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The problem...

Health care in Oregon and the nation faces critical choices. Many at-
tempts have been made to cut health care costs, but spending in this area
by both government and the private sector continues to increase much
faster than growth in the general economy. Left unchecked, the burden
of rising expenditures for private health insurance and public programs
such as Medicare and Medicaid will lead to a growing inability of low-
and middle-income Americans to receive health care, and siphon off tax
dollars that could be used for other pressing social needs.

The real tragedy is that even though this country spends a far greater
percentage of its gross national preduct for health services than does any
other nation, this has not bought us either markedly improved access to
health services or better health. The United States infant mortality rate
ranks 19th among industrialized nations, and 37 million people do not
have private or public health insurance.

Such anomalies in our health care system are becoming too painful to
ignore. More money fails to bring more health. Wonderful advances in
medical science are announced, but cannot be afforded by the people
they are intended to help. While some Americans receive the best health
care in the world, others get no care at all.

Oregon faces the same problems as the nation. In 1987 the state legisla-
ture ceased funding organ transplants, other than kidneys and corneas,
for Medicaid clients. Money for these services was used to improve
access to basic health care for many people. The widespread attention
given this decision has opened up to public view the broad problem of
health care resource allocation. As painful as the organ transplant con-
troversy has been to both legislators and the people of Oregon, it has
forced citizens to address the resource allocation problem forthrightly.




And]steps toward a solution

In 1987 Oregon Health Decisions, a private non-profit organization
dedicated to citizen education and action on ethical issues in health care,
undertook an ambitious project—Oregon Health Priorities for the
1990s—aimed at the problem of how to fairly allocate limited health
care resources. A democratic process was developed for involving citi-
zens in setting health priorities.

Nearly 600 citizens at nineteen meetings throughout the state went
through the process. Surveys completed at those meetings revealed that
preventive care for infants, children and adults were three of the top five
priorities—the other two being long-term care for the elderly and critical
care for children.

In the meetings, the surveys became a gateway to a more basic question:
why do people value a particular health service over another? Discus-
sions about the balance in health services between length and quality of
life led to the development of draft public policy principles for health
care resource allocation. In September 1988 these principles were
debated, amended and approved by delegates to a Citizens Health Care
Parliament.

These 50 delegates were drawn from three sources: people who partici-
pated in the community meetings (24), appointments made by county
commissions (15) and representatives of citizen groups with an interest
in health issues (11). After a day and a half of intense discussion, the
delegates agreed upon fifteen public policy principles which are in-
tended to be guideposts for the state legislature, insurance companies,
and others concerned with health care resource allocation.




PRINCIPLES FOR

HEALTH CARE RESOURCE ALLOCATION

Adopted by the 1988 Citizens Health Care Parliament
September 23-24, 1988 in Portland, Oregon

Purpose of health services

(1) The responsibility of government in providing health care resources
is to improve the overall quality of life of people by acting within the
limits of available financial and other resources.

(2) Overall quality of life is a result of many factors, health being only
one of these. Others include the economic, political, cultural, environ-
mental, aesthetic and spiritual aspects of a person’s existence.

(3) Health-related quality of life includes physical, mental, social,
cognitive and self-care functions, as well as a perception of pain and
sense of well-being.

(4) Allocations for health care have a claim on government resources
only to the extent that no alternative use of those resources would
produce a greater increase in the overall quality of life of people.

(5) Health care activities should be undertaken to increase the length of
life and/or the health-related quality of life during one’s life span.

(6) Quality of life should be one of the ethical standards when allocat-
ing health care resources involving insurance or government funds.

Why priorities need to be set
(7) Every person is entitled to receive adequate health care.

(8) Itis necessary to set priorities in health care, so long as health care
demands and needs exceed society’s capacity, or willingness, to pay for
them. Thus an “adequate” level of care may be something less than
“optimal” care.




How to set health priorities

(9) Setting priorities and allocating resources in health care should be
done explicitly and openly, taking careful account of the values of a
broad spectrum of the Oregon populace. Value judgments should be
obtained in such a way that the needs and concems of minority popula-
tions are not undervalued.

(10) Both efficiency and equity should be considered in allocating
health care resources. Efficiency means that the greatest amount of
appropriate and effective health benefits for the greatest number of
persons are provided with a given amount of money. Equity means that
all persons have an equal opportunity to receive available health
services.

(11) Allocation of health care resources should be based, in part, on a
scale of public attitudes that quantifies the tradeoff between length-of-
life and quality-of-life.

(12) In general, a high priority health care activity is one where the
personal and social health benefits/cost ratio is high.

Who sets what priorities

(13) The values of the general public should guide planning decisions
which affect the allocation of health care resources. As a rule, choices
among available alternative treatments should be made by the patient, in
consultation with health care providers.

(14) Planning or policy decisions in health care should rest on value
judgments made by the general public and those who represent the
public, and on factual judgments made by appropriate experts.

(15) Private decision-makers, including third-party payors and health
care providers, have a responsibility to oversee the allocation of health
care resources to assure their use is consistent with the values of the
general public. »




PURPOSE OF HEALTH SERVICES

The responsibility of government in providing health care
resources is to improve the overall quality of life of people
by acting within the limits of available financial and other
resources.

This first principle addresses a basic question: why does government
exist? And more specifically, why is government involved in providing
and paying for health services? The short answer to both questions is
that people live not only as individuals, but as members of a community.
Thus governments should serve us by using public resources in ways
that improve our quality of life beyond what we could accomplish by
acting on our own.

Obviously there are limits to those resources available to government.
Tax revenues rise and fall with the economy and changing political
philosophies. Domestic and international problems repeatedly exceed
the capacity of federal, state and local governments to deal with them.
So the notion of limits is central to the issue of health care resource
allocation. How does government use its limited dollars to most im-
prove the health-related quality of life of people?
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Overall quality of life is a result of many factors, health
being only one of these. Others include the economic,
political, cultural, environmental, aesthetic and spiritual
aspects of a person's existence.

There are many things which give pleasure and meaning to our exis-
tence. These differ for each person, so government leaders have the
difficult job of assessing what contributes most to the aggregate quality
of life of the citizens for whom they are responsible.

While it may seem that health should be preeminent in this regard,
consider this. What if a group of people were in perfect health, but their
community had no police? Or no schools? Or no parks? Or no muse-
ums? Would they be willing to be a bit less healthy to have these things?
Probably.

On the other hand, there is quite a bit of truth to the saying, “when you
have your health, you have everything.” For most of us, life seems
pretty dismal when suffering even from a common cold. And obviously
one must be living to have any quality of life at all. So to the extent that
health services forestall death and aid people to function normally, they
contribute substantially to our overall quality of life.
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Health-related quality of life includes physical, mental,
social, cognitive and self-care functions, as well as a
perception of pain and sense of well-being.

No single definition of “health-related quality of life” is possible, for this
concept must be approached from several directions, each providing a
different perspective on what a fully-lived life means. This principle
views health-related quality of life as encompassing seven areas of
functioning and perception.

When this concept is brought down to practical terms, each area must be
described in detail for quality of life to be objectively measured. For
example, scales have been developed to assess how well people can care
for themselves: dressing, eating, bathing, shopping and so on. Thus the
effect of health services on both this and the other dimensions of health-
related quality of life can be evaluated reliably on a “before and after”
basis.

Health services, of course, are intended to affect directly only the health-
related quality of life. Overall quality of life includes additional dimen-
sions cited in Principle 2, such as economic and environmental factors.
These other factors certainly impact people’s health, but are largely
outside the domain of the health care system.
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Allocations for health care have a claim on government
resources only to the extent that no alternative use of
those resources would produce a greater increase in the
overall quality of life of people.

L e

How large a slice of the government budget pie should health services
receive? This principle provides the answer—at least in theory. Fund-
ing should go to health care only to the extent that this produces a
greater increase in people’s overall quality of life than would funding
some other government service. Thus the benefits of health programs
must be assessed carefully against other societal needs.

Education, transportation, corrections, economic development, de-
fense—each budget sector at the state or federal level contributes to the
quality of life of citizens along with health services. Deciding how to
allocate dollars among these areas is a complex and difficult task, which
unfortunately is exacerbated by a lack of solid information about either
the effectiveness of government programs, or the degree to which those
programs are valued by people. At present, judging the extent to which
policy-makers act in accord with this principle is difficult.
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Health care activities should be undertaken to increase
the length of life and/or the health-related quality of life
during one's life span.

X S —

The broad goals of health care are two-fold: to preserve life and to
enhance the nature of that life. Quantity and quality are intertwined in
human existence, but separable to some extent. At one extreme, modemn
health care makes it possible to keep people alive in a persistent vegeta-
tive state. While their heart beats and lungs fill with air, never again will
their brain serve them as thinking, feeling, communicating persons.
Health care has increased their length of life, but not its quality.

At the other extreme, some medical services make people feel or look
better (cosmetic surgery, for example) without affecting their longevity
or basic health status. Alleviating symptoms of anxiety, or poison oak,
similarly impacts the health-related quality of life—but seldom its
quantity. Much of health care falls in between these extremes. To some
extent health services often improve both the quality of our life, and our
short- or long-term chances for living. It is important to keep these
intertwined potential benefits in mind when assessing the value of health
services. '
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Quality of life should be one of the ethical standards when
allocating health care resources involving insurance or
government funds.

Since enhancing quality of life is a prime goal of health services, this
should be one of the most important criteria used to allocate health care
dollars. For it is imperative to use limited societal resources so they do
the most good for people. Health care that does not demonstrably
improve quality of life is ineffective and inefficient, and should be re-
duced to a minimum. The only way to accomplish this is to focus on the
value of the benefits which health services bring to people. This prin-
ciple calls on those entrusted with community health dollars—insurance
companies and government—to assure that services produce “the most
health for the buck.”

Personal funds are not mentioned in the principle because different
ethical standards apply to the use of individual versus communal funds.
Living as they do in a free country, people have a right to spend their
own money in any legal way they choose, even for health services which
provide little or no benefit. However, funds pooled for the benefit of
many people must be spent more carefully, since dollars allocated for
one person are not available for another. While it may seem unfair that
the rich are able to obtain health services not available to insured work-
ers or the poor, this is a basic feature of the American free enterprise
system, and occurs worldwide, even in countries with national health

plans.
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WHY PRIORITIES NEED TO BE SET

Every person is entitled to receive adequate health care.

This principle clearly indicates that the goal of priority-setting is not to
limit health care benefits, but to assure that as many of those benefits as
possible are made available to people. Resource allocation becomes a
concern only when there is a societal obligation to provide the service to
be allocated. There is no public outcry about the maldistribution of
diamond rings in homes across America, since this is not considered to
be a basic human need. Only those who can afford a diamond ring are
able to have one. On the other hand, society views basic education
much differently. Every child is entitled to tax-financed schooling
through high school—which is considered the boundary of “adequate”
education.

Currently health care policy in this nation is a combination of free-
market financing and a lip-service commitment to universal access. We
tend to speak as if all people should be able to receive adequate health
care just as they receive basic education, but typically we organize and
pay for health services as if they were non-essential luxuries like dia-
mond rings. This principle calls on society to reconcile words and
actions. If we truly believe that adequate health care is as necessary as
basic education, ways must be found to provide such care to every
person in this state and nation.
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It is necessary to set priorities in health care, so long as
health care demands and needs exceed society's capacity,
or willingness, to pay for them. Thus an “adequate” level
of care may be something less than “optimal” care.

L.

Health services do not have a blank check from society, though it may
seem that way to businesses, private citizens and government officials
trying to keep up with rising health care costs. These costs are increas-
ing much faster than growth in the overall economy. Thus health spend-
ing is draining resources from both industry and government that could
be used for other purposes.

However, there is no one “right” level of health care spending, just as
there is no fixed definition of adequate health care. Availability of
dollars for health services, and the services themselves, will fluctuate
depending on such factors as economic conditions, consumer prefer-
ences, competing social needs and medical advances.

The key is assuring that the most important services always receive top
priority in funding so long as health care demands or needs exceed
available dollars. This is the only way to guarantee that health programs
supported by pooled funds (insurance premiums or taxes) are admini-
stered fairly. People must not be denied health services that offer sub-
stantial benefits when less effective services are being provided.
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HOW TO SET HEALTH PRIORITIES

Setting priorities and allocating resources in health care
should be done explicitly and openly, taking careful
account of the values of a broad spectrum of the Oregon
populace. Value judgments should be obtained in such a
way that the needs and concerns of minority populations
are not undervalued.

Do health insurance companies often ask their individual policy-holders
what services they want in a benefit package? Has the state or federal
government done much to involve citizens in deciding the content of
publicly-funded health programs? No. Of course, throughout society
there often is a wide gulf between people and the institutions which
attempt to serve them, but the life and death nature of health services
makes it especially important to bring about direct citizen involvement
in this area.

What is indicated is a shift toward “strong democracy”. Citizens should
be expected to do more than simply select representatives who make
decisions for them. This is weak democracy. Strong democracy in-
volves citizens directly in practical policy choices.

Elected officials and government administrators are servants of the
public will, not masters of it. Policy-makers are held accountable for
their health care resource allocation decisions—accountable both for
making decisions explicitly and openly, and for founding them on
widespread citizen values. This admittedly is a lofty goal, requiring the
creation of new mechanisms for citizen participation, yet it offers the
best hope for making lasting improvements in our nation’s health care
system.
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Both efficiency and equity should be considered in
allocating health care resources. Efficiency means that
the greatest amount of appropriate and effective health
benefits for the greatest amount of persons are provided
with a given amount of money. Equity means that all
persons have an equal opportunity to receive available
health services.

Efficiency speaks more to the mind, and equity more to the heart.
Efficiency says, “Work to produce the most cost-effective health serv-
ices. Make every dollar count.” Equity says, “Strive to make health
services available to everyone. Don’t leave anyone out.” Together they
provide a sound framework for setting health priorities. The difficulty
lies in giving each its proper emphasis.

To better understand this dilemma, consider basic education. If our goal
was to raise the overall level of education among children in the most
cost-effective manner, then expensive special programs for those with
learning problems would be eliminated. For money spent on them likely
would produce more “educatedness” if spread out among the general
school-age population. Fortunately, we are willing to tolerate some
inefficiency so children with unique needs are not left out of the educa-
tional system.

Another aspect of the efficiency/equity issue can be seen when identified
individual lives are at stake. Rescuers will spend vast amounts of money
to save a person trapped in a well when logic argues that more lives
could have been saved if that same money were spent differently. The
point seems to be that whatever our minds decide, our hearts must be
able to live with.
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Allocation of health resources should be based, in part, on
a scale of public attitudes that quantifies the tradeoff
between length of life and quality of life.

S

The need for such a scale derives from Principle 4, which states that
health care activities should increase the length and/or quality of life,
and Principle 10—which says that cost-effectiveness should be one of
the considerations in allocating health care resources. How does one
assess the overall effectiveness of a health service when the potential
benefits, length of life and quality of life, are so disparate? The former
is a matter of years, the latter a matter of how well those years are lived.

Health researchers have developed a method of combining these benefits
into a single measure of effectiveness. This approach is based on the
fact that almost everyone would be willing to tradeoff some portion of
their length of life for an increased quality of life. For example, one
person might feel, “I’d rather have three years of good health when I can
do what I want, than five years bedridden with constant pain.”

One term for the measure that results from this concept is a “quality-
adjusted life year”. It is based on a scale that adjusts the chronological
length of life for the quality of that life. This scale must be developed
from surveys of the general public, for only they can tell policy-makers
what value life and health has for them.
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In general, a high priority health care activity is one
where the personal and social health benefits/cost ratio is
high.

Some people object to the use of quantitative methods in determining
health care priorities because this seems akin to putting a price on life.
However, assessing the benefits and costs of various health services in
accord with these principles simply results in an ordering of those
services by their effectiveness in improving people’s health. The bene-
fits—increased length and quality of life—are expressed in just those
terms, not in dollars. No price is put on life.

Of course, legislators and other policymakers must then decide to what

extent they wish to fund the prioritized health services. Since cost-

effectiveness methods can only point to what health services will bring

the most benefits to people at the lowest cost, decision makers must use

their own judgment in determining the value of health care in relation to
» other social and economic needs. Cost-effectiveness analysis supports
resource allocation decisions; it does not make them. Yet by determin-
ing the costs and benefits of health services in an explicit and open
manner, better decisions should result.

HOW TO SET HEALTH PRIORITIES 15



WHO SETS WHAT PRIORITIES

The values of the general public should guide planning
decisions which affect the allocation of health care
resources. As a rule, choices among available alternative
treatments should be made by the patient, in consultation
with health care providers.

Underlying this principle is a recognition that the relationship between
patients and health care providers is based on mutual trust, and must be
preserved. Physicians, nurses and other health professionals should not
be responsible for making the public policy resource allocation choices
that determine what services are available to their patients. These are
planning decisions which must be made by government and insurance
companies in consultation with experts, and guided by the values of the
general public who both provide the funding for, and are served by, the
health programs.

Once those planning decisions are made, then eligible patients have the
right to choose among available alternative services—naturally in close
consultation with health care providers. The key word is available. A
treatment cannot be selected if it is a service not provided by the health
program. To some this may seem heartless and bureaucratic, but the
alternative is worse: having no citizen control over the health care
system. And when a service that produces minimal health benefits is cut
back, another service that offers more benefits can be provided. Unfor-
tunately, media and public attention tends to focus on particular, easily
identified patients who are denied a low priority treatment, rather than
the many unidentified people who consequently receive care.
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Planning or policy decisions in health care should rest on
value judgments made by the general public and those
who represent the public, and on factual judgments made
by appropriate experts.

e

The general public (including those who represent the public, such as
legislators) and experts each have separate and distinct roles in making
planning decisions that affect the allocation of health care resources.

The general public knows best what they expect of health services.
Everyone understands what it means to be healthy or ill, and how much
they value good health. For example, the question of how much pain
and disability one would be willing to tolerate in exchange for several
added months of life often arises in the care of terminally ill patients.
Being a value judgment without a “right” answer, guidance on such
issues must come from those who are living and dying—the public at
large.

On the other hand, experts have an important role in providing poli-
cymakers with factual information concemning the benefits of specific
health services. Physicians can estimate how a particular treatment
typically will change the length and/or quality of a patient's life. When
this information is weighed against the value the general public places
on those health benefits, a sound planning decision can be made about
the treatment's priority.
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Private decision-makers, including third-party payors
and health care providers, have a responsibility to oversee
the allocation of health care resources to assure their use
is consistent with the values of the general public.

e -

Along with government, private decision-makers who administer pooled
funds provided by individuals, organizations and businesses have an
obligation to assure that their allocations of health care resources are
consonant with public values. Furthermore, health care providers have
such a responsibility. This may be a new concept, for physicians cus-
tomarily have viewed that it is both an ethical duty, and a legal obliga-
tion, to offer their patients all potentially beneficial health services.

Yet, is a physician obliged to offer treatment options which are not
available as a result of explicit and informed public policy decisions?
Does this further an ethical health care system, or undermine it? Should
health care providers be legally liable for the failure to provide a health
service to clients of government or private health insurance programs, if
that service is not included as a program benefit ?

These are difficult questions, but they must be faced squarely and
discussed openly. Bold and creative solutions to the resource allocation
dilemmas that face this state and nation must be sought. These prin-
ciples have been established by the Citizens Health Care Parliament in
that American spirit.
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Checklist for policy-makers

Key concepts embedded in these principles provide a checklist for
policy-makers. When facing a resource allocation decision involving a
particular health service, they should ask these questions:

Q How many people are expected to benefit from the service?
Q What areas of health-related quality of life will be most impacted by
the service?

* physical * mental * social

* cognitive o self-care * perception of pain

* sense of well-being

Q To what extent will the service increase people’s health-related
quality of life?

Q To what extent will the service increase people’s length of life?

Q What will be the combined impact on recipients of this service when
both length of life and quality of life are considered?

Q What are the immediate and long-term costs of providing the service?

Q What other health or non-health services are competing for the funds
at stake?

Q How do the benefits and costs of these other services compare?

Q To what extent does the service promote equity in the distribution of
health care?

Q How specific and objective have been the data provided to address
the questions above?
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