronicaly mentaly ill; Na
tive Americans, Hispanics, and other rural minorities;
and the impoverished elderly often are directly inter-
twined with financing considerations..

The semind work on financing issues in hedth care
was completed in 1987 by Rowland and Lyons.!® In
defining future research in rura hedlth, they identified
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economic and hedlth status, insurance coverage, and ac-
cess to care as the predominant issues for future heath
services research. Examples of specific, unanswered re-
search questions highlighted by Rowland and Evans in-
clude:

1. How have economic changes-such as industrid
shifts and institutional closings-affected rural
hedth status and the use of hedth care services?

2. What is the impact of Medicaid coverage on the ru-
ral poor compared with their urban counterparts?
Are there ways to enhance the effectiveness of
Medicaid in rural areas?

3. Are there specific aspects of the occupational and
employment structure of rural aress that influence
the financing of hedth care?

Do the rural uninsured receive less hedlth care ser-
vices than the urban uninsured? If so, why? What is
the specific impact of hedth care financing on the
availability of services?

Conclusion

There are a substantial number of health services re-
search questions in the area of rurd hedlth. The issues
described above provide a cogent agenda that requires
the atention of the research community. Since much of
the health services research emanates from the academ-
ic medical center, it is important to recognize the limita:
tions of these inditutions in accomplishing this most im-
portant research agenda.

Many academic medical centers are incapable and oth-
ers are unwilling to respond to primary care needs and
research questions. Lewis and Sheps,?! in The Sick Cit-
adel, recognized the dilemma when they observed:

.. the academic medica center must give high prior-
|t inits teaching, research, and patient-care programs
to the m?or hedth problems of the opulation of its
area and to practice in the communlgf (p. 22)

Unfortunately, most of the academic medica centers
are not located in areas where the rura populace is readi-
ly available for research. In part, the efforts to establish
the rural health research centers through direct funding
of such programs resulted from this oversight by the
health services research community. Although these re-
search centers are proceeding with both individual and
cooperative research agendas, surely more studies can
be accomplished if the health services research commu-
nity becomes more involved in mining the rurd health
field.



Findly, there is also a need to encourage a pluraistic,
interdisciplinary approach in rural health services re-
search rather than an approach with a unified paradigm.
As such, it is important to recognize the impact of non-
hedlth concerns in conducting research related to rura
hedlth. Perhaps this issue represents the major departure
from more traditional research on health care for urban
areas.
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Reaction Paper
]

Primary Care Research: Impressions of the Conference

John M. Eisenherg, M.D., M.B.A.

The proceedings of this conference provide a thought-
ful commentary on research related to primary care.
How can the organization and financing of medical care
be evaluated from the perspective of primary care? How
can provider behavior be changed? What is known
about research related to prevention? All of these topics
are covered in this volume.

Still, despite the in-depth discussions of the role of
health services research in primary care, a gnawing con-
cern remains. If a man from Mars were to have landed
here a the beginning of this conference and sat through
the sessions, would that Martian conclude that primary
care research exists? Would he understand it any better
than he might have before he had landed? Or put another
way, do your parents understand what you do for a liv-
ing?

It may be that the conference attendees have failed to
sufficiently describe what primary care research is in
distinction to other types of health services research. It
also may be that it is time to recognize the possibility
that primary care research is not a distinct entity.

The'discussions over the course of the conference, in
defining primary care, have described it as a function.
Its characterigtics-including continuity, comprehen-
sveness, access, and first contact, among others-were
elucidated by Estes, Smith, and other speakers (in this
volume). The nature of primary care as a type of medi-
ca care that is provided by hedth professonas to the
public was made clear. But less clear was the distinction
of research related to primary care from other types of
clinical research.

A dtrong case could be made that primary care research
is redly not about primary care but is more often about
the components of primary care-its continuity, its ac-
cess, and so on. Yet primary care does not have a lock on

Dr. Eisenberg is Chief of the Section of General Internal Medicine
and Sol Katz Professorof General |nternal Medicine at the Leonard
Davis Indtitute of Hedth Economics, University of Pennsylvania
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these characteristics of high quality medical care. Cer-
tainly, urgent care and emergency care offer access and
first contact care. Many other physicians provide conti-
nuity of care for their patients. What does distinguish
primary care is that it provides these characteristics in a
well-organized package. The combination is clinical
primary care, yet the elements of primary care are the
focus of research investigations.

Primary care is a means to an end-or a set of ends-not
an end in itself. By suggesting that researchers study
primary care, there is a risk that the essence of clinical
primary care- that is, its functions-will be overlooked.

As aresult of the overlap between research about pri-
mary care and research about other medical care, the fo-
cus has been not so much on primary care research as on
clinica research, on studies that evaluate the compre-
hensiveness, the continuity, and the quality of medical
care, as well as the access tomedica care and its effec-
tiveness. If the man from Mars had been asked if the
primary care research agenda is substantially different
from the clinica research agenda, he most likely would
respond with skepticism.

“Is clinicalresearch dead?’ is a question often asked in
academic circles these days. Will the concerned clini-
cian, who is interested in the effectiveness and outcomes
of medical care, be able to carry out this research in a
high-quality fashion and receive funding to do so?

The Agency for Health Care Policy and Research
(AHCPR) has an opportunity to provide leadership in
clinical research, in order that al hedth professionals,
not just primary care health professionals, will find
themselves guided by effective, scholarly investigations
that enable them to provide higher quality care to their
patients. Certainly, some of the most important work
will relate to the care provided by primary care profes-
sonas, who attempt to combine dl of the characteris-
tics of primary care. But much important clinica re-
search will also be done in more narrow areas. Itis



probably no coincidence that the National Center for
Hedth Services Research and Health Care Technology
Assessment has had its name changed to the Agency for
Hedlth Care Policy and Research. The emphasis is on
care, on care research, on medica care, and on the evalu-
ation of medica care.

This focus on medica care research can take many
forms. It may evaluate the outcomes of medica care—
whether it is primary care or not-in particular, the cogt,
effectiveness, and adverse effects of care. Medica care
research may also focus on the types of methods that are
used, such as clinicd epidemiology, clinical decision-
making, or clinical economics. What is essential,
though, is that this type of research emphasize the clini-
ca encounter, that very specia relationship between cli-
nician and patient in the context of an environment and
health care system that shapes the relationship.

Primary care research, then, is an application of re-
search to an important clinica area. As a result, it is
imperative to keep in mind the fundamental building
blocks of research related to primary care, for that is
where support must be provided by AHCPR; it is unlike-
ly that support will be provided by anyone'else.

Although many who would see primary care research
as its own discipline may complain, identifying primary
care research as an application and not a primary form of
research itsdlf is not unusua in other health research
aress. This is certainly the way that much other research
in this country is organized-for example, cancer re-
search, heart disease research, and AIDS research.
These are convenient ways to package the research, to
keep it purposeful, and to keep it directed.

Moreover, packaging research dong the lines of its
applications rather than the more fundamental method-
ology of the research is a demonstrated way to develop a
constituency. Will primary care give health services re-
search its congtituency? Those who are in the primary
care disciplines have not been very effective in convinc-
ing the public, nor its elected officids, that primary care
research deserves much more attention than it has re-
ceived. More successful have been programs to empha
size some of the components of primary care, such as the
evauation of continuity and prevention, or some of the
characteritics of primary care, such as its effectiveness
or its cost. In many ways, primary care clinicians and
their patients are users of hedth care research. Only
some are doers of hedth care research, but al should be
its advocates.

In addition to the need to recognize that primary careis
an application of research rather than a form of research
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itself, it is aso necessary to recognize the potential risks
of claming that the important issues of clinical research
belong to primary care. First, doing so would risk di-
vorcing primary care researchers from the rest of the
hedth services research community. Primary care phy-
sicians, carrying out research related to primary care,
desperately need to develop a link with their colleagues
in the basic sciences of primary care. Just as the cancer
investigator depends upon linkages with cellular biolo-
gists and immunologists for advances in state-of-the-art
of cancer-related research, so do primary care research-
ers rely on advances in decison anaysis, economics,
and sociology to further therr field.

Second, by claiming this form of clinical research as
their own, the primary care speciaties would allow oth-
er specidties to abrogate their responsbility for using
epidemiology, economics, and the other tools of hedlth
services research to evaluate their own effectiveness and
outcomes. Some specidties have moved ahead, beyond
the expertise of many primary care scholars. For exam-
ple, take note of geriatricians evaluating functional sta
tus, rheumatologists evauating the improvement in
hedlth status, and cardiovascular or cancer clinicians
evauating prevention.

What is needed most is not so much an initiative in
primary care research alone, but the development of a
new science of clinica practice. This would represent a
rejuvenation of clinical research that recognizes its po-
tential contribution to evaluating the effectiveness and
efficiency of medicd care, while aso recognizing the
need for strong methodologic skills and clear thinking in
research design.

Another risk of overemphasis on the primary care
applications of research is that AHCPR could become
overly pragmatic, losing whatever commitment it has
had to the support of basic research in this area. If basic
research in the fields underlying primary care research is
abandoned by the Agency, it is unlikely that it will be
picked up by any other program in the Federal Govern-
ment.

A fina concern about claiming medical care or clinica
research as “primary care research” and narrowing its
focus of application is that most physicians do not un-
derstand the implications of this type of research for
their practices. Certainly, new forms of dissemination
are needed to provide findings from this kind of research
to al types of practicing physicians and nurses-not just
primary care clinicians-findings that are important in
their roles as clinica policymakers.



Reaction Paper
]

The Consequences of Success in Primary Care Research

Danid M. Fox, Ph.D.

Introduction

My god is to describe what happened at this confer-
ence and explore some of the implications of the confer-
ence for the future of primary care research. To be more
precise, | will describe and interpret what | heard during
the conference about the purposes of primary care re-
search. In telling this story, | will address my centra
concern as a researcher: the relationship between scien-
tific knowledge and policy. Indeed, -you might think of
what follows as the report of a 2-day research project
called something like “The Consonance and Dissonance
of Normative Models of Primary Care Research.” The
methods used in this pseudo-study were participant ob-
servation and textual analysis.

My hypothetical study reached two conclusions. The
first conclusion is that there are two superficialy simi-
lar, but actualy very different, normative models of pri-
mary care research in good currency among this popula
tion. The second is that each of these normative models
is politically volatile in a different way.

After | report the results of this empirical study, | will
summarize the pertinent research literature that suggests
why it will be difficult to make policy using research that
is based on these normative models. The conclusion |
have drawn from this analysis may seem to be pessmis-
tic, but it is pessmistic only if you believe that compli-
cated problems can have smple answers.

Normative Models of Primary Care Research

The first model used at this conference is based on the
assertion that the health care system in the United States
is in dreadful condition. The mode then assumes that
the purpose of health services research, and research on
primary care in particular, is to devise ways to remedy

that condition.

Dr. Fox is President of the Milbank Memorial Fund.
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The dternative model used during the conference is
based on the assertion that primary care in the United
States is in dreadful condition. (A variant of this model:
some participants would also say that the US hedth care
system is in trouble because of the condition of primary
care.) The model then assumes that the purpose of
hedlth services research is to remedy the condition of
primary care; both how it is now practiced and how it
should be practiced in the desirable future when more
resources are alocated to it.

Here are some data-statements and impressions taken
from the presentations at this conference-tha exempli-
fy each of these models. Firgt, the model that asserts that
the central problem is the terrible condition of the Na-
tion's hedth care system:

o The hedth services research community has an im-
portant role in examining the needs of society.

e Primary care is a means to an end, which is broad re-
form of the health care system.

o Weareinthe early stages of arevolution in the way
American physicians practice medicine.

e The current hedth care system suffers from prob-
lems related to cost, quality, and suboptimal prac-
tice patterns that have been resistant to change.

e There is a consensus that the hedlth care system is
“out of control” and that “nobody knows what to do
about it.”

The following are statements in support of the second
model-that is, the purpose of research is to improve the
condition of primary care:

« We redly stand apart from the rest of our medica re-
search complex, and as a result, our hedlth care sys-
tem has many of its major flaws.



e We must restore balance in our system of hedlth
care.

e Associety’s greatest need for physicians remains in
primary care, O are the greatest research needs in
primary care.

o The goals of primary care research are for phys-
cians to better manage their patients and support
their health care role at the community level.

| hope that no one who has followed me this far has
concluded that the trouble with primary care research, or
health services research itsdlf, is that it has normative
models. | assure you that the consensus among leading
researchers in the history, sociology, and philosophy of
science s that al scientific work (including their own) is
based on normative models.

The Political Consequences of the Two
Models

Each of the normative models | have described is polit-
icaly volatile. Before | explore the potentia political
consequences of each model, | want to describe briefly
how normative models become politicaly controver-
gd, even when the investigators who employ them be-
lieve they are doing reasonably objective research using
the best theories and methods of the medical, socia, and
behavioral sciences.

Normative models become controversad in severad
ways. Sometimes the results of research based on the
models are critical of powerful individuals. A good ex-
ample would be a randomized clinical tria that demon-
strates the ineffectiveness of a treatment that has been
used for many years. At other times, the impact of a
normative model is more subtle. An example would be
finding that a problem with access to care for certain
people increases their morbidity. Here the normative
model is critical by implication: some readers of the re-
search results might want to redistribute resources in or-
der to improve access.

People who are sensitive to palitics have little difficul-
ty identifying the normative models driving any scien-
tific research that affects their interests. This is so be-
cause the values that underlie the normative models are
widely held and often controversid. The normative ba
sis of the science is communicated symbolically—
through key words, inflections and even body language.
This communication, and the political responses that are
based on it, occurs even though none of the participants
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in a discussion recognize the theoretical differences be-
tween normative and descriptive models.

The politica consequences of the two normative mod-
els of primary care research are somewhat different.
The model that asserts that hedth care in the United
States is in terrible condition puts its adherents at con-
Sderable risk of facing mobilized opposition through-
out the health care sector. When we study the quality,
effectiveness, and efficiency of hedth care, we are eval-
uating the behavior of people who have names and con-
dituencies, as well as interests and fedlings. This is in
contrast to laboratory scientists who, in most cases, look
at the behavior of microorganisms and organs and clini-
cal scientists who study patients.

What the proponents of the first model are suggesting
IS as startling as it would be to examine the HIV epidem-
ic from the point of view of the virus. Such an examina-
tion would begin by asking what the human species did
to change the formerly quiet and epidemiologicaly in-
effective lifestyle of this retrovirus.

The danger of the second model, research that seeks to
fix primary care rather than the whole hedlth care sys-
tem, has been artfully described by Peter Budetti (in this
volume). Dr. Budetti identified the dangers of specid
pleading by a researcher that what he or she does de-
serves additional support at a time when the consensus
of powerful people in health affairs and genera politics
is that there are more important issues.

This model aso puts researchers who work on primary
care in danger of being isolated from other constituen-
cies within and outside the health sector. | include in
these congtituencies people who argue that policy for
every aspect of hedth care should be based on the best
available science-on the gold standard of the age at the
bench, in the clinic, and in the population. But more
importantly, | am talking about isolation from those who
argue that improving hedlth is less a matter of better pri-
mary care than of better policies to address the economy,
the environment, housing, race, socid class, and other
stigmatizing factors.

Those who embrace the first mode will most likely
have more enemies within the hedlth care sector. They
will have fewer outside it if they are willing to acknowl-
edge that one of the reasons the hedlth care system is in
terrible condition is that this society does not address
sgnificant causes of impairment, disability, and handi-
cap.

| should point out that there is a more optimistic view
of the political consequences of the second model. Dr.
Robert Graham (in this volume) put this view very well



when he said that we have “an opportunity to act in an
area of high visbility.” Sometimes visibility is not de-
sirable, however.

The Consequences of the Models for Policy

What do we know, as a result of research, about the
problems of making the policies that are likely to be
derived from research on ether of the two normative
models that have been advocated at this conference?
This research question could be restated in order to pro-
vide a broader definition of the pertinent literature:
What do we know about the causes of continuity and
change in hedth care policy?

Actualy, we know agreat deal about this broader
question as a result of research that has been conducted
over many years, athough this area of research has not
been particularly popular in hedth affairs. Indeed, when
| consider the complaints aired during this conference
about the funding that has been available for primary
care research, it reminds me of the more severe funding
problems of investigators who study systematically how
inditutions and political systems operate.

Here is a summary of that underfunded and hard-won
knowledge, compressed into four dliterative points.
Understanding both continuity and change in hedlth
care policy involves knowing about the interaction of
some or dl of these factors:

e jdess
o interests
e illness

¢ interventions.

As | define these factors more precisely, you will real-
ize that the aliterative statement is a device for commu-
nicating some very complicated matters. The term
“ideas’ in this context means beliefs, values, and operat-
ing assumptions.

Beliefs include unexamined commitments about the
goals of medica care, the way new knowledge is created
and disseminated, and how the definitions of diseases
are arrived at (some would say negotiated). Values are a
more familiar concept after two decades of heightened
concern about medical ethics. Operating assumptions
are our views (which we rarely examine systematicaly)
about such matters as how Congress and the executive
agencies operate, or how priorities are set in medica
school budgets, or how and when a teacher communi-
cates successfully.
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| use the term “interests’ to stand for the familiar be-
havior of individuas and groups to maximize their sais-
factions or benefits without making an unsupportable
number of enemies. | will pass over this concept quickly
because it has the richest and most familiar literature.

By “illness’1 mean two things. The fird is the pressure
of particular causes of morbidity and mortality on the
ingtitutions and resources of the health care sector. Sec-
ondly, it means the way important interest groups per-
ceive illnesses-for instance, the definitions of onset,
etiology, and course among hedth care professionas
and the generd public a any time.

One example of the pressure of illness on policy will
suffice. It has mattered enormoudly for hedth policy in
this century that, in about 1920, more people began to
die of chronic disease than of infectious diseases and
injuries. How it has mattered involves, anong other
considerations, changing definitions of onset, etiology,
and course. A dramatic recent example is AIDS, which
was redefined as a chronic disease, HIV infection, in
1989 and 1990.

The final point is “intervention,” by which Imean what
hedth care professonas do as aresult of idess, interests,
and illnesses. Interventions create their own constituen-
cies of providers, educators, researchers, and in some
powerful examples (like penicillin, cortisone, trans-
plants, and AZT), of consumers.

Applying the Concepts to Normative Models

Now, | will apply these four concepts to the two norma
tive models of research on primary care that have been
current at this conference. | will compare policy based
on these models with three rather well known policy ini-
tiatives of the past 40 years (each of which was driven by
a normative model of research). The three policies, in
chronologica order, are the establishment of the Na-
tiona Ingtitutes of Headlth (NIH) Extramura Grants Pro-
gram (1940s), the expanson of medicd education by
State and Federal subsidies ( 1960s and 1970s), and the
inception of price-based reimbursement (DRGs) in the
1980s. The conclusions drawn from the following anal-
ysis are summarized in Table 1.

The NIH extramural grants program. The creators
of this program-an aliance of Public Hedlth Service of-
ficids, Congressmen and their staffs, and academic re-
searchers-addressed the four factors as follows:

1. They based their claim on broadly accepted ideas
about the progress of medical knowledge and how
that progress came about.



Table 1. Four policies: a history

|deas Interests [lIness Interventions
NIH extramural Accept consensus Narrowed definitions Chronic disease
Medical education ’

“ Selective «
DRGs «“ Target Ignore Target
Primary care Challenge consensus Chdlenge array Challenge conception ~ Challenge priorities

2. They very ddiberately established a narrow defini-
tion of concerned interest groups, convincing most
practicing physicians (and the American Medical
Association), for example, that they would gain re-
flected glory from the new program at no persona
cost.

3. They justified the program as a response to the in-
creasing incidence and prevalence of chronic dis-
ease. The purpose of the policy they advocated was
to learn more about the biology of the degeneration
of organ systems that was the basis of chronic dis-
ease.

4. They carefully ignored interventions, as most phy-
sicians and the public defined them. But they im-
plied that research on the biology underlying chron-
ic disease would have a benign influence on
interventionsin the future and that the research
would contribute to medical progress (which, they
believed, had been uninterrupted since the previous
century).

The expansion of medical education. Hereis how
the advocates of this highly successful set of policies
addressed the four factors:

1. Like the advocates of the NIH extramural grants
program, proponents of expanding medical educa
tion amplified the symbolic value of broadly ac-
cepted ideas about the progress of medicine and the
increasing prowess of physicians.

2. They chose selectively among the interest groupsin
each State. In States where medical interest groups
opposed starting or expanding schools, proponents
built support among banking, construction, union,
and chamber of commerce congtituencies.

3. Advocates of expanding medical education used
ominous projections of increasing morbidity from
chronic disease to bolster their arguments for in-
creasing the physician-to-population ratio.
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4. They ignored interventions, except to say that what-
ever leading physicians did-especialy in teaching
hospitals-was in the patients’ (and the public’s) in-
terest.

Diagnosisrelated groups. In thisinstance, the politi-
cal caculation was ssimpler than either of the others. The
premise of the politics was: if an array of interests can be
changed by changing incentives, then it is possible to
influence interventions. Advocates of price-based re-
imbursement appeared to be arguing that neither ideas
nor illness, as | have defined them, mattered to the new
policy.

Policies Derived From Normative Models

With this background, the policies that would be driv-
en by either of the two normative models can be ex-
amined. Policy based on either model would reguire
major changesin all four of the factors: in fundamental
ideas (beliefs, values and operating assumptions); in the
array of interestsin what seems to have become the Na-
tion's largest industry; in the professiona and public
perception of what an illness is and how it should be
managed; and in the relative value that is assigned to
various interventions.

According to this analysis, neither of the two norma
tive models is likely to lead to policy in the foreseesble
future. We are not close to anational consensus that the
health care system is in terrible shape and perhaps even
further from a broad-based political agreement that pri-
mary care is in dreadful condition. Advocating your fa
vorite model will be along and frustrating process. In-
deed, you are likely to fail if your criteriafor success are
outcomes (changes in policy) rather than process (how
many grants have been awarded, the size of the research
budget, or how many guidelines have been issued).

Conclusion

We are all eager for the new Agency for Health Care
Policy and Research to succeed. Each of us wants our
favorite normative model for research to drive policy.



But we must be patient, and our expectations must be
low. Those of us who have been committed to hedlth
services research for the past severa decades are famil-
lar with low expectations, Now we must work hard and
in an anaytic fashion at the politics of raising research-
ers  expectations.

One way to work at these politics would be to select
normative models for research that are more likely to
lead to policy in our professiond lifetimes. One aterna-
tive model would be to build support for modest changes
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in ideas and the aray of interests by examining, with the
best available science, one intervention (or the interven-
tions directed toward one segment of the population) a a
time, For example, emphasis could be placed on manag-
ing the disabling results of chronic disease, because
these place the greatest burden on people and therefore
on resources, Assume that neither the hedth care sys-
tem nor primary care is in dreadful condition, but rather
that, for the moment, it is the only hedth care system that
we have.
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