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I. INTRODUCTION

"It is becoming increasingly clear that major aiterations in the health care
system of the United States will be necessary in the coming decades if we are
to avert a crisis of immense proportions,”! begins Robert Blank's recent book,
Rationing Medicine. "Crisis" is the crux of the statement, as it is in so many
commentaries on the U.S. health care system that it is hard for the observer
even to think otherwise. Health care expenditures exceeded 12 percent of the
gross national output--a greater percentage than in any other nation--in 1990
and continue to grow; the nation’s annual per capita health care spending is
also the world's highest, estimated at $2,511.2

By some measures, such spending buys Americans the finest care: quick
response and personal attention, utilizing sophisticated diagnostic and
therapeutic technologies. Alternatively, as many as 37 million Americans under
65, most of them low- and moderate-wage workers and their dependents, lack
any health insurance that might grant them access to this fine care. Another 23
million are insured under Medicaid,3 the federal/state partnership for the poor,
offering access limited to those providers who accept its below-market
reimbursement. People in both groups obtain their health care in a generally
haphazard manner, often from providers of last resort such as overburdened
county hospitals.# Just as often, the costs of caring for these patients are shifted
to the paying patients in the form of ever-escalating charges. According to

health economist Uwe E. Rienhardt, "At its best, the American health system is

1Blank, Robert H. Rationing Medicine. New York:Columbia University Press, 1988, p. 1.

2Division of National Cost Estimates, Office of the Actuary, Health Care Financing
Administration, "National Health Expenditures, 1986-2000," Health Care Financing Review,
8:4 (Summer, 1987), p. 23; also cited in Callahan, Daniel. What Kind of Life. New York:
Simon and Schuster,1990, p. 268.

3U.S. Bureau of the Census, The Statistical Abstract of the United States:1990, (110th ed.)
Washington D.C., 1990. (Figures from 1988.)

4Holzman, David. "Medicaid dispensed on ration plan.” Insight, May 1, 1989, p. 54.



unmatched anywhere in the world. At its worst, no other industrialized nation
would ever want to match it."S

An insatiable medical appetite for high technology, an aging population,
an untenable insurance market, perverse incentives in the tax code, unrealistic
public expectations, an upsurge in drug use and violence, the AIDS epidemic,
waste, greed: all these are cited in recent years in both the professional and
popular press as gremlins undermining our search for the perfect health care
system.6.7.8 Some observers of a “new school” suggest that “society is
operating on flawed philosophical assumptions: that medical care produces
health, and more care produces more health; that medical progress can and
should stave off indefinitely the ravages of old age and death; that health care is
an individual right, not a matter of society’s well-being."®

In fashioning a response, authors and policymakers increasingly have
argued an imperative more rationally to allocate health care resources. In the
theoretical realm, Daniel Callahan, Norman Daniels, Robert Blank, Henry
Aaron, William Schwartz, John Golenski, Arnold Relman and others have
proposed a need for an explicit look at limits. In the public arena, Richard
Lamm, former govermnor of Colorado'? and Lee lococca, Chairman of the
Chrysler Corporation, have been vocal advocates for tuming a more critical eye

on health care funding priorities.’! Two lesser known public figures, Oregon

SReinhardt, Uwe E. "U.S. health policy: Errors of ;'outh." The Generational Journal (April, 1988),
p. 44; as cited in Daniel Callahan, op. aoit., p. 72.

8Aaron, Henry and Wiliam B. Schwartz. "Rationing health care: The choice before us." Science,
1990. 247:418-422.

7 Cohn, Victor."Rationing our medical care.” The Washington Post National Weekly Edition,
Aug. 13-19, 1990, p. 11-12; also Mothner, Ira. "Drawing the Line.” American Health,
July/August, 1989, p. 72.

8Aaron & Schwartz, op. ait. 1990, p.418.

9 Kosterlitz, Julie. “Rationing health care.” National Journal, June 30, 1990:1590-1595

1°Ag%er158516 Hovzgrd J.. "Former governor advocates health care rationing.” Hospitals, August

L] ’ p'
11 Mothner, op oit., 1989, p. 72.



Senate President John Kitzhaber, M.D. and Alameda County, California
Director of Health Services David Kears, have attempted to go beyond the
stage of public debate toward a codified, systematic, explicit expression of
health care funding priorities. These attempts, particularly the Oregon Basic
Health Services Act authored by Kitzhaber, are the focus of this paper.

After observing with frustration the usurpation of the Oregon Medicaid
budget by expensive high-technology procedures, Dr. Kitzhaber led the effort in
his state to establish expilicit priorities for funding health care services out of a
limited resource pool. After an abortive effort to simply exchange state funding
of heant, liver, lung, and bone marrow transplantation for comprehensive
prenatal care that critics claim resulted in the death of a boy with leukemia,
Senator Kitzhaber and his colleagues moved to develop a comprehensive
prioritized list of health services (excluding long-term care and mental
health/chemical dependency services). Such a list would serve as a guide for
funding decisions both in the state’s Medicaid program and in an employer-
funded mandated coverage program slated to take effect in 1994. By sacrificing
the illusion of comprehensive coverage in its Medicaid and health insurance
program, Oregon would cover more people under its Medicaid program, offer
employer-funded insurance to the working poor, and do both by "an explicit and
accountable decision-making process,"12 without excessively breaching
Oregonians’ strong distaste for taxation. Under the plan, Medicaid eligibility will
rise from 58% of the federal poverty level to 100% of that level (the Department
of Labor announced in February 1990 that the federal poverty level was

$12,700 for a family of four;!3 the national average for Medicaid eligibility is

12Kitzha(l)aer, John. Text of address to the American Academy of Pediatrics, Chicago, IL Sept 8,

199

13Governor's Health Policy Advisory Committee Prioritization Subcommittee, "Health Care
Prioritization in New Mexico,” December 21, 1990



50% of that level 14), cutting by 77,000 the ranks of the “categorically
ineligible,”15 and thereby reducing the number of medically uninsured people in
the state.

Oregon Senate Bill 27, the Oregon Basic Health Services Act, dictates
that a new state board, the eleven-member Health Services Commission
(HSC), should compose a list, rank ordering each of the eventually 800
condition-treatment pairs that comprise it. To achieve this, the HSC used
extensive public and expert testimony, available research on medical efficacy,
and the expertise of the commissioners. A bioethics consultant, John Golenski,
EdD, SJ, was engaged as a facilitator in one effort to synthesize these
contributions into a prioritized list;16 subsequently the commissioners embarked
on their own process.

After ranking, the list is submitted to an actuarial firm, which assigns
expenditure estimates based in part on the cost per use and uses per year in a
managed care setting, under various circumstances, of a given diagnosis-
treatment pair. With the list in hand, the Joint Committee on Ways and Means of
Oregon’s biennial legislature, runs a total down the cost column until the
biennium’s Medicaid allocation is reached, and there it will “draw a line.” The
state’s Medicaid recipients are eligible to receive from a contracted managed-
care provider any service “above the line,” but the Medicaid program will not
fund any “below the line” service.

A companion bill, Senate Bill 935, will use the ranking to establish a
benefits package for an employer-funded insurance program for uninsured

workers. (This bill is a reconfiguration of the “pay-or-play” mode! of universal

14(cite besides commonwealth address?]
15Modern Healthcare, July 28, 1989

16=Oregon pioneers 'more ethical' medicaid coverage with priority-setting project™Journal of the
American Medical Association, 1989. 262:2, 176
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health insurance popularized by Massachusetts, in which employers receive tax
incentives to provide health insurance to workers, or pay a surtax which funds
an insurance pool.) The implication is that Oregon "defines the population for
whose health care the state is responsible as all those with a family income
below the federal poverty level...[t]he private sector is responsible for the health
care of those earning more."!?

A third bill, SB 534, provides for the implied use of the list for an
insurance pool for so-called “uninsurables™: people who, for health or other
reasons, have been excluded from coverage by private insurers.

All of these measures--SB 27 in particular--have spurred widespread
controversy. Immediately labeled as “rationing,” Oregon’s attempt to prioritize
health care spending received both harsh and favorable treatment in the mass
media. One legal analyst demonstrated that its net effect was to shift society's
resources "from the worst off to those slightly better off."18 Senator Kitzhaber,
so visibly associated with every aspect of the plan, was at the same time vilified
("Dr. Death")19 and lionized. Other states, including Colorado, Kentucky,
Alaska, Florida, New Mexico and California, have begun looking at the model,
but hold off while the federal government evaluates its merit. Because the
proposed plan breaches several Medicaid mandates, the state must receive
waivers either from Congress or from the Secretary of Health and Human
Services to proceed.

One who did not wait to hear the disposition of the federal government

before acting was David Kears. Director of an overburdened county health

17Kjtzhaber, John. Text of address to the Commonwealth Ciub of Northern California, Marin
General Hospital, March 23, 1990, p.5.

18Mehiman, Maxwell J. “The Oregon Medicaid program: Is it just?" Health Matrix; The Case
Western Reserve Journal of Law Medicine, 1991, 1(2), in publication.

19 P:ig%mféageal R. "U.S. watching state Medicaid priority listing.” The Sunday Oregonian, Nov



system in the San Francisco Bay Area, Kears saw the Oregon process as a
means of imposing some order upon what he judged to be an unbalanced
health care funding agenda. The main county medical facility, Highland
Hospital, was soaking up resources at the extremes of life, in neonatal intensive
care and end-stage disease. A well-developed and historically strong
community clinic network was threatened by the budget squeeze. Kears' plan
was to review all county health services, establish priorities, and fund according
to such priorities. He contracted with Golenski to facilitate small focus group
sessions with Alameda County health professionals, including clinic
administrators, county program directors, medical personnel, and others.

The focus groups concluded that prioritizing would lead to no services
getting more funding, and to some getting less--an untenable outcome to health
workers who saw only the desperation of an underfunded system. No priority
funding list was conceived, although county supervisors heeded the
discussants' recommendation that they take some sort of rational look at all
county services, leading to the Value-Based Budget process now in
development.

These are not the only efforts of their kind nationally. The Oregon
experience is distinguished by its advanced degree of development; the
Alameda County effort notable for the staunch resistance its proponents
encountered. In this essay | will use the Oregon public policy development
experience as a foil to explore some of the dilemmas and controversies that
may arise in the process; a study of the abortive Alameda County effort is left to
future commentators.

In Chapter 2, the Oregon enterprise is examined at greater depth, using
public-record materials and for some matters, informant interviews. Since the

project has not been fully developed in the professional or technical literature,



much of my source material is accounts in the lay press. | am certain that it is
not without bias.

Chapter 3 reviews some of the more prominent dilemmas and
controversies brought to the surface in attempts at explicit health care rationing.
These also are culled from published accounts and commentaries on the
Oregon experience, as well as from writings on current issues in health services
and ethics. This section covers points related both to the content and to the
process used to attain a policy of prioritized health care for the poor.

Among the controversial points regarding the content of the plans, the
concept of rationing is paramount. Here advocates and detractors trade
salvoes contrasting de facto and de jure rationing. | will briefly review some of
the theoretical rationales for explicit health care rationing, as well as some
objections on the theoretical plane. On a more practical level, with respect to
the proposed implementation plans for the program, | will attempt to capture the
flavor of both justification and critique. Other important content issues this
section touches on are the concept of a minimum acceptable level of care,
viewed as what Oregon is attempting to assure, and the notion of a right to
health care. This last item, the question of rights, is somewhat murky, but is a
useful tool in this analysis: a right to health care implies a tension between the
ideologic and the pragmatic, as well as some conflict between individual and
communal needs. Thus | see the rights issue as emblematic of the dilemmas
inherent in Oregon’s proposed plans.

Like the contents of the plan, the process principles employed in the
Oregon plan merit exploration. Chief among them for the purposes of this
review is the principle of community participation in health policy development.
Although there are historical examples of open testimony, these projects--

Oregon's in particular--attempted to use “community” in a new way to establish



responsive and appropriate policy. Attendant to this new use of community,
however, are a host of new dilemmas. For example, even given that the Oregon
plan is ultimately intended to influence health care across the socioeconomic
spectrum, its first application is for the poor. The Alameda County plan also
would have affected poor people disproportionately. And yet, poor people may
have the smallest voice in a “community” process. Are there implications to
using a “community” process to determine health care standards for poor
people? Also unresolved is the degree to which the community is actually
enfranchised in the process: the community influence must lie somewhere
between rubber-stamp and ultimate authority. Beyond the effect on the policy
outcome of the community’s participation, observers also may wonder about the
converse: what effect the process had upon participating communities, outside
the realm of the specific health policy attained at the project’s conclusion.
Another “process” issue--with traces of content implications as well--is
what | will call an “accountability shift” that results from reaching beyond the
normal policy development venues for contributions. Under conventional
conditions, lawmakers, their staffs, chief executives and bureaucrats shoulder a
personal accountability for adverse outcomes of policies they establish. By
casting a wider net, drawing more directly on the opinions, beliefs and values of
their constituents, lawmakers subtly shift some of that responsibility onto new
actors. Additionally, in the specific case of explicit health care rationing,
sufferers of adverse health care funding priorities emerge from anonymous
“categorical ineligibility” to become named people with unfunded problems--
such as the boy with leukemia. As Daniel Callahan puts it, in "a hard and open

setting of priorities...[tlhose denied treatment had faces."20 The combination of

20Callahan, op. cit..1990, p. 18.



wider accountability and identifiable victims suggests the possibility of some
future emotional fallout for participants not accustomed to such a burden.
Recalling that Chapter 3 reviews only a selection from the range of
quandaries attending the Oregon plans, Chapter 4 renders these down even
more. Using responses from interview subjects who participated in one of the
projects, this section explores how individuals grapple with some of the issues
raised in Chapter 3. Among the twenty-two subjects, responses are patterned
in ways that suggest both diversity and unanimity in their experiences. The
objective of this section is to illustrate the human factor of a health care
revolution, from the “top” (or those who conceived and executed the plans) to
the “middle” (those who attended focus group or community meetings). The
“bottom,” or those who would be most affected by these proposals, are not
represented among the interview subjects, in part because this is a study of the

process and they were not well represented in the process.
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Il. HISTORY

The development of the Oregon Basic Health Services Plan is not well
documented in the professional literature. Crawshaw, et al., provide the most
concise and inclusive record; the following history relies heavily on their
accounts, on unpublished documents, and on informant interviews of, and

personal communications from, participants in the process.

A.The Greatest Good for the Greatest Number

Adam Jacoby (“Coby”) Howard, seven years old when he died of
leukemia in December, 1987, has become an important figure in Oregon’s
legislative and political history. When the boy’s mother, a single woman on
Medicaid from a community near Portland, learned that a bone marrow
transplant could save his life but was no longer covered by the plan, health care
allocation choices suddenly gripped public attention. As the boy’s face flickered
on the state’s televisions, appealing for private contributions to the $70,000
advance fee required to save his life, a routine piece of business in the state
capital also came to light: “In the final days of the 1987 session, with the
legislators largely unaware of the implicit life-and-death issue and without open
legislative exploration and debate, financing of hear, liver, lung, and bone
marrow transplants’ was eliminated, effective July 17, 1987."1 The Joint Ways
and Means Committee had recommended this action under two major
influences: (1) the Division of Adult and Family Services, which administers the

state Medicaid program, could within its budget either expand coverage in the

* Kidney and comeal transplants were excluded from the cuts. Kidney transplants are federally
protected and paid for by the End-Stage Renal Disease program under Medicare, a
program with its own colorful legislative history and which now costs $3 billion annually.
Comneal transplants are currently too rare to have been considered in the legislation.

1Crawshaw, Ralph, Garland, Michael, Hines, Brian. "Organ Transplants--A search for health
policy at the state level.” Western Journal of Medicine 1989 Mar; 150 (3):361-363
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next biennium to 1500 previously uninsured people or continue funding
transplantation services to a projected 34 patients, and the Division requested
the former course; and (2) Oregon operates with statutory, voter-approved limits
on state revenues and expenditures.2

With the biennial legislative session over, the Howard family appealed
first to state bureaucrats, and finally to the Oregon State Emergency Board,
comprised of the members of the Joint Ways and Means Committee and
chaired by Senator Kitzhaber, and responsible for state budget issues between
sessions.? Already more than two-thirds into their $25 million contingency
budget as a result of widespread forest fires, the Board was faced with two
appellants. Services for poor pregnant women in Oregon had deteriorated to
the point that the only care one could expect “was admission to hospital to
deliver after she proved she was in labor."# At the same time, despite the fact
that private carriers across the state--as well as Medicaid programs across the
nation-- offered vastly different degrees of coverage of many heaith care
services, including transplants, some Oregonians passionately believed that
"the state was morally obliged to cover transplants on the grounds of equality."s
Craig Irwin (whose dying mother was a liver transplant candidate, and who later
founded the Oregon Transplant Project) and Coby Howard's family pressed for
a return to Medicaid coverage for soft-tissue transplantation. They argued that

cutting such services while funding procedures known for documented over-

2wWelch, H. Gilbert and Eric B. Larson. "Dealing with limited resources: The Oregon decision to
?g)qu1m1n;1§ng for organ transplantation.” New England Journal of Medicine 1988 July; 319

3Crawshaw, et al., op cit., 1989

41bid.

SGarland, Michael J. "Setting Health Care Priorities in Oregon.” Health Matrix; Case Western
Reserve Journal of Law Medicine 1(2) Summer 1991, proceedings of Cleveland
Conference on Bioethics, in publication.
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utilization, such as coronary-artery bypass gratfting or balloon angioplasty,® was

arbitrary in the extreme. Further, Irwin argued that net cost (gross cost minus
savings) was the appropriate standard by which to judge transplantation
services. Whereas Adult and Family Services had calculated the absolute cost
of the projected 34 transplants at $2.2 million, Irwin factored in conventional
services required by those denied transplants and found a net cost of $1.1
million.7 Both sets of services were offered by the federal Health Care
Financing Administration (HCFA) under its optional expansion program. After
intense debate, and over the strong objections of Representative Tom Mason,
Senator Kitzhaber's Board chose by one vote to cover prenatal care for
approximately 2,200 poor pregnant women, and held the line on transplant
services.8

Unable to persuade the Oregon State Emergency Board to free up
$70,000, Ms. Howard began to raise money privately, through television and
print supplications featuring her son. The family had raised nearly half the
requisite fee when Coby died for want of treatment. (it is important to note that
technically, Coby Howard was not medically eligible for a bone marrow
transplant under Medicaid regulations, because his tumor did not go into
remission.) Across the state, in Bend, Oregon, a 17-year-old boy with the same
diagnosis as Coby successfully appealed to his tight-knit community for the fee,

and lived.

6These advocates may have referred to Winsiow, Constance Moore, et. al., "The
appropriateness of performing coronary artery bypass surgery.” Journal of the American
Medical Association, 1988 260 (4):505-509; or Brook, Robert H., ef. al. "Diagnosis and
treatment of coronary disease: Comparison of doctors' attitudes in the USA and the UK."
Lancet, 1988 ; 750-753.

7Welch and Larson, op cit.

8Crawshaw, et al., op cit., 1989
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State legislators recognized that the quandary highlighted by Coby

Howard's death would not likely pass, and tried to establish a trust fund for
private charity that would be matched by the federal government’s Medicaid
contribution. HCFA ruled that such a fund violated the “equal protection”
mandate of the Medicaid program, and refused to match it. At the same time,
fund drives to fill the minimum $70,000 balance of the fund failed, and the
charitable approach was abandoned.®

Bend area residents, learning that the state’s epidemiologist projected
another 34 cases of leukemia before the next legisiative session, agitated for a
public debate of health care funding priorities. A local state representative
arranged with Oregon Health Decisions (OHD) to conduct such a discussion,
launching what would become “Oregon Health Priorities for the 1990s,” a
statewide project to determine the community values regarding health care
funding priorities.

OHD is “a citizen’s network dedicated to raising public awareness of
bioethical problems,”10 “in the belief that the health care system should reflect
the values of an informed community.”!! The group was founded in 1981 by
Ralph Crawshaw, M.D., a Portland psychiatrist, and Michael Garland, a
bioethicist, to encourage informed debate and elucidate public beliefs on the
question of foregoing life-sustaining treatment.12 That project concluded with
the 1984 publication Society Must Decide, which emphasizes the importance of
community values in shaping technology-use policy. In 1987, coincident with

Bend citizens’ request, OHD secured a grant from the Robert Wood Johnson

9bid.

10crawshaw, Ralph, Garland, Michael, Hines, Brian, et al. "Developing principles for prudent
health care allocation--The continuing Oregon experiment." Western Journal of Medicine
1990 Apr; 152(4):441-446

11Crawshaw, et al., op cit., 1989

12Mothner, 1989
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Foundation "to determine which health services citizens considered the most

important and therefore of the highest priority for government funding.”13 The
method for doing so was determined by an OHD steering committee, chaired by
President of the Senate, John Kitzhaber, M.D.

John Kitzhaber is an emergency medicine specialist from Roseburg,
Oregon, and has served as a senator since 1978 and as senate president since
1985. His interest in the OHD process was sparked early, and his concerns
about misdirected funding decisions were consistent with the direction
Crawshaw and OHD were moving. As co-chair of the “Oregon Heaith Priorities
for the 1990s” project, he and others in the OHD leadership expanded on the
community-meeting format developed by Crawshaw and his associates earlier
in the decade. The plan involved community meetings statewide, culminating in
a Citizens' Health Care Parliament, and its subsequent adoption of a statement

of principles.

B. Community Meetings. Community Values
The first community meeting was held in Bend in February, 1988; OHD

subsequently conducted another 18 meetings over six months before the
Parliament. The sessions were advertised in print and broadcast media, and
were held in medical, educational and religious institutions. Although total
attendance statewide was said to be 1048,14 respondents to an attendance
questionnaire numbered 560. (Crawshaw, et al. do a creditable analysis of
respondent characteristics, independently and in relation to expression of

beliefs and values about health care funding priorities.)'> The specific

13Crawshaw, et al., op cit., 1990
14Governor's Health Policy Advisory Committee Prioritization Subcommittee, "Health Care
Priontization in New Mexico," December 21, 1990

1SCrawshaw , et al., op. cit., 1990
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methodology prescribed that participants group themselves at tables and,

following an explanatory introduction, begin discussion. The discussion groups
were led by trained local facilitators, and were intended to attain consensus in
three realms, described by several organizers as analogous to a chinese-box
game, as exploration of each level reveals another level requiring exploration.
The consensus of the groups would then be reported to the reconvened large
session and opened to debate with the aim of developing a town-meeting

consensus.'® The three issues for discussion were:
0 What portion of the general budget should be assigned to heaith care?

O What portion of the health budget shouid be assigned to specific
populations (infants, children, adults, and the elderly) and what portion
should be assigned to specific health care approaches (acute care, long-
term care, chronic care, and prevention)?

O What is the specific preference regarding state funding of organ
transplants?17

Discussion on the first question revolved around both expenditure and
revenue matters; as Crawshaw, et al., put it, participants had "the option of
changing the way the 'pie' was sliced, changing the size of the entire pie, or
both."18 Reflecting many national surveys, respondents strongly favored
increased state expenditures in health care, and a majority favored hiking
education spending as well. However, only a third supported higher taxes to
pay for such new spending, and the only area in which they were willing to
spend less was "all other,” which included administrative, legislative and
judicial expenses.'® OHD organizers expected such unrealistic thinking among

attendants. Indeed, one of the aims of the method was "to help community

16Crawshaw, et al., op. cit., 1989
171bid.
18Crawshaw, et al., op. cit., 1990
19bid.
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participants move beyond 'magical’ thinking that expects resources to be

available without difficult trade-offs."20

The next “box"” for consideration before the groups was more specific:
How should our society allocate its health care dollars? To plumb community
values on this question, organizers used a four-by-four grid to break down
service recipients (Infants, Children, Adults, Elderly) and types of service
(Critical, Long-Term, Short-Term, Preventive) (Figure 1). The task for
respondents was to assign a high, medium or low priority to each cell in the
matrix, using five each of “high” and “low,” and six “medium” assignments.

Crawshaw, et al. report that this step met with some opposition, most of
which they attribute to individuals playing the same “magic” game as above--
wanting to assign a high priority to all cells. Here the reaction to prioritization is
related to the resistance that arose in the Alameda County focus groups, which
concluded that prioritization amidst deprivation was “‘immoral.”! Crawshaw’s
group gives a fundamentally psychological explanation of such behavior,
contending that “when the reality sets in that life-and-death decisions are being
made, some degree of misgiving frequently becomes evident.” 22 Whatever the
sources of the discord, it was eventually overcome, and all meetings attained

consensus in some form (Figure 2)

20/pid.
21Alameda County Health Care Services Agency and Bioethics Consultation Group. Rationing
:'gsaallh Cgre: A Rational Approach (Alameda County Experience), Oakland, California, June
9, p. 6.

22Crawshaw, et al., op. cit., 1990
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FIGURE 2
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Source: Crawshaw, et al., “Developing Principles for Prudent Health Care
Allocation:The Continuing Oregon Experiment.” Western Journal of Medicine, April, 1990,

152(4):441-446, p. 443.

Although personal and professional background and political inclination
did show up in the first level, they were notably reduced at this more focused
level: “*when breakdowns of the survey responses are made for age, sex,

political leanings, and whether one works in health care, the extent of
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agreement on at least the 16 building block priorities was surprising.”23 Such

concurrence hints at, though obviously does not confirm, shared community
values, and suggests some validity in the process. The concurrence also made
preventive services, which received three of the five *high™ designations,
impossible to ignore. Central to this shared value, as slicited by group leaders
during the consensus discussion, was the idea of cost-effectiveness; the
assignment of high priority rankings to “ounces” of preventive services seems a
playing-out of folk medicine writ large as being worth “pounds of cure.”

The last level of discussion was the most directed: “Looking specifically
at one of the types of ‘critical care,’” should Oregon state government pay for
heart, liver, and bone marrow for Medicaid clients?"24¢ Crawshaw’s group
shows that 20% answered in the affirmative, 41% said no, and 39% did not
know or did not answer the question.25

Consensus decisions, reached after the large group reconvened from
breakout, and qualitative and quantitative analyses, were referred to the
Citizen’s Health Care Parliament in September, 1988. The Parliament was
comprised of fifty representatives, selected by community meetings (24
delegates), county commissions (15 delegates), and various civic organizations
(11 delegates). These people met first in small groups, then in general session.
Following parliamentary procedure, they adopted a fifteen-point manifesto,
“Principles for Health Care Resource Allocation.” (Table 1) The points are

segregated into four categories: “Purposes of Health Services;” “Why Priorities

23)bjd.
24ihid.
25)pid.
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Need to be Set;” “How to Set Health Priorities,” and "Who Sets What
Priorities."26 |
Crawshaw, et al. see four themes to the principles:

O The role of government in health care is to maintain and improve the
overall quality of life. Public decision makers should keep in mind the balance
between length of life and quality of life when addressing the multidimensional
nature of health care services.

O The need for priorities exists so long as the public’'s demand for
health services exceeds its capacity, or willingness, to fund through third-p.
financing. Consequently, community consensus is necessary in deciding which
services will be funded.

O The process of the equitable determination of heaith care priorities
demands broad participation by providing open, public forums that focus on
maximizing the effective use of limited funds.

O While clinical judgements remain in the domain of experts, value
judgements of the general public must be integrated with expert technical
judgements to produce practical, prudent, and fair heaith policy. Decision
makers in the private sector should seek to allocate resources in a manner

consistent with community values.2”

Each of these themes did not receive equal weight, however. Most
participants and observers find that the emphasis on quality of life, which
dominates at least half of the Principles’ statements, is the most striking
assertion of the Citizen's Health Care Parliament. But the belief in a need for
priorities, in the benefit of public dialogue, and in the requirement for synthesis
of professional and lay findings in establishing the value of services all also

would have a strong influence in the direction of Oregon's health care reform.

26 Quality of Life in Allocating Health Care Resources, Oregon Health Decisions,Portland,
Oregon, December, 1988, pp. 2-3.
27Crawshaw, et al., op. cit., 1930



20

nqnd riouad

3 JO SIN{BA 1 YA UIISISUOD SI I8N 134} JINSSE 01 SIDINOKIS 3UVI
Y){E3Y JO UONBDOL|E ) 2ISIIA0 O) Aupqisuodsa & any *siapiacid ued
Wjsay pur ssoked Aued-pay) Buipnjoul “SINEW-UOISIIFP AeALd (T4}

‘spadya sjeudoidde &4 apew siwawdpnl [wnide) vo pue sorpynd
ay) wasaxdas oym asoy) puw onynd jei3uad oY1 Aq opinu siuawdpal
aNJUA U0 1833 PINOYS 20D Yiea vy Sumsaap Aanjod Jo Auvwumyf (vi)

‘s10ptaosd 2aRD P{EIY YIim BOBRHNSUILD

ur ‘juatied oys G apBW Y PNOYS SIISWIEAN JANBLLIINR ajyejieae duoum
$22404D *I)U B Sy "SIUNOSIS AL YITIY JO UONEIO}E 31 103151 yRIYM
suois153p Suwueid apind pnoys augnd jeaauad ay Jo sanjea L (¢1)
sai|40)4d Jeym 6138 OYM

43y s1 0NE1 1S0/SIIUAG Y)Y |RId0S pue jruossad
41 2UYM U0 S1 AHARDE 1D YijLay Aaoud ydiy e *esouaid ug (21)

app-yo-Anjunb pur
-J0-IFUD] UIIMIDY JJOIPIIL AN sagjnuenb jey) sapnine ajynd jo e
£ uo ‘Ued Ul ‘paseq A PINOYS SIINOSII IED Yie3y Jo uonexn|y (11}

SANALIS
YIjRAY AYR|IEAE IALDIAI O} Anunpoddo (enba ug aaey suosaad jje

jeys sueaws Annbg “Aduovws Jo wnowe uantd B yum papiaosd ase suossad
1O 1IN 153181 Y1 10 MNJAUIQ YITIY 24112443 pus mudosddu

J0 unowe §$21823 Y1 eyl sued £3U21154 "$30IN0SAS LD YIjeay
Aunesojie ul pAIPISUGD 3q PNOYS Annba pue A2ud104)2 Ylog (U1)

‘panjeasopun ou e suol

-gpndod 10Uy jo SIWADLOD PUR SP3IU YL RY) Aom B 4a0s ul pauiyo
a4 pinoys siuawdpal anjes aaendod u032s() 2y} Jo WIS prosy

B JU SIN[EA Y} JO JUNODON 120D Fupye “Kjuado pue Kjuadxa auop

2 PINOYS T YHRAY UE SIS Funeaoje pue sonuoud Judg  (6)
sapopd yijeay 1as o) MOH

‘2103 feunmdo,,

uryy ss3j Funpiawos aq Lewr 21ed Jo jaaa)  2ienbope,, ue sny), way

0y Aud o1 *ssouBuijjim 50 ‘Kioudud s, £131008 PIIIXI 5P PUR SPUTLIP
aum3 juay sr Suo| os *24md Yijuay W sanLoud 135 03 Ksessadau st 1) (8)

-a3u2 YijAy jenhape 3413321 0] PIYINIUI st uossad 24z (L)
188 9q 0} peau seppopd Aym

SPUNG WRUNUAA0R 10 NUNSHE FUIAJOAUN S2DIM0S3) D A Ju
SWIOQU U SPIRPUES [IILID RQ) J0 A0 ayg PInoys 3 Jo ARG (9)

-unds 3g1) 5,2u0 Juunp agj Jo Aijenb parejas-yieay Ay aufpue apy
10 {iSu3) 3y ISEIDUL OF UINELIUN 3G PIROYS SINIANDE DUED YIEIY )

“adoad Jo 9g1) Jo Kirjenb |[£1340 3y} ut asEDUL saeasd e 2onposd
PINOM S22IN0SII IS0 JO SN IALBWIIIE OU JEY) UIIXD Y1 0 Kuo
$223N0$3) JUSWWIIA0T UO WILJD B 2ATY 2D YI|EY J0) SUOUEIOY  (p)

"Buidy-fjam Jo Auds
pun uted Jo uondadad £ se [|am S8 SUOHIURG AJRD-1IS pUR aamudon
"Jeraos *riuaws *EaisAyd sapnjoul a1 Jo Anjenb paeps-yiedl  (v)

“23u2151%2 § uus1ad v jo sidadse [emiuids pur dUYINILE ‘[RIUAW
“HOJIAUD 'R ND teangjod *SIU0u0d3 Y PNIUL SINLK) SIS JO U0
Kjuo Juiayg yijumy ‘s10108) Aurw o ynsas e 151 Jo Anjenb (jrIaA0Q (D)

“§22IN052) J3YI0 PUR |BIIUBLL) IYBJITAY JO S|

a uiyum dunoe £g apdoad Jo apy jo Anjunb [jB13A0 ) 3a01dw ) 5
sa3sn0say 258 Yijuay Suipracsd ur wawwdALd jo Aupgisuodsas Yy (1))
§09)A198 Y)8ay jo asodind

uodas() ‘pueliiog Uy gR6l ‘PT-ET Squiday
JUAWNIB] 348)) YIBIH SUIZHL) 8861 YD £q pardopy
NOILYOOTTV 30HNOS3H 3HVO HLTVIH
HO4 S31dIONIHd

ing Health Care Resources.

ns, December, 1988.

(

Life in Allocat,
eCisio

, Qualtty of
Oregon Health D

Health Decisions
Portiand, Oregon

: Oregon

Source



21
C. Eocus Groups Zero In

The Principles, "intended to be guideposts for the state legislature,
insurance companies, and others concerned with health care resource
allocation,™28 were quickly circulated among Oregon legislators, and by the start
of the 1989 biennium, action was imminent. Concurrently, however, a parallel
process was underway that would reinforce the Assembly’s will to act. In
December, 1988, The Fred Meyer Charitable Trust, a Portland philanthropy,
awarded Senator Kitzhaber a grant to undertake The Oregon Medicaid Priority-
Setting Project.

Through the Medical Research Foundation of Oregon, which received
the grant, Kitzhaber contracted with the Berkeley-based Bioethics Consultation
Group's John Golenski, SJ, a Jesuit and a bioethics consultant. Golenski’s prior
work primarily had been with hosptial ethics committees, to facilitate a focus-
group process. Their hope was to demonstrate the process of establishing
coherent, ethically-consistent state Medicaid funding priorities. With the Coby
Howard incident fresh in lawmakers’ minds, it was clear to Kitzhaber that a less
arbitrary means had to found to attain this goal. To do so they would take,
according to Golenski, "a utilitarian perspective--namely, advancing the health
of the population as a whole as the fundamental principle, versus doing
everything for each individual patient until you run out of funds and everybody
else gets nothing, which is what we're currently doing."2%

Just as clear was the fact that Medicaid funding priorities were not simply
a matter of values. The relative efficacy of a given Medicaid-funded service

could not be judged without knowing its gbsolute efficacy. That is, before

28Quality of Life in Allocating Health Care Resources, p. 1

2%Oregon Pioneers "More Ethical’ Medicaid Coverage With Priority-Setting Project. * Journal of
the American Medical Association, 1989. 262:2, p. 176.
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evaluating whether Procedure A works better than Procedure B, one must first

determine whether how well Procedure A works. For this information, planners
would turn to the professional literature on medical outcomes, to judge whether
a procedure is known to be effective. Unfortunately, as all those involved in the
Oregon process understand, the medical outcomes literature is sparse. The
studies are difficult and expensive to conduct, and the number of procedures
examined to date is small.

The planners of the priority-setting project recognized this shortcoming,3°
and comprised their focus groups accordingly. Their aim was to use individuals
knowledgeable in specific areas of medicine, and substitute a “clinical
consensus” for empirically derived results. (Obviously this method would not
suffice in most scientific endeavors, but the procedure is beginning to find favor
for some scientific and policy applications.)®! The protocol stipulated four focus
groups, each one representing a segment of Oregon’s Medicaid population:
“Women in the reproductive years (the OB/GYN group); Children from birth up
to the age 18 (the Pediatric group); Adults from 18 to age 64 (the Adult group);
and the elderly defined as persons over the age of 65 (the Geriatric group).™2
Focus group volunteers included “senior physicians, nurses, social workers,
and health and social service program administrators.™3

Each focus group would complete two tasks: compile a detailed list of
necessary care for its target age group; and rank items on that list in descending

order of importance. To accomplish the second task, groups referred to the

30Golenski, John D, and Blum, Stephen R. The Oregon Medicaid Priority-Setting Project. The
Medical Research Foundation of Oregon, 1989, p.3.

31 The research scientists in clinical psychology have taken up expert consensus; see Waters,
Everett, "Q-sort definitions of social oonEetence and self-esteem:; Discriminant validity of
related constructs in theory and data.” Developmental Psychoilogy, 1985, 21:508-522.
[JUDY'S CITE?]

32Golenski & Blum, op. cit., 1989, p. 3-4.

Bibid. p. 4.
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report published by OHD at the conclusion of the Oregon Health Priorities for

the 1990s project, Quality of Life in Allocating Health Care Resources. In this
way did they attempt to place their value-based decisions in a community
context; Golenski and Blum contend that the values reflected in that report were
“implicitly considered.™4

One elected representative from each focus group advanced to the
Executive Group, which in turn was charged with folding the four lists into a
single, prioritized master list of “health and medical services thought to be most
and least necessary for the Oregon Medicaid population.” In Golenski’s final
report, The Oregon Medicaid Prionity-Setting Project, the four service areas
were reconceptualized into: reproductive services; health promotion and
disease prevention; acute ilinesses and conditions and episodic therapies and
treatments; and chronic disease management.3¢ Prefiguring the legislature’s
similar move, the priority-setting group isolated long-term care and mental
heaith and chemical dependency services, in the belief that these are
qualitatively different from “conventional” medical services, and should not be
compared ordinally with them. Within each of the four discrete sets, categories
of services (not, in most cases, specific services themselves) are assigned a
numeric value from 1(lowest priority) to 10 (highest priority) and ranked in
descending order of relative value to Oregon’s Medicaid population. As a
prerequisite to the ranking, the Executive Group recommended the integration
of case management into the Medicaid system to promote effectiveness and

efficiency.

Mibid. , p. 7.
Bibid. , p. 4.
36/bid. , pp. 8-17
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The result, according to some participants, is a ten-plateau ranking,3?

with most procedures clustered at ten and nine, and a few at lower priority.
Since services were not ranked within plateaus, it would be difficult to
differentiate between high-priority items. A further complication was the use of
general categories of services, such as “periodic focused screening” (ranked 9)
or “physical therapy with predictable return to a full or acceptable level of
function”™ (ranked 9). As one critic of the Priority-Setting Project noted, “[p]atients
do not receive a bill for...'diagnosis and treatment of acute ilinesses, conditions,
and episodes.™8 The same observer, a lead staff person on the OHD project,
also cites the inappropriate use of health care experts in establishing the
rankings, and inadequate use of available quantitative medical outcome data.
According to Golenski's report, it was the belief of the Priority-Setting
Project organizers that they could not only demonstrate the process, but provide
an early form of a priority list--ready for the 1989-90 biennium--for the purposes
of designing legislation and regulation.39 In fact, the report “has subsequently
confused several commentators who mistakenly presumed that the
demonstration had permanent standing and authority."40 For example, a San
Francisco Chronicle story on April 4, 1989, portrayed the report and the bills
later passed by the legislative assembly as essentially the same material.4!
While they did not achieve quite this degree of success, Golenski's group

did greatly influence the direction of legislative action in the realm of health care

37Draft report of the Health Services Commission, Unpublished, March, 1991

38Brian Hines, Pitfalls in Priority-Setting: A Critique of the Oregon Medicaid Prioritization Project
and Senate Bill 27, unpublished, April 2, 1989.

39Golenski & Blum, op. cit. pp. 2-3

40Gariand, Michael,. "Setting Health Care Priorities in Oregon, " Health Matrix, ms 8, 1991, in
publication.

41"R4ati109naigg Ht;al;h Care--Oregon Lists Priorities.” L.A. Chung, San Francisco Chronicle, April

» ’ p- =
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reform in Oregon. Senator Kitzhaber's experiences with this project and the

OHD process surely were shaping his vision for a package for such reform.

D. The Legislative Turn

The 1989-90 biennial legislative session would end with a major health
care reform package in place, one that would incorporate the principle of
prioritization in attempting to remedy the problem of Oregon’s medically
indigent population.

One of the first acts of the 65th session of the Oregon legislature, in
January, 1989, was the creation by the president of the senate of a new
committee, the Committee on Health Insurance and Bioethics. In laying the
groundwork for passage of his incipient health care reform package, Senator
Kitzhaber helped recruit to the senate Robert Shoemaker, a Portland attorney
with an interest in medicine and bioethics. Shoemaker was former counsel to
the county medical society, had participated in the OHD Parliament and had
informally observed the Priority-Setting Project, and was fully aligned with
Kitzhaber's emerging ideology. The liberal democrat overcame long odds in
his West-side district, and joined the 65th session as the Chairman of the
Committee on Health Insurance and Bioethics. According to one insider,
Kitzhaber knew that he could not allocate the chairmanship of an established
and powerful committee like Judiciary--where his anticipated reform package
likely would have been referred--to a freshman senator, so he launched a new
one. The new committee would be the vehicle for Kitzhaber's perhaps “intuitive
concept:"42 that the “proposed instrument of reform [should be] the prioritized

list of services which could be used by the legislature and the agencies to guide

42Garland, op. cit., ms 9.
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the painful process of cutting back on the Medicaid budget or shifting resources

from one category to another.”#3

The committee began quickly with testimony on the Citizens’ Health Care
Parliament principles, the Oregon Medicaid Priority-Setting Project, as well as
invited witnesses representing the corporate sector, labor, physicians, hospitals,
insurers, seniors, consumers, and others.44

On March 31, after two amended versions, the senate ordered that
Senate Bill 27, known as the Oregon Basic Health Services Act, become law.
The Act takes as its premise that: there are thousands of uninsured Oregonians;
the number rises in periods of high unemployment; uninsured persons receive
what little care they get in “costly, inefficient acute care” settings; and that the
unpaid medical bills of this population are subsidized by faster-rising costs
borne by paying patients. The policy statement goes on: “In order to provide
access to adequate health services to those in need; to contain rising health
care costs...; to promote the stability of the health services delivery system and
the health and well-being of all Oregonians; it is the policy of the State of
Oregon to provide adequate health services to those in need and eligible for
services under...this act.” 45

SB 27 provides a coherent model for total reform of the Oregon Medicaid
system. Its aim is to eliminate so-called "categorical” eligibility from state
Medicaid regulations, allowing all people living in poverty--not just poor women
with children, not just families earning less than 58% of the federal poverty
level--equal access to a uniform set of Medicaid benefits4€. This move will add

an estimated 77,000 people to the rolls. Further, it forbids manipulating

4bid., ms 8.

44shoemaker, Dick, Personal communication, 5/1/91.

450regon State Assembly, Senate. SB 27, 65th Assembly, 1990, reg. sess., section 1.2
46gB 27, section 2.
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eligibility standards as a means of cutting expenditures4’. In an attempt to

broaden access further, SB 27 eliminates another common cost-cutting route,
that is, reducing reimbursement rates to providers4é. As such reduction may
have the effect of reducing the number of health care providers who accept
Medicaid patients, lawmakers believed that holding the line on reimbursement
would help prevent attrition from the ranks and thereby improve access to
medical care by poor people. (These two strategies--changing eligibility
standards, reducing reimbursement--along with arbitrary cuts in the benefits
package, are the most common means of accommodating new demands on
states’ human services budgets.)

The plan stipulates that the state Insurance Pool Governing Board, an
existing (though reconstituted) body, will contract with managed care groups
(usually health maintenance organizations, HMOs) to care for Medicaid
recipients#9. These providers have been shown in many cases to be more
prudent health care providers than those in the conventional fee-for-service
market.50 In areas with poorly developed managed-care options, fee-for-
service providers can receive contracts.

These all are indeed estimable achievements, but the focus of the
controversy sparked by SB 27 is the method Oregon plans to use in
determining its uniform benefits package. Here emerges the label that has
become Oregon's reformers' bete noir : health care rationing. Consistent with
the Oregon Health Decisions principles, SB 27 provides for an on-going health

services prioritization process, under the guidance of integrated professional

473B 27, section 10

48gB 27, section 10.

49gB 27, section 8.

50Sju, Albert L., Leibowitz, Arleen, Brook, Robert H., Goldman, Nancy S., Lurie, Nicole, and
Newhouse, Joseph P., "Use of the Hospital in a Randomized Trial of Prepaid Care.” Journal
of the American Medical Association, March 4, 1988, 259(9):1343-1346.
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and lay judgements about the relative values of health services. The aim of the

legislation is to make more rational choices about funding health care services,
or shifting from implicit rationing, in which decisions about level of service are
made by arbitrary standards such as income, geography, and insurance
status,51 to explicit rationing, where such decisions incorporate expressions of
social values as well as technical knowledge.

This priority-setting function sets an historic precedent in the evaluation
of medical services. Ilts administration is entrusted to a new body, empaneled
by the legislation, called the Oregon Health Services Commission (HSC), now
essentially at the center of the controversy.

The act prescribes an eleven-member panel, proposed by the governor
and confirmed by the senate. The HSC should comprise five physicians (four
allopathic and one osteopathic physician) with expertise in obstetrics/
perinatology, pediatrics, adult medicine, geriatrics and public health. The
balance "shall include a public health nurse, a social service worker, and four
consumers of health care."52 All should serve gratis, and once the initial turmoil
subsides, their terms will last four years.

The task of the Commissioners is to "solicit testimony and information
from advocates for seniors, handicapped persons, mental health services
consumers and low-income Oregonians; providers of health care, including but
not limited to physicians licensed to practice medicine, chiropractors,
naturopaths, hospitals, clinics, pharmacists, nurses and allied heaith

professionals."53 With this testimony and information, Commissioners are

51Cohn, Victor. “Rationing Our Medical Care.” The Washington Post National Weekly Edition,
August 13-19, 1990, p. 11.; Hilion, Bruce. "How We Already Ration Heaith Care.” The San
Francisco Examiner. December 3, 1989, p. D-19.

52gB 27, section 3.1

5338 27 section 3.3
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instructed by the act to "recommend to the Governor and to the Legislative

Assembly a prioritized list of health services ranging from the most important to
the least important, representing the comparative benefits of each service to the
entire population to be served.">4 The act makes no recommendation as to the
method used to derive the ranking. This list is then to be referred to an actuarial
firm, to determine the cost per year per service, based on estimated uses per
year and cost per use. The "costed" list is then in turn referred to the Ways and
Means Committee (or to the Emergency Board, which has the same
composition as Ways and Means), which is expected to "draw a line" through
the list at a point consistent with its target expenditure level for the state
Medicaid contribution. Services above the line are included in the biennium’s
Medicaid benefits package, services below the line are not covered by
enroliment in the program. In other words, explicit health care rationing.

The actuarial values are expected to vary according to the rate of new
enroliment, as well as by the level of service authorized by the legislature;
Commissioners understand that the number, range and type of services left
unfunded will heavily influence the use and therefore the ultimate cost of those
services that end up "above the line." Therefore they expect to use several
different "scenarios,” or projections for likely Ways and Means actions.

Because of the provisions cited above restricting manipulation of
reimbursement and eligibility standards, the "line" is the only means available to
the legislature to modify Medicaid expenditures. According to advocates of the
program, this gambit is intended to increase direct pressure on both legislators
and the public to face the difficult choices that face the state's health care

system. Restricting services, they contend, is far less oblique than a "hidden”

54gB 27, section 3,2
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cut in reimbursement, which decreases access, or a cut in eligibility, which adds

to the rolls of the uninsured. According to one insider: "In this way both the
legislature and the general public will be forced to confront the reality that the
socially acceptable minimum level of health care is ultimately the level we are
willing to pay for."5S

The final list, according to the legisiation, was to be submitted to the
governor and the Emergency Board by March 1, 1990, allowing essentially one
year, start to finish. After the first iteration, the Health Services Commission is
ordered to continuously review the priorities, and submit revised lists on the
September 1 preceding each bienniel legislative session.5¢ Only the
Commission, and not the legislature or the governor, has the power to move an
item on the list.

Because no prioritized list existed in the 1989-91 biennium, legislative
insiders believed that the priorities the Golenski process had produced would
be used as an interim solution. However, the state required waiver of several
regulations by the federal Department of Health and Human Services or by
Congress in order to operate the plan. Though the Oregon Medical Assistance
Program (OMAP), which administers Medicaid, was explicitly authorized by SB
27 to seek waivers, Oregon has waited to finalize its application for these
waivers (more on this below). Without the waivers, OMAP couid not run the
program, therefore no interim solution was needed and the Health Services
Commission went about accomplishing its mandate--assembling its own list by
its own method--independently.

Two other features of the bill are noteworthy: The Senior Services

Division and the Mental Health Division are exempted from the priority listing,

55 Oregon State Senate, "SB27 Section by Section Analysis" Internal document.
565B 27, section 3.4.
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and providers are released from criminal, civil, and professional liability for

services they withhold that are "below the line."

The isolation of long-term care services” from the prioritization process
has generated significant criticism.57 Because as much as 70% of Oregon's
Medicaid expenditures are directed to long term cares8, and the remainder go to
AFDC recipients, pundits portrayed the decision as capitulating to seniors and
balancing the Medicaid budget on society's poorest segment, women and
children. SB 27's planners contend that this criticism "confuses prioritization
with resource allocation."S® Comparing medical and custodial care services is
an apples-and-oranges proposition, they say, and invalidates their method.
Moreover, no statutory provisions exist protecting the state's long-term care
budget from the Ways and Means scalpel; if Ways and Means decides that an
adequate level of health care can only be provided by moving the "line™ down,
requiring more money, then the Senior Services budget may be the source.
Oregon, say SB 27's advocates, has the longest-running national
demonstration project in community-based long-term care, a strategy widely
viewed as a more efficient and humane alternative to nursing homes: continued

innovation promises further economies and should obviate the tensions many

* Exempted services include: nursing facility services and home-based and community-based
services funded through the Senior Services Division; medical assistance for the aged, the
blind and the disabled or medical care provided to children under current Oregon law;
institutional, home-based and community-based Medicaid programs special to Oregon;
Community Mental Health Program care for mentally retarded or developmentally disabled,
or chronically mentally ill, or emotionally disturbed, and substance abuse treatment
programs; services to children aho are wards of the Children Services Division by order of
the juvenile court, and health and mental health services to children and families provided
through the division. From Garland, op. cit.

57see, for example, Albert Gore, "Oregon's Bold Mistake,” Academic Medicine, 1990. 65:11, p.
634; Peter P. Budetti, "Medicaid rationing in Oregon: Political Wolf in Philosopher's
Sheepskin.” Health Matrix, 1991, seecia issue, proceedings from Cleveland Conference on
Bioethics, in publication ; Bruce C. Viadeck, "Oregon’s Rationing is Misguided." Medical
World News, October, 1990, p. 69

58viadeck, op cit..

59kitzhaber, John. Text of address to American Academy of Pediatrics, Chicago, IL, Sept 8,
1990, p. 10.
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critics have highlighted between the two families of services. For their par, the

state's mental health/chemical dependency services are under examination by
a special subcommittee of the HSC, and are undergoing a prioritization process
of their own.

The liability provision appears to be precedent-setting. Protection of
providers from the consequences of essentially public decisions to eliminate
certain services seems fair, but is untested in judicial law. Without such
exculpatory protection, "providers who refused furnish their patients with
medically necessary services merely because the state refused to pay for the
services could be liable for the tort of abandonment and for
malpractice."60Some critics view this provision as a direct contradiction to
today's strong “anti-dumping” laws, which restrict a provider's ability to withold
treatment on the basis of ability to pay. Bruce Vladek, president of the United
Hospital Fund of New York, contends that this proviso in particular makes

“critically ill poor people in Oregon...worse off under the new law."61

E. Completing the Plan

Detractors and supporters agree that Senate Bill 27 would cut into
Oregons' estimated uninsured population of 400,000,52 but Senator Kitzhaber
and his associates sought to take a larger step toward eliminating altogether the
problem of the state's uninsured. To achieve real progress, they knew, the law
must address two additional sub-populations: poor working people and
"uninsurable,” or persons with medical histories or conditions rendering them

undesirable risks for private insurance carriers.

60Mehiman, Maxwell J. "The Oregon Medicaid program: Is it just?" Health Matrix; The Case
Western Reserve Journal of Law Medicine, 1991, 1(2), in publication, ms. 24.

61viadeck, op. cit.
62Governor's report
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Shortly after passage of SB 27, the Committee on Health Insurance and

Bioethics referred two companion bills, Senate Bills 935 and 534, to the
Assembly for consideration, and both were made law. SB 935 is a mandated
employee benefits law, or what is commonly called "pay or play” legislation.
This act stipulates that all businesses employing 25 or fewer are eligible to pay
into a state insurance pool for their employees (this is the "pay" of "pay or play").
The law prescribes the employer contribution and restricts the worker
contribution, but stipulates a partnership. It attempts to prevent the "dumping"” of
undesirable-risk employees--those that might raise a company's premiums--into
the pool by limiting participation in the pool to only those employees who were
uninsured during the two years prior to enactment. To encourage employers to
provide insurance through the private sector, SB 935 offers capitated tax credits
per insured worker, to be phased out over four years (this is the "play”
component.) All employers must do one or the other--pay or play--by 1994 to
be in compliance with SB 935. Eventually, as many as 280,000 currently
uninsured workers and their dependents in Oregon could gain coverage under
this plan.

The distinguishing factor of this legislation, as compared to other pay-or-
play plans, is that the minimum benefits package in the pool is determined in
substance using the Health Services Commission prioritized list.63 Thus some
of the discomfiture expressed by some OHD participants® regarding the use of
the values of the privileged for the benefits of the underclass, is relieved.
Furthermore, other observers in Oregon believe that this "mainstreaming” of the
prioritized list will encourage its diffusion into the private insurance market,

setting the list up as a minimum benefits package for all the state's citizens.

63gB 935, section 5.5
64interview with MJL, 1/31/91
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However, perhaps because of its gradual phase-in, SB 935 is rarely referred to

in either the professional or the popular press accounts of the Oregon plan. A
bill before the 1991 session, SB 1076, proposes to strengthen the insurance
mandate through three major avenues: guaranteed issue to any employer of
three or more who applies for private insurance: community, rather than
experience, rating for new insurance issues; and a mandated minimum benefits
package based on the prioritized list.

The second sister bill was Senate Bill 534, which created a state-
sponsored high-risk pool for so-called “uninsurable” Oregonians. Persons
considered uninsurable are those people who represent undesirable risks to
insurance carriers and may have lost their coverage in a job transition, or
whose employer may have terminated group coverage. Persons with chronic
illnesses or pre-existing conditions but who are categorically ineligible for
Social Security's supplemental insurance, are also seen as uninsurable. The
pool is funded primarily by contributions from insurers and with an initial state
subsidy of $1 million, and is expected to cover ten to fifteen thousand presently
uninsured Oregonians. In the 1991 legislative session, a stronger insurance
carrier contribution to the pool is expected to be mandated, in the belief that the
carriers profit by insuring the healthy, and should help pay to insure the sick.€5

Although there is no statutory requirement that the pool provide a
benefits package consistent with the SB 27 package, a number of observers
believe that, with the "mainstreaming” effect of SB 935, this will come to pass.
At the same time, people recognize that the insurance needs of the high-risk
pool users may differ significantly from those of the broader-based populations
covered by SB 935 and SB 27.

65 Interview with DS, 4/17/91
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F. Moving Forward

As they took shape, the three components of the Oregon Health Plan--
particularly SB 27, the most controversial--enjoyed broad endorsement among
diverse interest groups. Supporters included a consumers’ voice (the Oregon
Health Action Campaign); providers’ interest groups ( the Oregon Medical
Association, Oregon Hospital Association, and the Oregon Nurses Association);
business groups (the Greater Portland Business Group on Health); and
organized labor (Oregon AFL/CI0).86 Although members of each of these
groups report some hesitancy both about the content of the plan and about the
alliance, the coalition remains essentially intact. Health Action continues to
press for a universal health coverage system, modified from the Canada model.
Some members of the OMA, support of which was perhaps carried by the votes
of the more activist members of the Multnomah County (Portland-area) Medical
Society, remain suspicious of the managed-care provision, believing it
encourages a trend toward increased third-party intervention in medical
decision making. Business leaders are reportedly nervous about tax
implications--there is no explicit statement of revenue-neutrality in the act. And
labor leaders share concern that the benefits package represent a “basic health
plan,” perhaps because their membership risks being “dumped” into the SB 935
pool. But, again, the center has held despite this range of reservations.

In such an atmosphere of cooperation, appointees to the Health Services
Commission took office in August, 1989, and held their first meeting in
September. Within a short time, the Commission established its primary ground

rule: all Commission functions would be conducted entirely before the public.

66Gariand, 1991, ms. 9.
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All materials are public, all testimony, all deliberations. This decision would

later bring associated costs to light, but the Commissioners for the most part are
pleased with the position.67

The HSC mandate provided no guidance as to a method for determining
either the public values term or the medical efficacy term of the priority equation,
or how to weight the respective contributions, or indeed whether the decisions
should be formulaic or more improvised. According to the HSC's preliminary
report, the Commissioners viewed the task as comprising three major realms:
social values; health outcomes and comparative benefits; and mental healith
and chemical dependency. The first two suggest an approach highly consistent
with public policy decision theory, which takes all policy determinations to be a
mix of facts with values.68

For the Commission, "the challenge became how to blend those three
issues into a ranked list of health services."®® Commissioners agreed to parcel
out their tasks, as they began to determine an appropriate methodology, by
using subcommittee assignments. Bill Gregory, a Glendale lumber-mill owner
and chairman of the Commission, named the early subcommittees. These
included: Social Values, chaired by Commissioner Yayoe Kuramitsu, M.S.W.;
Health Outcomes, chaired by Harvey Kievit, M.D.; and Mental Health/Chemical
Dependency, chaired by Donalda Dodson, R.N., M.P.H.

1. How We Feel

87|nterview with TC, 2/14/91

68Thompson, James D. and Tuden, Arthur. "Strategies, structures and processes of
organizational decision" in Comparative Studies of Administration, ed. staff of University of
Pittsburgh Administrative Science Center, James D. Thompson [and others]. Pittsburgh:
University of Pittsburgh Press, 1963.

690regon Health Services Commission. Preliminary Report. March 1, 1990, p.4.
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The Social Values subcommittee construed its charge as identifying and

measuring social health care values, as well as identifying the best way to do
so. Ultimately, the citizens’ input mandated in SB 27 took three forms. So as to
capitalize on the momentum and experience of Oregon Health Decisions'
community meeting process, the HSC would authorize OHD to conduct another
round of fifty meetings under the Commission's aegis, to serve as part of the
"community consensus” component of the priority list. To complement the OHD
process, the Commissioners ordered a public survey of beliefs and values
about relative health statuses, and held 11 sessions of open public testimony
around the state.

The first of the three forms, coordinated by an unreimbursed sub-contract
to Oregon Health Decisions, consisted of another series of community meetings
to elucidate the values Oregonians hold with regard to health and health care.
These, like the 1987 series, were conducted following a structured format,
designed to provide some consistency across the fifty sites. The format, along
with other strategy decisions, was designed by a thirty-member advisory panel
comprised of OHD leaders, past community facilitators, activists, and several
people who had been critical of the 1987 process.

Like the “Quality of Life” meetings, these OHD town meetings were
attended primarily by middle- and high-income people, mostly well-educated as
well.70 Community meetings were held in all but one of Oregon’s counties, and
one was held in Spanish for the benefit of Mexican-American residents. In all,
1000 people participated. The meetings began with a slide show describing
the current health care system in Oregon, as well as the provisions of the three

pieces of the Oregon Basic Health Services Act. The final slides convey the

70 Hasnain , Romana and Garland, Michael . Health Care in Common.. Oregon Heatlth
Decisions, Portland, Oregon,.April, 1990, p. 30.
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following charge to participants: “This is what we will do during this meeting:

We will make individual judgements. We will develop community consensus on
the values to be used in determining health benefits. We will make
recommendations to the Health Services Commission. Our job is to determine
the values for our community. A health care value makes us ask why a health
service is important to us."”!

In OHD’s final report on the process, Health Care in Common, the
authors list with the frequency of appearance those values--careful not to rank
them numerically--that “Oregonians indicated should be considered” 72 as
Commissioners try to assemble a fair and responsive ranking. Of the thirteen
values, prevention, quality of life and cost-effectiveness were mentioned most
frequently, and community compassion, impact on society, length of life and

personal responsibility least frequently (Table 2).

TJABLE 2

o Prevention (very high--all community meetings

o Quality of Life (very high--all community meetings)

o Cost-Effectiveness (high--more than 3/4 of community meetings)

o Ability to Function (moderately high--3/4 of community meetings)

o Equity (moderately high--3/4 of community meetings)

o} Effectlvem)ess of Treatment (medium high--more than 1/2 of community
meetings

o Benefits Many (medium--1/2 of community meetings)

o Mental Health and Chemical Dependency (medium--1/2 of
community meetings)

o Personal Choice (medium--1/2 of community meetings)

o} Communlt)y Compasslon (medium low--less than 1/2 of community
meetings

o Impact on Society ( (medium low--less than 1/2 of community meetings)

o Length of Life (medium low--less than 1/2 of community meetings)

o Personal Responsibllity (medium low--less than 1/2 of community

meetings)’3

71bid. p. Appendix B-5.
72ibid. p. 5.
Bibid., p. 5-6
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Organizers acknowledge that more thorough and inclusive outreach is

required to obtain the most appropriate results, but nonetheless stand by the
elucidated values as presented to the HSC. The values enumerated by
participants do not masquerade as “representative” or statistically relevant; one
organizer described the report's findings as a glimpse of the views of
“concerned, civically-involved people,” and characteristic of “a democratic
exercise.”’4 Another suggested that the conclusions reflect “a sample of people
who felt they would exemplify Oregonians.””> Later, during the Commission’s
public meetings, these values would be taped to the walls around the room as a
reminder to those engaged in the ranking of items on the list.

Two who attended the meeting in Corvallis, Oregon were not so
enthusiastic about the democratic nature of the exercise. They felt that the
"selected values” model did not acknowledge creative ideas, manipulated
participants, and insulted their intelligence.”®

The second means of citizen participation used by the HSC was less
structured: all its meetings are entirely public. Thus, they accept citizen
participation more or less as it arises, and the public is invited to join in nearly
every stage of the Commission’s deliberations. Further, they held 12 open
hearings, in Portland, Salem, Coos Bay, Pendleton, Eugene, Bend and
Medford. To attract a low-income population to these sessions, the HSC urged
OMAP to include announcements in Medicaid card mailings, and informally
encouraged grass-roots community organizations, the Oregon Heaith Action
Campaign and its sister organization Oregon Fair Share, to solicit testimony.

Fair Share performed door-to-door canvassing, and through its 72 member

T4nterview with MJG , 1/29/91
7Sinterview with PSM, 1/30/91
78|nterview s with MJL, MW, 1/31/91
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organizations, OHAC helped ensure that a variety of Medicaid recipients and

uninsured people would attend the open hearings. Average attendance was
150, with testimony generally by 45 people.”7 Often testimony produced
unexpected results. Dental care , for example, was a relatively low-priority item
for Commission members until pleas for adequate dental coverage arose
repeatedly in the hearings. Commissioners were persuaded, and rearranged
their lists to afford routine dental care a higher position. Thus, although it
provided a less tangible result, Commission members say this window on the
target community was a helpful reminder of the ways in which their decisions
might change lives.”8

Lastly, the Social Values subcommittee felt they needed a device to
establish the relative priority Oregonians give to certain physical limitations or
medical prognoses. They began by exploring three existing instruments or
study concepts that integrate health outcomes with individual and social values:
the Hadorn Classifications, developed by David Hadorn, M.D. at the University
of Colorado; the Sickness Impact Profile (SIP), from the University of
Washington; and the Quality of Well-Being Scale (QWB), developed by Robert
M. Kaplan at the University of California, San Diego.

The Commissioners determined that the Hadorn classification, which
"places medical treatments in categories related to productive outcomes based
on a value system,"7? while incorporating an implicit value basis, did not
sufficiently respond to expressed social values and therefore would be an
inappropriate choice (although they are still undergoing refinement). The SIP, a

commonly used instrument in functional health outcomes research, was found

770HSC draft report
78|nterview with TC, 2,/14/91
790HSC repon, p. 4.
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both too lengthy and too inflexible. The Commission had decided to rank

medical services in condition-treatment pairs, but the SIP was limited only to
specific medical conditions.

The subcommittee did elect to use the QWB scale as one among several
ultimate data components. The QWB asks survey respondents to assess
different hypothetical health states, which then later could be correlated to
treatment outcomes to judge how people feel about a post-treatment health
state. The scale “seeks to measure the important criteria of health related quality
of life--that is, the [relative] value society puts on the prevention of death, on
various levels of functional impairment, or on the alleviation of a variety of
symptoms such as pain, stiffness, depression, visual problems, fatigue,
weakness, etc.”80 (With Kaplan's consent, Commissioners modified the
standard QWB "to include the issues of mental health care and chemical
dependency and psycho-social levels of functionality."8') The QWB survey was
assigned to Oregon State University, which polled 1,000 Oregonians statewide,
asking for this subjective evaluation of symptoms and levels of functioning.
Site-specific mini-surveys also were conducted among special populations,
“such as the economically and educationally disadvantaged, the bedridden, the
chronically depressed.”82 Responses were used to place health outcomes on a
scale of 0-100, where 0 represents death and 100, perfect health. The QWB
rating of the probable outcome of a given medical treatment determines the
value component of its “net benefit” as part of a condition-treatment dyad.

Each of these three projects influenced the ultimate outcome of the

service ranking in specific but different ways. The OHD process established

800regon State Senate, “Summary: The Health Services Prioritization Process.” December,
1990

810HSC report, p. 5.

82ggnate Summary, 1990.
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broad priorities and principles that characterized Oregonians’ beliefs about the

health care system. These helped to determine the relative rank of categories
of services, such as “preventive care for children” or “comfort care.” The open
testimony contributed to the category ranking, but also influenced the individual
commissioners as they rearranged items that had been ranked by a computer
according to a “net benefit” formula.83 The QWB study formed the values term of
the “net benefit” formula, which gave Commissioners a skeletal structure to

begin their ranking.

2. What We Know

Of course, for the QWB rating to have any usefulness, the probability of a
given outcome must be known, which in the vast majority of cases it is not. It is
to this quandary that the Health Outcomes subcommittee directed its attention.
Medical practitioners in most instances do not know the empirical data on the
relative efficacies of the procedures they perform. The quest for better data on
outcomes has spawned a new federal agency, the Agency for Health Care
Policy and Research.

Lacking the technology or funding for definitive answers, the Oregon
HSC assembled 53 “provider panels™84 of specialists--"conventional” and “non-
conventional™-to guage their expert opinions of relative efficacies, described in
terms “compatible with various states of well being,"85 so they would mesh with
the QWB data in the compilation of a net benefit formula. (For services without
Oregon-based experience, or for which methodologically sound research

results exist, “selective literature searches™® would supplement the provider

83|nterview with TC, 2/14/91
84Garland, op. cit. ms 17.
85 pid

860HSC report, p. 6.
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panel deliberations.) The format highlighted “expected outcomes of condition-

treatment pairs as well as the probability of those outcomes occurring,™®’ the
expected duration of benefit, and the estimated outcome without treatment
(called “proxy” treatment in the report).

Treatment and proxy costs were examined by this subcommittee as well,
using historical data provided by OMAP. The commissioners decided to restrict
the debate to direct costs, including “diagnosis, hospitalization, professional
services, non-medical but prescribed services and ancillary services,"8 using
an average of a “reasonable range” of charges.89 In clearly delineating these
cost sources, the HSC avoided a dispute about the validity of measurement
devices for indirect costs, such as the lost productivity model or the market value
model. The cost element was structured so it could be factored into the net
benefit formula to produce a “cost-benefit” index.

The dyads were established using codes from the International
Classification of Disease, Ninth Revision (ICD-9) and Diagnostic and Statistical
Manual of Mental Disorders, Third Edition, Revised (DSM-III-R) for the condition
function, and Physician’s Current Procedural Terminology, Fourth Edition
(CPT-4), all in common currency in the Oregon Medicaid program. Clinicians
were encouraged to aggregate codes where appropriate; in the list's most
recent draft, the code pairs have been reduced to just over 800, from a possible
10,000. To account for ancillary services, those services (such as durable
medical equipment or prosthetics) which do not fit the conventional definitions
of diagnostic or therapeutic procedures but are nonetheless integral to a

successful outcome, a temporary subcommittee determined to fold them in to

87 1bid.,
88bid., p. 11
89Draft HSC report



44
the treatment function of the dyad. Some of these services fell under the

Priority-Setting Project’'s case-management guidelines, and so included
services not currently under the purview of OMAP, but viewed by the
commission as consistent with its mandate to help the state “provide adequate

health services to those in need.*90

3. A Special Case

The Mental Health Care and Chemical Dependency Subcommittee was
alone among the original three subcommittees to be directly implied by the SB
27 legislation. This body might be more accurately described as a “task force,”
because only one member, its chair, is a commissioner. The remaining twelve
members are from the two fields, with representation from both the provider and
consumer communities. The subcommittee has further parcelled out its
mandate to three task teams: one to identify research topics; one to evaluate
outcomes research methodology (presumably to assess its application to

mental health); and one to develop a report.S!

G. Making it Whol
Fitting together the pieces took longer than either the legislature or the

HSC had anticipated, but the Commissioners steadfastly refused to adopt a

rating system or list before working out as many details as possible. As their
March 1, 1990 statutory deadline passed, HSC members were working on a
rough model for accomplishing their goal. The first attempt at a prioritized list

merged the “value” elements (from community meetings, open testimony and

80gB 27, sec 1.
910HSC preliminary report, p. 7.
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the QWB survey) with the “data” elements into a net benefit formula. The

simplified formula is written:

Net Benefits = Net benefit value
Net Costs

where:
Net Benefits = With Treatment benefits - Proxy Treatment benefits
and:

Net Costs = With Treatment costs - Proxy Treatment costs

Benefits encompass the concepts of morbidity and monrtality, duration of
outcome, resultant health state as viewed by the public (QWB score), and finally
the probability that such an outcome will occur. Costs are as cited above.92
(For a more complete expression of the formula, see Appendix 1.)

The Commission contends that five of the 13 community values are
incorporated into the net benefit formula: quality of life (reflected in the QWB
function); cost-effectiveness; ability to function (also from QWB); effectiveness of
treatment (reflected in the “outcome probabilities” function); and length of life
(incorporated in the “duration of benefit” function).93

The condition-treatment pairs would be arrayed from most important
(most negative numeric value) to least important (least negative numeric value),
“implying cost savings or cost avoidance in relation to benefit gained” in the

former case, proceeding with increasing cost to the latter case.%4

820HSC preliminary report, exhibit 5.
93Heatth Services Commission Final Report , unpublished draft
840HSC preliminary report, p. 11.
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The net benefit formula did indeed produce a prioritized list of condition-

treatment pairs, one that the commissioners hoped would “form the core™s of a
final list. “The List,” as it became known, was 1600 condition-treatment pairs
strong. It ranked highest many bacterial ilinesses, including bacterial
meningitis, septicemia, salmonellosis, listeriosis, and general bacterial
infections. Also high were several cancers and other life-threatening but
treatable illnesses such as autoimmune hemolytic anemia and insulin-
dependent diabetes. Low-priority items included diverse vascular defects, such
several kinds of varices (vulval, pelvic, hemorrhoidal), dental diseases,
hormone-related goiter, and hernia. So-called late- and end-stage treatments
for HIV-related disease were ranked in the bottom 100; thumb-sucking and
athlete's foot in the top 100. It was incongruities such as these, compounded by
misconceptions about the influence of this "dry run,” that led to much of the
widespread criticism of the Oregon Plan.

The draft run of the formula concept, presented to an open session of the
Health Services Commission on May 2, 1990, was picked up by the national
media, sparking a maelstrom of debate and controversy throughout the country
despite its intent as a "working document.” The list was portrayed as the HSC's
"main tool for their program” and the "centerpiece for the plan to begin limiting
medical services."%¢ On May 12, the lead editorial in The New York Times
hailed "Oregon's Brave Medical Experiment.” In the same newspaper two
months later, two prominent thinkers in the field of health care resource
allocation, William B. Schwartz of the Tufts Medical School and Henry J. Aaron

of the Brookings Institution, wrote in the op-ed section that Oregon's "meat-ax

950HSC preliminary report, p. 11.
96~Oregon Lists liinesses by Priority to See Who Gets Medicaid Care." The New York Times,
May 3, 1990, p. A-1.
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approach” was "fundamentally flawed" and would "inevitably lead to gross

misallocations of resources™ and "set back efforts to fashion more equitable
strategies for rationing."97 Their primary reservation was the “blunt instrument”
problem: medical care is too variegated for regulators to capture the range of
diagnostic and treatment options in a few broad strokes.

Commissioners may have felt a little ambushed by the criticism,
considering they had only commissioned the draft run to see what the formula
might produce. Some were circumspect; such misappropriations were a liability
of an entirely public process.98 Despite the newspapers and magazines,
however, the HSC pressed on, attempting to discover how to perfect the
formula, or how they might accomplish their task without one. Commissioners
were divided. "We're eventually going to come back to making it [the list] reflect
our beliefs of what is adequate, functional health care,"” Commission member
Richard Wopat, M.D., was quoted as saying at the first meeting since the draft
run imbroglio began. "My gut level feeling is we can do that without the
formula."®® Commissioner Paul Kirk, M.D.., expressed the belief that
"abandoning the formula would ultimately skew the final product... Things are
jumbled now, but you have to start somewhere,™ he said.100

In trying to "untangle” the list, HSC members first disaggregated the
condition-treatment pairs back up to 3,000, and, before re-aggregating them,
ensured that groupings would only be maintained if they would be expected to

have similar outcomes.101 After study, commissioners determined that a finer

975chwartz, William B. and Aaron, Henry J. *"The Achilles heel of heaith care rationing.” The
New York Times, July 9, 1990, p. A-17

98|nterview with LR, 1/28/91

9%Group tries to untangle health care priority list.” James Thalman. The [Eugene, Oregon]
Register-Guard, May 20,1930 (a).

100Thalman, 1990 (a).

101genate Summary, 1990
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distinction between “life-time” benefits was necessary, to separate self-limiting

diseases (such as pediatric measles), from chronic disease with successful
treatment (e.g., insulin-dependent [Type I] diabetes mellitus), from acute
situations where a single intervention generally produces relief (such as
appendicitis).192 In the first run, these conditions had all been given the same
life-time benefit. Further, commissioners attempted to improve their cost data,
and to discover the margin of error produced by wide variations in cost.

It was during this period also that the Commission determined to include
with their list a recommendation for a "minimum standard of health care below
which no person should fall,” despite the fact that such a determination fell
beyond its legislative mandate.103

The HSC then created a new subcommittee, Alternative Methodologies,
chaired by Rick Wopat, M.D., to determine how more faithfully to reflect the
perceived community values. In addition, this subcommittee was charged with
creating a compatible ranking system for services that do not fit the condition-
treatment paradigm, such as health education interventions and preventive
services.

Alternative Methodologies considered several possibilities: they explored
the creation of a compatible coding system for “outlier” services; weighed
relying on Commission judgement, assuming an accurate picture of the Social
Values subcommittee findings; reviewed the Hadorn Classifications, which
create categories of services based on condition and likely outcome.104

The method they ultimately chose was complex, involving a “perspective

weighting” of the OHD values--with respect to value to society, value to an

102genate Summary, 1990

103"Minimum health care standard urged." James Thalman. The [Eugene, Oregon] Register-
Guard, May 21, 1990 (b).
104Dyraft of HSC report.
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individual at risk of needing the service, and value to a basic health care

package. These perspectives then were used to rank 17 modified Hadorn
Classifications, using a variation on the Delphi rating technique. Functionally,
this meant that each category was ranked three times, once each for its value to
society, for its value to an individual at risk, etc., according to the relative weight
each commissioner gave to these values. Next, Commissioners would examine
the resultant category rankings to allow for argument and advocacy. (Category
rankings were rearranged into the final months of deliberations.) Each
condition-treatment pair or other service would be assigned to a category, and
ranked, by its standing according to the net benefit and cost-benefit formulae,
within that category. Finally, Commissioners would use subjective review to
insure that the “out of position” items were appropriately placed.105

In an attempt to further refine the formula, thus increasing its value as a
basis for hand-ranking, the Commission's statistics consultant ran a test. He
compared the hand-rankings of selected data items by three physician
members of the Commission to formula rankings, varying the weighting of each
formula component to most closely approximate the hand-rankings. Although
an interesting strategy, he could not attain significant correlation between the
lists short of virtually eliminating entire functions from the formula.
Consequently, the Commission determined to stay with the manual
rearrangement of the formula-ranked list as the preferred method.

When the final list was released on February 20, 1991, the category
ranking had been rearranged several times. The final ranking (Table 3)

reflected the Commission's competing desires to maintain a standard of care

105praft of HSC report.



50

while offering the preventive services repeatedly brought up during the town

meetings and open hearings.

TABLE 3

10.

11.

12.

13.

. Acute fatal, prevents death fuli recove

Repair of deep, open wound of neck; appengéctomy for appendicitis; medical
therapy for myocarditis.

. Maternity care, Including disorders of newborn

Obstetrical care for pregnancy; medical therapy for drug reactions and
intoxications specific to newbom; medical therapy for low birth weight babies.

. Acute fatal, prevents death, without full recovery

Surgical treatment for head injury with prolonged loss of consciousness; i
medical therapy for acute bactenal meningitis; reduction of an open fracture of a
joint.

. Preventlon care for chiidren

Immunizations; medical therapy for streptococcal sore throat and scarlet fever
(reduces disability, prevents spread); screening for specific problems such as
vision or hearing problems, or anemia.

. Chronic fatal, Improves life span and QWB

Medical therapy for Type | diabetes mellitus; medical and surgical treatment for .
treatable cancer of the uterus; medical therapy for asthma.

. Reproductive services (excluding maternity and infertliity)

Contraceptive management, vasectomy, tubal ligation.

. Comfort Care

Palliative therapy for conditions in which death is imminent.

. Preventive Dental (Adults and Chliidren)

Cleaning and flouride treatment.

. Preventive, Adults (subgroups A, B, C)

Mammograms, blood pressure screening, medical therapy and
chemoprophylaxis for primary tuberculosis.

Acute, nonfatal, return to previous heaith
Medical therapy for acute thyroiditis; medical therapy for vagintis; restorative
dental service for dental caries.

Chronlc, nonfatal, one-time treatment improves QWB
Hip replacement; laser surgery for diabetic retinopathy; medical therapy for
diabetic retinopathy; medical therapy for rheumatic fever.

Acute, non-fatal, without return to previous health
Relocation of dislocation of elbow; arthroscopic repair of internal derangement
of knee; repair of corneal laceration.

Chronlc, nonfatal, repetitive treatment Improves QWB
Medical therapy for chronic sinusitis; medical therapy for migraine; medical
therapy for psoriasis.




j.l..

14. Acute, nonfatal, self-limited, treatment expedites recove
Medical therapy for diaper rash; medical therapy for acute conjunctivitis;
medical therapy for acute pharyngitis.

15. Infertllity services
Medical therapy for anovulation; miscrosurgery for tubal disease; in-vitro
fertilization.

16. Preventive, Adults (subgroups D, E)ls
Dipstick urinalysis for hematuria in adults less than 60 years of age;
sigmoidoscopy for persons less than 40 years of age; screening of non-
pregnant adults for Type | diabetes mellitus.

17. Fatal or non-fatal (non-seif-limited), minimal or no improvement in,

QwB
Repair fingertip avulsion that does not include fingemail; medical therapy for

gallstones without cholecystitis; medical therapy for viral warts.106

H. Steps to Come

The prioritized list of services and the accompanying letters from
Commission members contained no mention of a basic package. As released,
the list bears the disclaimer that it is subject to change until submitted to the
legislature, which will occur when the actuarial estimates are completed. After
this task is accomplished, and the Joint Committee on Ways and Means has
ruled an expenditure limit--effectively drawing a line through the list--the Office
of Medical Assistance Programs will apply to the U.S. government for the
appropriate waivers permitting Oregon to administer its new Medicaid plan.
The waivers would allow OMAP to garner federal matching funds for services
and populations not covered under current regulations, and would prevent
penalty for omission of mandatory services.

According to Budetti, the Oregon Basic Health Services Act requires
waiver of federal Medicaid regulations regarding "freedom of choice...statewide
availability of services...comparability of services across beneficiaries...

protection against exclusion based on specific diagnoses...provision of

106«prioritized Health Services List of February 20, 1991. Oregon Health Services
Commission.
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mandatory services, and...requirements that contracted providers be federally or

state certified."107

There are two mechanisms for waiver available to the state. One is the
so-called "Administrative™ waiver, which comes from the Department of Health
and Human Services. Section 1115 of the Social Security Act authorizes the
Secretary of the DHHS to grant waivers of department regulations to
experimental, pilot, or demonstrations projects judged by the Secretary to be
likely to promote the objectives of the Medicaid program.198 Some, like Maxwell
Mehiman, read this authorization as a certain rejection of the Oregon request,
arguing that Oregon's utilitarian approach runs contrary to the objectives of
Medicaid.1%® Other observers examine the record of HCFA director Gail
Wilensky, whose recommendation to Secretary Louis Sullivan is judged to be
crucial in the decision, and see cause for optimism. Specifically, Wilensky's
public remarks granting that Oregon "ought to be able to respond to what it
believes is the best way to provide health care for its poor population™110 are
encouraging to the plan's supporters.

There is a believe, however, among those close to the waiver application
process, that the 1115 waiver is not the proper avenue to pursue. They believe
that the administrative waivers, which usually have a short time limit (often three
years), would not offer the momentum they require to get the Oregon plan
operational. Furthermore, some see HCFA as too politically vuilnerable to be at

the center of the decision. In early 1990, Sidney Trieger, a HCFA program

107Bydetti, op. cit.,ms. 25, citing Congressional Research Service. "Analysis of Oregon Senate
Bili 27, for the Senate Committee on Finance.” June 11, 1990,

108Mehiman, op cit., ms. 10, citing 42 U.S.C. §1325 (a).

109pjg,

110-Reps ask OTA study on Oregon.” Medicine & Health , 1990, p. 3.
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director, was quoted as saying: ™Given a proposal of this sensitivity, it doesn't

hurt to have Congress show its support.™111

With these considerations in mind, Oregon administrators have been
communicating simultaneously with HCFA and with Congressional officials
regarding an alternate waiver mechanism. Congress has the right to build into
law a waiver of its own laws and regulations. Such a waiver likely would have
more lasting value and would carry more political weight. Garnering support for
a Congressional waiver would require persuading Representative Henry A.
Waxman (D-Calif.), Chairman of the House Subcommittee on Health and the
Environment, that the Oregon plan is fair and nondiscriminatory. Waxman,
along with Tennessee Senator Albert Gore, have been Washington's leading
cntics of Oregon's efforts.

As a result of early discussions, skeptical federal lawmakers have
dispatched to Oregon analysts from the Office of Technology Assessment to
observe and report on the Health Services Commission's process. That report
is due in early Summer, 1991, at about the same time that the Oregon
legislature expects to have determined the charter benefits package and
finalized its waiver application.

If the waivers are granted, OMAP is ready with a workplan for the
complex implementation tasks that would lie ahead. As enumerated by Lynn
Read, Director of Prioritized Health Care within OMAP these tasks include:
Determine eligibility of new Medicaid enrollees; coordinate outreach to new
eligibles; develop an enrolliment system and computer support for the new
program; let contracts for the provider network, including health maintenance

organizations and primary care case managers; establish mechanisms for

111Lund, Diane S. "Oregon plan to rank services rapped as cutting benefits.” American
Medical News, February 16, 1990, p. 3.
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ensuring and monitoring access to services; training all players, including

providers, bureaucrats, and client, in the use of the new system; and, finally,
evaluation of the Prioritized Health Care plan. This list illustrates yet another
dimension of complexity to the massive social experiment that began with the

death of Coby Howard.
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. ISSUES

In this chapter | will explore from both a theoretical and practical view a
selection of the prominent questions brought to the surface in the Oregon health
services prioritization plan. These include: rationing; health care as a right; a
standard for adequate care; decentralized accountability in health policy
development; and the role of citizen participation. As questions develop in this
chapter, the dilemmas that arise for participants in the Oregon process may
become clearer, so that their voices, as presented in the next chapter, may
sound more familiar.

Current attempts at explicit health care rationing, specifically the projects
in Oregon and Alameda County, are rich objects for a critical analysis of many
dimensions of health care resource allocation. The Oregon Basic Health
Services Act already is the subject of a wide-ranging scholarly debate. At the
Cleveland Clinic Foundation's 1990 Cleveland Conference on Bioethics,
presenters and discussants looked prismatically at the program, producing a
spectrum of commentaries in the ethical, sociological, philosophical, legal and
public policy realms. Other commentators have published observations
regarding technical and political aspects of the Oregon plan. | use specific
commentary sparingly, referring instead to more general writings as they apply

to current contemporary "rationing schemes.”
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A. Und inq Rationi

Rationing is here...rationing goes on everyday, all the time...we ration_jn
terms of who's served, we ration people out of the system. I've been uninsured,
so | know what that's like.

Given the range of the Cleveland papers, a separate but equally relevant
means of approaching the Oregon effort is to examine the concept of explicit

rationing. According to George Agich,

[rlationing has several definitions, but essentially involves any method of
allocating or distributing resources or goods that are scarcer than the demand
for them...The ration is determined alon%ttrv'vo axes: availability or surply of the
good in question and some rule of distribution based on, for example, individual
need, equity, or social good. The term ‘rationing’ thus has connotations
involving the sparing use of resources and inevitably involves a denial of some

claims based on supply conditions or the rule of distribution.2
Why did Senator Kitzhaber believe that a prioritized list of services, one
that would deny claims on specific benefits to several thousand people already
receiving them, was the best public policy alternative for his state? Why
explicitly ration health care for the poor?
As Callahan surmises, in 1987, when Senator Kitzhaber was deciding to

move forward with some type of prioritization scheme,

They [critics] could point out that there was a $200 million surplus in the
Oregon state budget at the time. The transplant crisis was provoked by a voter-
inspired expenditure limit that need not have happened and could be reversed
in the future. They could in addition point out that millions of dollars are wasted,
in Oregon and elsewhere, on cosmetics, expensive automobiles, VCRs, high-
priced restaurants, and wasteful government programs...Coby [Howard] might

not have had to die.3

Were conditions in Oregon truly conditions of scarcity? Agich questions

whether scarcity "brought on by an unwillingness of society to pay ever-

Tinterview with Health Services Commission member, 1/29/91

2Agich, George J. "Rationing and professional autonomy.” Law, Medicine & Health Care,
Spring-Summer 1990, 18 (1-2):77-84

3Callahan,op. cit., 1990, pp 18-19.
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increasing costs for medical care in the face of striking disparities, if not

inequities, in the distribution of care constitutes genuine scarcity."

Kitzhaber, for his part, has defended his rationing plan in numerous
addresses nationwide to both professional and lay audiences. Kitzhaber, who
of all proponents best grasps all the details and implications of the Oregon
Basic Health Care Act, answers his critics with pointed remarks. Among his
common themes are the existing patterns of implicit health care rationing, the
insidious effects of cross-subsidization of care for the poor, and, above all, the
need to set limits on health care spending. He frequently points to "three
fundamental realities: (1) the reality of fiscal limits; (2) the reality that health care
is not necessarily synonymous with heaith; and (3) the reality that all medical
services are not of equal value and efficacy.” Kitzhaber's imperatives provide
a usetul tool for surveying current thinking about rationing.

The first "reality” point reinforces his belief in the social value of explicit
rationing. Implicit rationing, of the type our society now engages in, does not
allow for our need to set --through conscious action--limits. Kitzhaber recalls
the 1985 lllinois legislation authorizing up to $200,000 for any uninsured citizen
requiring an organ transplant, while ignoring the fact that 60 percent of state's
Black children were not immunized against polio.6 More subtle is the
marketplace rationing, which distributes care according to the individual's by

ability to pay.”

4agich, op cit., p. 80.

SKitzhaber, John. Text of address to the Manufacturers' Alliance for Productivity and Innovation,
San Diego, CA, October 5, 1990, p. 6; see also

6Kitzhaber, John A. "A healthier approach to health care.” Issues in Science and Technology,

. Winter 1990-91, 7(2): 59-64.

Many observers have pointed out that marketplace rationing would indeed be appropriate in
the health care realm if market preconditions could be established, that is: availability of
commodity at true social cost; complete information among consumers; near-equitable
distribution of income.
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The commonly cited standards for existing rationing, such as income,

insurance status, time, and geography, do not appear to involve direct limit-
setting action by society. Other, less well-described means of rationing,
including rationing by age, health status, corporate countervailing power, and
public relations are similarly insulated from social policy decision making or
public accountability. Some of these implicit rationing standards warrant a
closer look.

The health sector has always rationed care indirectly, in part through
financing systems. Fee-for-service medicine, with its incentives for more
treatment, does ration care by ability to pay, and does so in favor of the sick
patient who will buy more care (note that, as highlighted below, this does not
always result in better health). Although practiced ubiquitously as the "wallet
biopsy,” rationing by ability to pay has long been considered unacceptable in
common law.” Prospective payment schemes, such as HMOs or Medicare's
diagnosis related groups (DRGs), where the incentives favor less treatment,
may use health screening criteria and other means to ration care by health
status in favor of the well patient.8 As Luft points outs out, rationing by health
status is directly contradictory to the risk-pooling common to "socially desirable”
insurance.®

The incentive system and its effects on "macro” health service distribution

and rationing have been widely studied, but the effects can perhaps be seen

7Mehiman, op cit, ms. 24, note 59, specifically reference to Meiselman v. Crown Heights
Hospital, 285 N.Y. 389, 34 N.E. 2d 367 (1941), holding the hospital liable for injuries to
plaintiff after discharging him prematurely due to his inability to ?ay, and Wickline v. State of
California, 228 Cal Rptr. 661, 183 Cal. App. 3d 1064 (1986), holding that the physician is
responsible for insuring adequate patient care despite cost constraints imposed by third-
party payers.

8Fleck, Leonard M. “Justice, HMOs, and the invisible rationing of health care resources.”
Bioethics, 1990 4(2):97-120.

SLuft, Harold S., 1983. "Health Maintenance Organizations and Rationing of Medical Care.” In
Reéaon of the President's Commission on Securing Access to Health Care. Washington,
D.C.: GPO, as cited in Blank, op. ait., p. 93.
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even more plainly at the level of the individual provider. Although physicians for

many years pretended that they operated independent of a profit motive, such a
pretense has grown thin. Economic incentives inducing physicians to over- or
under-treat are strong and getting stronger, and they present a serious problem

in the equitable distribution of health care resources. As Daniels points out:

When economic incentives to physicians lead them to deny...beneficial care
there is a direct threat to what may be called the ethic of agency. In general,
granting ph?lsicians considerable autonomy in clinical decision making is
necessary if they are to be effective as agents pursuing their patients’ interests.

The ethic of agency constrains this autonomy in ways that protect the patient,

requiring that the clinical decision be competent, respectful of the patient's

autonomy, respectful of other rights of the patient (e.g., confidentiality), free from

consideration of the physician's interest, and uninfluenced by judgements about

the patient's worth. Incentives that reward physicians for denying beneficial

care clearly risk violating the fourth-mentioned constraint, which, like the fifth, is

intended to keep clinical decisions pure--that is, aimed at the patient's best

interest.10
Agich adds an important qualification, writing that "the professional commitment
to benefit patients does not establish the profession's prerogative to over-ride
justly determined cost-containment measures."11

And yet, even among those with insurance, there are disparities based

on race, age and income in access to health services, including office-based
services.12 Agich does point out that "bedside” rationing often comes with the
best of intentions; for example, maintaining a high standard of care. He tells the
story of the legendary surgeon Harvey Cushing, who, during days with 50,000
combat deaths in World War |, held his daily surgical limit to two patients, in
order to preserve his standard of care.'3 Even in contemporary medicine,
small-area variations in standard of care, as has recently been shown, can be

quite extreme, with few patterns to help explain them. Such unpredictability in

10Daniels, Norman. "Why saying no to patients in the United States is so hard." New England
Journal of Medicine, 1986, 314:1382-1385

1 agich, op cit. p. 82.

12Hayward, Rodney A., et. al.. "Inequities in health services among insured Americans: Do
working-age adults have less access to medical care than the elderly?" New England
Journal of Medicine, 1988 318(23):1507-1512.

13Agich, op cit., p. 81
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practice patterns suggests an even more arbitrary means of bedside rationing,

that is, physician preference.

Payers outside the health field also practice indirect rationing.
Government and corporate institutions are beginning to assert a "countervailing
power” on health care practice standards. U.S. corporations are, after the
government, the major payers for health services. Kitzhaber paints a grim

picture of the impact of rising health care costs on corporate America:

Americans pay more for health care in each new car they buy than for chrome
or upholstered bucket seats. For each day a patient spends in the hospital,
some $30 of the bill goes to pay health benefits for hospital employees. A new
automobile tire costing $57 includes $2 for health care; a $200 airline ticket, $4.
Health benefits for active and retired employees account for $60 of the cost of

every metric ton of aluminum ALCOA produces.14

Joseph Califano, after resigning as Secretary of Health, Education and
Welfare, joined the board of directors of the Chrysler Corporation when
chairman Lee lacocca told him: "You won't believe our health care costs.
Alone, they can sink this ship."15 Blank cites Califano’s claim that in 1983, $600
of every Chrysler car went to health care, and the $375 million that the
corporation paid in premiums to Michigan Blue Cross/Blue Shield in that year
made the Blues Chrysler's largest supplier.1® Califano describes the Chrysler
predicament in his book, America's Health Care Revolution: Who Lives? Who
Dies? Who Pays? Chrysler sought cursory data on utilization rates and
appropriateness, and began taking steps to curb--or ration--what it perceived to
be excessive use of specific health benefits., from podiatry and chiropractic
through extended hospital stays.1? Other corporations are taking an active role

in determining which health services employees and their dependents can and

14Kitzhaber, MAPI, 1990, p. 1.

15Califano, Joseph A., Jr. America's Health Care Revolution: Who Lives? Who Dies? Who
Pays? Random House: New York, pp. 12-13.

16Blank, op. cit., p. 18.
17Caiifano, op cit., p. 12-13
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cannot use. Hewlett-Packard, for example, no longer authorizes payment for

organ transplantation; Honeywell will fund transplants only in otherwise healthy
patients, and even then only when death is imminent.1® Blank argues that this
private-sector rationing is "haphazard and patently inequitable,” and question
"whether corporations ought to be in effect setting medical decision-making
criteria that have broad social ramifications."19

Public relations also is a common means of rationing health care. Coby
Howard's story, a story which helped to launch Oregon's health care reform

project, was by no means unique. Blank reminds us that:

in a well-publicized case, thgcrarents of 11-month-old Jamie Fiske led a
campaign in 1982 to obtain funding for her liver transplant. With the leverage of
the local press and politicians, the Fiskes forced Biue Cross/Blue Shield to
agree to pay for the surgery. Once successful at that stage, the Fiskes appeared
at the national convention of the American Academy of Pediatrics to ask for a
live donor. Although initially their request was refused, the story made it into the

national news, and Jamie had a new liver in eight days.20

It is also instructive to note that two Oregon adults died in need of medically
indicated transplants during the summer of 1987, both reported in the local
media with no attendant public outcry.2! Obviously, then, rationing by public
relations value is inequitable. Blank contends that the "popularity” criterion also
obscures medical facts, pitting a single dramatic case against thousands of less
dramatic but medically indistinguishable cases, and lead as well to
sensationalization and exploitation of the ill.22

How do other society's manage health care resource allocation? Many
in the health field believe that the United Kingdom has forced itself to confront
"the reality of fiscal limits.” Is the British rationing scheme more explicit than the

arbitrary and unpredictable American one? A British cardiologist writing in a

18Blank, op. ait., p. 94.
19ibid, pp. 94-95

20/pig, p. 48.

21welch, opcit., p. 171
22gjank, op cit., pp 97-99
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British journal suggests that this postulate has no basis. He describes a system

that "is neither directly responsive to market forces nor subject to strict central
control. Priorities are determined at a local level by a process that is ... often
without a full appreciation of the weight of competing needs."2® The
predicament he poses for the British physician has a familiar ring: "Should
doctors face the costs of their decisions? If they do not, the result can be
inefficiency and favoured provision of patient care for the few to the detriment of
the many. If they do, then the result could theoretically be a downward pressure
on the quality of service."24

Given the consistency of certain dilemmas across the two systems, how
has the British National Health System (NHS) managed to provide universal
coverage, spending roughly half what the U.S. spends proportionate to its gross
national output, and still remain solvent? One method is what Grumet calls
rationing through inconvenience,25 or what the British call the queue. Another,
cited by Miller and Miller, is a greater skepticism on the part of British health
professionals of "the technological imperative--the notion that more
sophisticated medical procedures are synonymous with better health care."26
Finally, the NHS reportedly rations by systematically refusing referral to
specialist care to those over 65.27 none of these, of course, is written into law.,
which point brings one back to Senator Kitzhaber's first imperative, regarding

society's need to set limits. Proponents of the Oregon Basic Health Services

23Cchamberlain, Douglas and Aldersiade. Richard . "Can rationing of cardiological services be
rational?" British Heart Journal, 1990, 64:219-22.

244hid., p. 221.

25Grumet, G. W. "Health care rationing through inconvenience: The third party's secret
weapon." New England Journal of Medicine, 1989, 321:607-611.

26\Miller, Francis H. and Graham A.H. Miller. “the painful prescription: A procrustean

rspective.” New England Journal of Medicine, 1986, 314 (21):1383-1385; as cited in
lank, op. cit. p. 5.

27 Aaron, Henry and William Schwartz,. The Painful Prescription. Washington, D.C.:Brookings

Institution, 1984.
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Act contend that a rational and systematic set of de jure prioritization criteria

has a high probability of being more just than does any existing schemes of
indirect rationing.

Kitzhaber's second "reality” point--that health care and health are not
synonymous--explains for him the disparity between national health care
expenditures and health indices, and helps to justify his own skepticism of the
technological imperative. Here he reaffirms that a decrease in health care
benefits is not ipso facto a destructive act, and that an increase is not
necessarily better. Blank highlights this idea by citing a recent study finding "no
statistically significant difference in the survival rates of patients treated for lung
cancer over the last 30 years, despite the introduction of sophisticated
diagnostic tools such as CAT scans, nuclear scans, and ultrasound during that
period."28 The appearance that survival rates have improved is an artifact of
earlier diagnosis, which allows for longer follow-up and thus the illusion of
longer survival. The researchers conclude that the new technologies have
actually harmed roughly as many persons as they have helped. These findings
complement the growing body of research on unnecessary and inappropriate
care (see above), all of which carry decided risks of iatrogenic disease.

At least one commentator, Ivan lllich, has written widely on this tendency
among health professionals, criticizing medicine for introducing iatrogenic
illness. His book, Medical Nemesis, dwells at length on overtreatment. In
exploring the dilemma posed by the introduction of explicit limits into the
physician's fiduciary relationship with the patient, Daniels develops

Donabedian's concept of "absolute” benefits, that is, benefits minus burdens, in

28Fginstein, Alvan R., Daniel M. Sosin, and Carolyn Wells, 1985, "Stage Migration and New
Diagnostic Techniques as a Source of Misleading Statistics for Survival on Cancer.”" New
England Journal of Medicine 213 {25): 1604-1608, as cited in Biank, op. cit., p. 112.
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the context of justice. The concept implies that absolute quality is a function

both of the state of medical science, and of the craft exercised in its use, and
that "adding services does not always increase the sum benefits and burdens--
we run into unnecessary, iatrogenic services." A price on life--or maximal
absolute benefit-- Daniels suggests, would relieve the physician from violating
justice considerations when placing categorical constraints on care. In
questioning whether such rationing violates a physician's traditional ethical
obligations to patients, however, Daniels relieves the physician but comes
down just as forcefully against marketplace indirect rationing as lllich--or

Kitzhaber--might:
...a rationing system based on ability to pay violates fundamental

requirements of justice bearing on the fair distribution of health-care resources.

It thus constitutes a greater moral evil than either the need to place a price on

life or the need to restrict the autonomy of the physician in his pursuit of absolute

quality.29

Kitzhaber's last point--"that all medical services are not of equal value

and efficacy"--gives him his rationale for the prioritization process. The above
point by Daniels placing ability to pay at the bottom of a justice-determined
allocation pecking order is quickly followed by this qualification: "...within the
constraints justice imposes on our allocations, we want to be cost-effective."30
Given that some means inevitably will be used to determine who gets what
care, Kitzhaber reasons, we might as well do our best to create a means that is
systematic, rational and as just as possible. Without such a solution, Schramm
condemns our society to a "tyranny of our own making" through which we will
"impoverish ourselves and successive generations by indulging in too much

medicine."31

2gDanieés. Norman. Just Health Care. Cambridge University Press: Cambridge, England,

1985, p. 138.

30jbid., p. 138.

31Schramm, Carl J. "Can we solve the hospital-cost problem in our democracy?” New England
Journal of Medicine, 1984 311(11): 729-732, p. 732.
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Given Kitzhaber's three assumptions--the need for fiscal limits, the failure

of the technological imperative, and inconsistency of medical services--his
conclusion that the time has come to shift "the debate from who is covered to
what is covered,"32 is a natural one.

Senator Kitzhaber's tripartite call to reality is indeed a common theme in
his speeches and publications, and successfully captures the philosophical
underpinnings of the plan he authored. But because he is so often publicly
assailed, the senator's most common theme is a fatigue with his critics, and he
bemoans what he perceives as their insistence on comparing the Oregon plan
with a theoretical ideal rather than with prevailing conditions. In an Oregonian
op-ed piece, he responds to Aaron and Schwartz's pointed criticism of his
"meat-ax" approach by writing:

it is far easier to say what should be done than to devise a plan for doing
it.. they [Aaron and Schwartz] cannot, or will not, see that every day the current
system results in gross misallocation of resources...[tjo characterize the Oregon
effort as..."a plan to deny certain health services to Medicaid patients,’ makes as
much sense as saying that Medicaid is a pian to deny health services to the
working poor.33

The senator's contention is that the Oregon plan lacks any pretense of being the
best possible system, but rather it "represents a better one...and that it adheres
to a clearly defined policy which we are prepared to defend,"34 which, he says,

sets it in contrast to the status quo, "which no one even tries to defend."35

B. The Question of Rights

32Kit:§haber, John A. *Fulfilling obligations.” Health Management Quarterly, 1989, 11 (4):14-
1

33Kitzf;aber. John. "Critics of heaith care proposal offer no alternatives.” The Oregonian,
Friday, Aug 24, 1990.

34Kitzghgaber,3~:o;m A. "The Oregon Basic Health Services Act." Health Management Quarterly,
1991, 13(1

35 bid.



| shouldn't get the same care as a billionaire. | don't think we can use zﬁ?
health care crisis as a rationale for a redistribution of wealth in our country. | do
believe, though, that everyone should have a n'gsht to a basic level of health
care, just not to everything science has to offer.

Whether or not you see it as a right, though, it is a matter of communily
compassion and social justice. You can have no workforce or healthy society
without health care.37

One supposes that dilemmas posed by direct and indirect rationing
would be not nearly so vexing if health care were any old commodity. To a
certain extent, health services can be seen as subject to market economics; the
RAND health insurance experiment did demonstrate that “the 'general law of
demand' applies to medical care as well as to wheat and widgets."3® However,
medical care clearly is not just a widget. The President's Commission for the
Study of Ethical Problems in Medicine and Biomedical and Behavioral
Research Report on Securing Access to Health Care points out health care is
special because Americans believe it to be 50.39 There may also be intangible
distinctions between health care and most other commodities that warrant its
treatment as a special case. Daniels cites Dickman in arguing that two such
factors, a principle requiring us to show "equal respect for persons” and the
vulnerability and tenuous self-respect of those seeking medical care, suggest
that we "pay special attention to the (roughly) equal distribution” of this

commodity.40 But the critical distinguishing factor, with perhaps more common

36interview with state health services staff official, 1/28/91

37interview with physician/Health Services Commission member, 2/14/91

38Fychs, Victor R. "The ‘competition revolution’ in health care.” Health Affairs, Summer, 1988,
7(3):5-24, p. 11; citing Willard G. Manning, et al., "Health insurance and the demand for
medical care: Evidence from a randomized experiment.” American Economic Review (June
1987): 251-277.

39president's Commission for the Study of Ethical Problems in Medicine and Biomedical and
Behavioral Research Report. Securing Access to Health Care , vol. . Washington, D.C.:US
Government Printing Office, 1983, p. 11.

40pickman, R. "Operationalizing respect for persons: A qualitative aspect of the right to heaith
care.” In R. Bayer, A. Caplan, and N. Daniels (eds), /n Search of Equity: Health Needs and
the Healtl771Care System, pp. 161-182. New York:Plenum, 1983; as cited in Daniels, 1985,
opcit,p. 71.
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currency but less clarity, is the tendency of some, articulated by the World

Health Organization,4! to believe that health care is a commodity to which
humans have a right.

The philosophical debate on the topic of rights in health care is at the
same time wide-ranging and profound. For the purposes of this paper, the
debate is important in attempting to understand the "whys" of Oregon's
imperative: the background, necessarily cursory, may help elucidate some of
the motivations behind the the Oregon Basic Health Services Act.

In the Western societies, certain rights are viewed as "natural rights,” a
concept inherited from John Locke and imbedded in the document that
launched our nation, the Declaration of Independence. These are rights are
held by our society "to be self-evident;" so basic to human existence that no law
can abridge them. Unfortunately, natural rights are invariably vague:42 what are
life, liberty and property, and who is entitled to them? To help clarify the
imprecision of natural rights, many authors pursue a taxonomy whereby a right
can be construed as being either positive or negative. Given that a right of one
person imposes an obligation on another, each type of right implies different
claims on other people. A positive right implies a claim on another person's
positive action; to protect that right, someone must act, or society must urge
someone to do so. Conversely, a negative right implies an obligation on
another not to act; to protect a negative right, someone must avoid acting, or

society must prevent someone from acting. This is the Lockian notion obligating

41*preamble to the Constitution of the World Health Organization,” World Health Organization,
Basic Documents, 26th ed., Geneva: World Health Organization, 1976, p. 1, as cited in Mati
Hayry and Heta Hayry. "Health care as a right, fairness and medical resources.” Bioethics,
1990 4(1), pp.1-21,p. 1.

42Bjank, op. cit., p. 190.
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individuals to refrain from interference with their neighbor's life, liberty and

property.

Blank uses the work of Beauchamp and Childress to suggest that a
failure to distinguish between positive and negative rights has led to "much
confusion in the moral discourse about public policies governing
biomedicine."$® He explains that negative rights require the state to "referee
among competing interests” in the protection of rights, whereas positive rights
require state action to "provide for the welfare of its citizens."#4 The conflict
arises when the assertion of positive rights infringe on others' negative (or
positive) rights.

In exploring this claim, it is first important to differentiate a right to health
from a right to health care. The former, although sometimes seen in print, is
quite difficult to assert, particularly as it implies a strong social claim on
individual behavior. For example, if | claim a right to good healith, and then
proceed to compromise my own health by smoking cigarettes, drinking alcohol,
or driving a car, society incurs an obligation, derived from my right to good
health, to protect my health from my own behavior. This obligation of society to
restrict personal liberty in response to a right to good health contrasts with the
result of an assertion of a right to health care, which is merely an incentive for
society to restrict individual liberty as it attempts to provide health care. This
incentive complements the individual's responsibility to select behaviors in such
a way that society has a "reasonable chance” of fulfilling its obligation. Such

complementarity, or division of responsibility, is the basis for distributive

43Beauchamp, Tom L. and James F. Childress. Principles of Biomedical Ethics. New York,
Oxford University Press, 1979, p. 51; as cited in Blank, op ait., p. 192.

44ibid, pp.51/192
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justice.4> And, as Daniels writes, it is by a theory of distributive justice that we

may properly and justifiably derive a right.46

Of course, this method of constructing a right is largely theoretical. But
there is an intuitive appeal, if only in its rhetorical power, to the statement that
we have a right to health care. Even absent a credible theoretical derivation, as
Daniels points outs, "The assertion of a right may simply be the natural or only
way that comes to mind to argue for just reform and to insist that the health-care
system eliminate the particular inequalities found objectionable."47

Another way pragmatically to derive a right to health care is by a model
based on society's willingness to pay. That is, rights are granted by society, and
demonstrated by society's willingness to allocate funds appropriately. For
example, a U.S. citizen is said to have a right to counsel when she is in legal
jeopardy, irrespective of ability to pay. A substantial network of local public
defenders support this right at public expense. By reversing this view, the right
is derived on "equal protection” grounds,48 that is, because public funds support
the public defender's office, all citizens are entitled to legal counsel, irrespective
of ability to pay.

Whether derived theoretically or pragmatically, the assertion of a right to
health care begs the difficult question: how much health care? Callahan writes
that "The principle of a right to health care, lacking intrinsic limits, fails a most
important legislative goal, that of developing principles of entitlement that
contain...some self-limiting boundaries. A principle that provides no way...of

setting priorities, no way of setting limits...cannot effectively be used for

45paniels, 1985, op. cit., p. 38
46/bid, p. 5.
47 1bid., p. 5.
48bid, p. 8.
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purposes of public policy."#® But policy implications are not always paramount

in the elucidation of rights. The President's Commission Report on Securing
Access to Health Care essentially finesses the tension between rights and
applications. Begging the question, the report simply states that "Society has a
moral obligation to ensure that everyone has access to adequate care without
being subject to excessive burdens.”5® The phrase "adequate health care"--
now opposed to "optimal” care--is echoed in the Oregon Health Decisions
report, Quality of Life in Allocating Health Care Resources. The answer,
according to the Citizen's Health Care Parliament, to ensure that "the most

important services always receive top prionity in funding."s1

C. Ihe 'Decent Standard’ Standard

Basic, grandma-type medical care, or care that's provided in rural
communities where you don't have access to all this high-tech equipment is
often just as effective as care provided in a multimillion dollar hospital with all
the latest in medical technology.52

In sidestepping the rights question, the President's Commission Report
admits that an assertion of a right to health care would make "impossible
demands on society's resources."s3 But society's obligation, whether derived
from social beneficence or distributional justice, is clear in the eyes of the
Commission. So the task is left to social planners to determine how to fulfill that
obligation without making impossible demands on society's resources. The

result would be what citizens' groups call "basic health care,” or what Daniels

4SCallahan, 1990, opcit, p. 61.

50president's Commission for the Study of Ethical Problems in Medicine and Biomedical and
Behavioral Research Repon, op. cit, p. 22.

S10regon Health Decisions, 1988, op cit., p.11.

52|nterview with community organizer and lobbyist, 1/31/91

S3president's Commissions, op. cit. , p. 10.
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calls, somewhat more poetically, a "decent basic minimum,” and what Kitzhaber

and associates hope will comprise Oregon's "list.”

Given a failure of social consensus on what should define such a
standard, it may be instructive to examine what dimensions might be used in
developing one. For example, Daniels contrasts "lists versus criteria.">4 He

offers three dimensions:

(1) the provision of a general criterion by reference to which we can tell if
services are within the minimum or above it; (2) the description of a fair
procedure for determining the minimum; or (3) the simple ksting of the types of

services included.55

By contrast Callahan proposes two alternative dimensions of criteria:
"categorical” versus "individual."5¢ By Callahan's accounting, all Daniels’
means of evaluation would fall under the categorical rubric; individual
evaluation is "bedside” rationing.

Hayry and Hayry suggest that the morally relevant (not to say justifiable)
factors in individual rationing include the following: medical need; race; the
prospect of medical success; merit, or desert, of past social contribution; future
life expectancy, or welfare maximization; whether or not the ill-health is 'self-
inflicted; social worth, or expected social contribution; and family relationships.
The authors discount most of these as ethically spurious.57 After inspection,
Callahan too dismisses the individual option, for many of the same reasons we
have already explored: it is unpredictable, it is difficult to balance individual with
social demands, and often implicit, meaning difficult to criticize. Conversely, the
value of categorical decision making is in its appeal to equal opportunity.

Daniels suggests that "rationing by age [for example] could be justified if it were

54Daniels, op. cit., 1985, pp. 74-75.

S5 bid,, p. 74.

56Callahan, 1990, op. cit. pp. 202-206.
57Hayry and Hayry., op cit.. , pp.7-8.
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part of a unified, prudent social saving scheme,” but not if applied "piecemeal’

to constrain costs in our system."s8 (Callahan, of course, has made the most
comprehensive argument for categorical denial based on age in his popular
Setting Limits.)

In elucidating their model for managed-care-based universal health
insurance, Enthoven and Kronick propose as a minimum the standard already
set in the HMO Act of 1973 (as amended, presumably). This standard, intended
to constrain HMOs, is both broad and non-specific. Such qualities are
obstacles to explicit, categorical rationing, so the authors allow for "tighter
definitions and restrictions to reduce costs,™5® which commits them to neither
narrower nor more specific explications of a minimum standard of benefits, and
ends up saying little about what benefits they expect recipients of their universal
coverage to receive.

The Oregon Health Decisions Parliament, to answer the "adequacy”
conundrum within the context of universal coverage, proposed to refer back not
to a notion of rights, but to some of the theoretical foundations for such a notion.
Principle #10 of their "Principles for Health Care Resource Allocation" suggests
that "Both efficiency and equity should be considered in allocating health care
resources.”®® The authors view this principle as analogous to a hearts/minds
dichotomy, reminding readers that the rescue impulse is strong in our society,
regardless of the social costs

Rescue impulses aside, The Oregon Health Services Commission is

compelled by the legislature to provide a framework allowing government to set

58Daniels, op cit. 1985, p. 228

59Enthoven, Alain and Richard Kronick. "A consumer-choice health plan for the 1990s:
Universal health insurance in a system designed to promote quality and economy (first of
two parts).” New England Journal of Medicine, 1989; 320(1): 29-37, p. 33.

800regon Health Decisions, 1988, op cit., p.13.
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limits on medical services funded by the state. The path they have taken, also

determined by the legislature (read, Senator Kitzhaber), implies categorical
denials based on a conjugation of Daniels’ three alternatives: a general
reference criterion; a procedure for determining the package; and a simple list
of services. But there is precious little guidance in the legislation as to what
services shall comprise the list.

Heart transplantation, one of the therapies that initiated the debate in
Oregon, is a good example. There is no doubt that transplants save lives.
Mehiman cites data demonstrating that heart transplantation results in a five-
year survival rate between 73.9 and 81.9 percent , with 73.33 percent of
recipients alive after ten years; with a high percentage reporting a satisfactory
quality of life.5' But with an estimated ceiling of 10,000 beneficiaries per year--
imposed by a scarcity of potential heart donors--a heart transplantation program
structured like the End-Stage Renal Disease Program could cost $1 to $2 billion
per year.52 Should .5 to one percent of the federal government's annual outlay
for health benefit .003 percent of the population? Years ago, when it was
believed that an artificial heart powered by a tiny nuclear engine might succeed,
some physicians were concerned that this beneficial technology might cause
harm as a radioactive device. But now we must wonder if heterologous
transplant is any less harmful, due to the disproportionate health care resources

it requires.

61Mehiman, op cit, mss 21-22; citing: Heck, Shumway and Kaye, “The Registry of the
International Society for Heart Transplantation: Sixth Official Report, 1989" Journal of Heart
Transplantation, 1989, 8:271-275 and Meister, McAleer, Meister, Riley and Copeland,
"Resuirning to work after heart transplantation,” Journal of Heart Transplantation, 1986,
5:154,

62paniels, 1985, op. cit./p. 222.



74
The problem for the Commission, of course, was that nothing in the

legislative mandate, or in the Oregon Health Decisions process, or elsewhere,
could determine how to rank services so that the line would be drawn below the
point where "adequate” fades into "optimal." Determining adequacy based on a
concept of "average” level of care, as Daniels points out, would not ease the
difficulty; the tendency of average to actually reflect "average daily use by
people in the upper-middle income levels...tisks incorporating into the decent
basic minimum all that is already askew in our health care system.” [emphases
original]83 (This, despite the fact that "customary practice” has long been the
standard both for fee-for-service reimbursement rates and for malpractice
liability.) Some observers of the HSC process have suggested that commission
members are, to a certain extent, "gaming" the system, intentionally ranking
"wants” above "needs," to force the legislature to draw a more inclusive
package than a straight ranking might produce. Others believe that
Commissioners understand the risk of such a tactic and shun it.

The process as Kitzhaber designed it accomplished his major goals:
whatever did make it into the package would do so through a systematic and
public review. However, with little guidance from theorists and no precedent in
public policy, the Oregon Health Services Commission was left in a moral
quandary: if they ranked a life-saving procedure too low to be funded--without
knowing in advance where the line would be drawn--were they as
commissioners directly responsible for a death resulting from consequent non-

treatment?

83Dpaniels, 1985 op. cit. p. 77.
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D. A Shift in Public A bil

*I'm distanced from the individual that will be impacted. | have not
directly had to face a Coby Howard or someone who has died as a result of
these decisions.t4

I think of the phrase in the New Testament, "By their fruits shall you know
them.” And | think: Do | see myself, my community, in the Oregon Health
Decisions report? 65

Perhaps the moral responsibility of the Commission members is not so
interesting. After all, they are public figures by virtue of their appointment to the
Commission and must accept responsibility for policies they recommend. But
they are caught in a troubling spot: they do not create the package--that is left to
the Joint Committee on Ways and Means--but they are responsible, by their
ranking actions, for denying services that fall below it. And, to stay with the
transplant example, this is a potentially potent responsibility. Thousands who
lose Medicaid coverage when eligibility rules change may, like those studied by
Lurie, et al., get sick or die,56 but they will likely do so anonymously. But a
patient with organ failure who is denied a transplant, like Coby Howard or
Jamie Fiske, has a name.

Daniels calls this the "buried coal miner" effect:

Transplants present us with life-and-death dramas--we have an identifiable
victim, often an appealing but jaundiced child, or a young mother or father with
dependent children. It is well known that we are prepared to devote vast
resources to save identified victims. At the same time we are much less willing
to use the money more effectively to save statistical victims, for example by

investing in coal mine safety (or preventive prenatal care).57

64|nterview with state health services staff official, 1/28/91

65interview with former Oregon Health Decisions executive, 1/29/91

86Lurie, Nicole, Nancy B. Ward, Martin F. Shapiro, Claudio Gallego, Rati Vaghaiwalla, Robert
Brook. "Termination of Medi-Cal benefits: A follow-up study one year later.” Special
Report, New England Journal of Medicine, 1986, 314 (19): 1266-1268.

67Daniels, 1985, op. cit., p. 223.
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In her "Statement on Behalf of the Oregon Health Services Commission upon

Release of the Prioritized List of Services," Commission member Tina
Castenares, M.D. puts this in even more poignant terms: "...[already] almost
every day in my practice...it's the patient [as opposed to a treatment] who is low
on somebody's list of priorities for receiving help and the services she can't
afford are BASIC." [emphases original]58 We can judge, then, that
Commissioners are (or should be) prepared for potential emotional fallout from
the priority choices.

However, the Oregon plan, from its earliest inception to its legislative
iteration to its implementation, had as a cornerstone the incorporation of public
values into the policy deliberation. Laypersons were asked to elaborate on
values, which often by their very nature are arbitrary. Rational or not, these
values--expressed by individuals in a democratic exercise—have strong policy
implications in Oregon . The Oregon Health Decisions community consensus
values, published in Health Care in Common, were after all taped to the walls at
HSC meetings, and paid heed.

In his caustic critique of the Oregon Basic Health Services Plan as public
policy, Peter Budetti highlights this feature of the methodology. He writes that
the process "would merely insulate politicians from visible responsibility for
imposing rationing on AFDC children..."89 without offering any return benefit to
the town meeting participants. Presumably, Budetti envisions that such
insulation involves a swap of accountability--form lawmakers to the community
meeting participants. If this is so, are these participants as confident as Dr.

Castenares about the consequences of their value statements? On the other

68«prioritized Health Services List of February 20, 1991." Oregon Health Services Commission.

69Budetti, Peter P. "Medicaid rationing in Oregon: Political wolf in a philosopher's sheepskin.”
Health Matrix: The Case Western Reserve Journal of Law Medicine, 1991 1(2), in
publication, ms.15.
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hand, if the community participation is as ineffectual and marginal as Budetti

claims, then concern for the emotional fallout among town meeters is

misplaced.

E. Effects of and on Communities

One thing I'm convinced of, after going through this sometimes extgemely
uncomfortable adventure is that the public is far more willing to make these
choices than are physicians and legislators. They understand limits. 70

Lappe and Martin build a careful argument for a role for the public in
scientific endeavor. Common law asserts, they write, that the public--not just the
individual--is entitled on first amendment grounds "not only to entertain the
vigorous discussion of ideas and issues but also to formulate informed public
decisions."’t They cite the Supreme Court decision in Virginia State Board of
Pharmacy v. Virginia Citizens Consumer Council, Inc’2 that well-informed public
opinion is "indispensible to the formation of intelligent opinions as to how that
system [free enterprise] ought to be regulated or altered,” and held the specific
interest of society in ensuring the free flow of information so as to "enlighten
public decisionmaking."73

Given the obvious technical limitations on a citizen role in science and
health policy, it seems useful, as many writers do, to point out the significance of
their contribution to the value component of Landau's fact-value public policy
formula. As Blank puts it, "although the role of health experts and planners is

crucial, allocation/rationing decisions ultimately reduce to value questions."74

7OInterview with state legislator, 1/31/91.

n La&ae, Marc and Patricia Archbold Martin. “The place of the gt;blic in the conduct of science.”
uthern California Law Review, 1978 51:1535-1554, p. 1541.

;§425 U.S. 748 (1976) as cited in Lappe and Martin, op cit. p. 1542.
Ibid.
74BJank, op. ait. p. 176.
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Value-based decisions require public support, he contends, and that support is

stronger and more meaningful when it springs from true involvement in the
process.

In his discussion of public participation in the area of environmental risk
policy, Fiorino enumerates three arguments for meaningful enfranchisement of
a citizen voice in science policy.”> The first, a substantive argument, is that the
lay community is as capable as are experts in judging risk; laypeople may see
problems that remain obscure to experts, and may be more sensitive to the
intangibles, such as social and political forces.”6 His second point is a
normative one: policy determined by a technocracy is incompatible with
fundamental democratic ideals. This idea "accepts, as an ethical
presupposition, that individuals are the best to judge their own interests."?? Last
is an instrumental rationale, stating that "effective lay participation in risk
decisions makes them more legitimate and leads to better results."78

Fiorino lays out the various mechanisms for public participation,
including public hearings, initiatives, public surveys, negotiated rule-making,
and citizen review panels, and offers four criteria to judge the relative merits of
each of these as they relate to the democratic process: (1) amateur participation
must have a direct influence; (2) participation must be decision-related, as
opposed to merely cathartic or plaintive; (3) the best examples of citizen
participation offer a face-to-face opportunity at persuasion; and (4) the
mechanism should put the citizen and the decision-maker on equal footing.®

He concludes that no one mechanism adequately satisfies all criteria for

7SFiorino, Daniel J. “Citizen participation and environmental risk: A survey of institutional
mechanisms.” Science, Technology, & Human Values, 1990 15(2):226-243, p. 227

78/bid.

7 bid.

781bid. p. 228.
79bid,. pp 228-230.
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reflecting democratic ideals, but rather a mix, for example the Oregon Health

Services Commission's open hearings, citizens review, and public (QWB)
survey.

It is important to note, however, that the community input component of
the Oregon Basic Health Services Act is not sui generis. In the reaim of health
care policy specifically, there is a growing tradition of public involvement in
decisionmaking. Before the End -Stage Renal Disease program was folded
into Medicare--creating a whole new set of allocation problems--community
panels, comprised of lay and medical people, were charged with determining
allocation of scarce kidney dialysis apparatus. They were to judge access
claims "based on unspecified personal, familial, and social criteria.”80 In his
retelling of the story, Callahan cites Fox to say that "They reported themselves
unable to make meaningful comparisons and choices. They could not devise
appropriate moral criteria either. They considered their effort a failure."8!

At roughly the same moment in history the nascent Office of Economic
Opportunity (OEQ) was using its position within the federal executive branch to
promote the idea of community participation and control in health services
delivery for poor people. Guided by the catchphrase "maximum feasible
participation” (later ridiculed by Daniel Patrick Moynihan as "maximum feasible
misunderstanding™), the OEO was one of the more radical components of the
President Johnson's War on Poverty. Two early OEO health-related

demonstration projects were at Columbia Point in Boston and in Mound Bayou,

80Callahan,1990,0p cit. p. 46
81ibid, citing Renée C. Fox, The Courage to Fail: A Social View of Organ Transplants and
Dialysis, Chicago: University of Chicago Predd, 2nd. ed., 1978, pp.226-265.
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Mississippi. According to Hatch and Eng, these seminal programs intended to

explore the relevance of the social-action model in health care.82

Like the dialysis committees, community action health projects ultimately
failed. Maximum feasible participation often was interpreted in ways that did not
gibe with existing power dynamics within poor communities. But documentation
of progress in OEO communities, though thin, suggests that some lasting benefit
survived after the collapse of the projects and departure of the federal funding.
Such benefit might be seen in increased education attainment, greater
demands by community members in many aspects of civic life, and an
experience with a structure accepting of collective anger among poor people.
Benefit may also be construed in the health sector itself, which partially as a
result of the OEO experience has seen a "redefinition of health care to
encompass nutrition, housing, water, and sanitation. It happened because of
the voice and insights of the people living daily with these problems."83 For the
communities that participated in the Oregon Health Decisions town meetings or
in the HSC hearings, the question of lasting benefit--both the effect of the
community on the policy and the effect of the participation on the community—is
a relevant one.

Subsequent to the OEO misadventure, Congress did not abandon the
idea of community involvement in health planning, but did temper it.
Strengthening the 1966 Comprehensive Health Planning legislation, congress
in 1974 passed the National Heaith Planning and Resources Development Act.
This act created over 200 regional Health Systems Agencies (HSAs) and 50

state Health Coordination Councils.8#4 HSAs, now essentially defunct, required

82Hatch, John W. and Eugenia Eng. "Community Participation and Control.” in Victor W. Sidel
and Ruth Sidel, Reforming Medicine New York: Pantheon Books, 1984, pp. 223-244,

831bid., p. 236.
841atch & Eng, op cit., p. 240.
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between 51 and 60 percent local consumers on their planning boards, with

specific language dictating the roles of health experts and laypeople.

The thorniest problem with the HSAs, as with the OEO projects before
them, is the question of constituency: whom are the consumer representatives
intended to represent?85 This dilemma affects the selection of board members,
as well as determining to a large degree their credibility and the legitimacy of
their voices. According to Hatch and Eng, the least successful HSAs were
those that, again like failed OEO projects, neglected to recognize legitimate
institutions, decision-making patterns, leadership structure, and social-support
mechanisms within the community.86

The approaches taken by the SB 27 authors to the question of
constituency is both disconcerting and reassuring. On one hand, there is no
obvious or explicit mechanism for Fiorino's "negotiation” between the HSC and
people living in poverty, one constituency for the policy developments under SB
27. Poor people did have a voice in the testimony, and to a lesser extent in the
telephone survey (biased toward telephone subscribers) and the OHD town
meetings. On the other hand, the expenditure of public funds should conform to
public values, as expressed through a democratic exercise. In this regard, the
disproportionately well-educated, well-off participants at the OHD town
meetings are also a constituency of the HSC, and the mechanisms suit this
constituency well. Blank reinforces this view, suggesting that for certain
applications, a “specialized, attentive” public is the most appropriate participant
pool.87 It is doubtful if this need, however, supercedes the requirement for

participation by a directly affected public.

85 ibid.
86 bid., p. 241.
87Blank, op cit. p. 176.
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* * L ]

This analysis may barely scratch the surface. The Oregon plan confronts
so many health policy conventions that each individual element is potentially
subject to additional multiplex analyses. The concept of explicit priority
decisions, the centerpiece of SB 27 and 935, can be viewed (as we have begun
to do) from such philosophical standpoints as distributional equity or individual
and societal rights and claims. A critique from a technical standpoint could be
equally variegated: the use of a cost-benefit formula to rank services; the use of
vastly imperfect data in satisfying the terms of the formula; or the use of flawed
indices--condition-treatment pairs, charges for costs, QWB indices for individual
values--in determining those data all are topics ripe for analysis. From a public
policy perspective, the ranking of health services only, as opposed to all state
services, is appropriate for a detailed critique, as are the attempt to include of
"community” contributions in the absence of a clear definition of that term and
the exclusion of the state employees' insurance plan from the prioritization
process.88 Of course these are only a few of the angles that a thoughtful
analysis of the Oregon plan could take, but these and others are beyond the
scope of this paper.

Those issues that are developed above are those that received
substantial (elicited) comment in interviews with process participants in Oregon.
Their responses to these issues add a critical human dimension to our attempt
to understand the process of making the “tough choices” in health care resource

allocation.

88This issue has been touched on by several commentators, including: Albert Gore, "Oregon's
Bold Mistake,” Academic Medicine, 1990. 65:11, p. 634; and Eoin W. Trevelyan,
"Comments on 'Policy and Administrative Implications of the Oregon Medicaid Priority-
Setting Project.” Behrman, R. E. and C.S. Larson, both in Heath Matrix ; Case Western
Reserve University Journal of Law Medicine, 1991 special issue, proceedings of Cleveland
Conference on Bioethics, in publication.
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IV. BESPONSES

This paper has three primary goals. First, it aims to document the content
and process of the landmark Oregon Basic Health Services Act and of related
developments in that state. Next it highlights and discusses a selection of
important issues made obvious by the Act's challenges to conventional policies
for health services allocation. The last goal, addressed in this chapter, is to offer
a sample of perceptions, impressions, opinions and experiences--pertinent to
the issues raised in Chapter 3--expressed by people who participated in the
Oregon process. The idea here is to examine some of the dilemmas, touched
upon previously, from the perspective of experience. The statements that
comprise the body of this chapter are drawn from the texts of interviews with
these participants.

Investigations in health services are generally restricted to collection and
interpretation of quantitative data, and justifiably so. Questions of allocation,
appropriateness, access, functional and biomedical outcome, and satisfaction
are studied using quantitative techniques because such methods can produce
photographic clarity. Quantitative research also introduces a common
language that allows comparison and integration of related but disparate
matters. Furthermore, quantitative method is widely understood to have to its
advantage that it is systematic, reproducible, and affords ready analysis of
discrete variables.

The relevance of qualitative exploration of personal beliefs in this field of
research is less well established. Qualitative research in general may afford a
richer if more impressionistic picture, as a result of data acquisition that a
structured instrument might miss. While it does not allow discriminant analysis,

qualitative investigation into experts' perceptions of a new entity, such as health
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services prioritization, may also expose new variables and variable interaction
to be exploited in further study.

But there is another dimension to the interview data that gives it value. Charles
Taylor expresses this dimension in his essay "Interpretation and the Sciences of
Man," in which he argues that the convergence of opinions and beliefs--
"common meanings"--define community and communal actions. Although the
interviews presented in this section do not fully capture the "intersubjective
meanings” that Taylor demands for the greatest richness in social science, they
do provide a glimpse at the community thinking in Oregon that allowed the
priontization process to move forward.

Method

In the week of January 28, 1991, | spent six days interviewing twenty people in
Portland, Salem, and Corvallis, Oregon. 1 also attended two meetings of the
Oregon Health Services Commission. Two additional interviews were
subsequently conducted by telephone. All of these people were involved in
one way or another in the prioritization process. A profile of the interview

subjects is presented in Table 4.

1 Taylor, Charles. "Interpretation and the Sciences of Man," in Rabinow, Paul and William M.
Sullivan, egsﬂlnterpretive Social Science, Berkeley, California: University of California Press,
1979, pp.25-71.
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(A)..2 citizen "lay" participants in OHD town meetings

(B) 1 State executive (C)

(C) 5 current or former members of the State Assembly (B,J)

(D) 3 current or former State Assembly staff aides (H)

(E) 2 Health Services Commission members (H, J)

(F) 3 Staff members from health-related agencies

(G) 3 current or former executives of Oregon Health Decisions (J)
(H) 4 representatives from interest groups ("lobbyists") (D,E)

(I) 2 executives from private philanthropy

(J) 3 physicians (C,E,G)

(Total greater than 22 due to overlapping roles; overiap cross-identified by category letter‘
following name)

(I also interviewed six participants in the Alameda County process, all but one
from the county health services agency. Their responses should be a part of a
separate analysis of the Alameda County prioritization experience.)
Interviews ranged from 20 to 90 minutes. Interviews were conducted in the
home or office of the informant, and in two cases in a public place (a coffee
shop). All informants were audiotaped with consent, and notetaking
complemented tapes for index purposes. The interview format was
"semistructured:" questions ranged from closed-ended ("Do you believe in a
right to health care? If so, how do you derive this right? If not, what are
society's obligations to provide health care?) to open-ended ("Does anything
else about the plan come to mind that hasn't yet come up in our discussion?).
In the interview responses, four broad topics emerge. Three are from
direct questions: a right to health care; personal accountability and emotional

consequences; and the reciprocal effects of community thought on the process
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and the process on community thought. One arose in various contexts: views

on explicit rationing. Within each of these topics, | impose gross typologies
based on perceived patterns. | invite the reader to array the responses within or

across these borders, as multiple interpretations are evident.

A. RATIONING

The concept of rationing was rarely raised directly in the interviews. Most
of the beliefs and opinions about the concept came up while participants were
discussing something else, such as their historical involvement, or a right to
health care, or as a final word in the discussion. Despite the lack of imposed
structure, the things the informants had to say about rationing were consistent in
many different ways. One pattem that arises is that most participants chose to
discuss rationing either from a subjective angle ("Interpretive” here), focusing on
personal experiences, human values, or beliefs about social justice; or they
tried to take it on more objectively ("Analytic™ here), as policy analysis, political

interpretation, or economic or class-based analysis.

1. INTERPRETIVE
a. Personal Experiences
A "consumer” member of the Oregon Health Services Commission held
her own experiences close to the surface during much of the Commission's
deliberations. She took public and expert testimony and integrated it with her

own sense of justice:

The term rationing to me is not the scary word that people have thought of it as. In
Oregon we made a decision to prioritize health care...we want to provide health services
to everyone who is under the poverty ine, not just 58% or 65%, everybody, singles
included--right now it's only for families. Our current system just doesn't make a lot of
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sense...you'll see a transplant victim that didn't receive funding and they'll get all sorts of

headlines, but there’s tens of thousands of other people that don't ever get their faces in
the paper, and they need health care just as much.

Rationing is here...rationing goes on everyday, all the time...we ration in terms of who's
served, we ration people out of the system. I've been uninsured, so | know what that's
kke. | advocate for people who are uninsured as well as people who are insured...If you
make $500 a month for a family of four, you're pretty poor, but if they make $560...they're
not poor enough. That's called rationing. You're rationing them out of the system.
They're entitled to nothing. If they make just a little bit too much money, they're absolutely
entitied to no heaith care in this state. | think that's worse rationing than entitling
everybody to a basic standard.

A legislator, ambivalent about the Oregon Plan, had a concern for
constituents as individuals that rang clear throughout the interview. He also

related SB 27 to his own experience:

I'm not sure that a system of priorities can look at human beings, rather than at a
diagnosis. We're all affected by personal experiences...| remember years ago | was hit by
a truck, had a shoulder dislocation. | went to the doctor, and he said, "Well, in these kinds
of cases, we can put in a temporary pin and you should have full use of your arm. Or we
can just pop it back and let it mend, and you'd have some restricted motion, but for a
person of your age that doesn't matter.” And | said, “What do you mean it doesn't matter?
I've got another twenty years | want to sail on my boat!" That was in a system which was
reasonably flexible, and so they put the pins in, and I've had full use of my arm for the last
ten years. In other words, to apply a life expectancy, and use that as a guide to an
individual makes no distinction between somebody who's going to die at 55 and someone
who's going to live until 75, as | have.

Another member of the Health Services Commission, this one a physi-

cian, keeps patients in mind as the deliberations continue:

it my own patients are ineligible for certain services--"zebras" [a common term, among
health workers, for rare conditions] or procedures with a low likelihood of success, that
sort of thing--but everybody is eligible for most services, | think it will be a fair trade. | have
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a patient right now who needs an echocardiogram. She needs the money up front, which

she doesn't have. She can't get the echo. | order mammograms—for a lump, for a
baseline--$75 flat. People don't go, never get it.

b. Human Values
A staff member of the Health Services Commission draws her own

conclusions about the limitations of the quantitative data:

You only have one body. It's not replaceable. The cost-benefit ratio might say, "a
chronic disease such as diabetes mellitus has a very low return,” because you pay $800
per year for 40 or 50 years to keep someone running, to improve their QWB and improve
their life. And it is at that time that the values become very important, because you can't
do a strict "I'm sorry, diabetes isn't covered,” because you really will be improving their
quality of life, increasing their length of life, improving their productivity so that they're not
dependent on society... The community meetings and the values expressed there allow
the incorporation of irreplaceable resources--an individual body--to be brought into a cost-
benefit framework...

Another legislator, a self-described liberal, is firmly opposed to the

Oregon Basic Health Services Act. He frames the debate on moral grounds.

The interesting thing that has emerged throughout this whole dialogue is the substitution
of the concept of quality of life for the concept of sanctity of life.

The questions that are not articulated are very traditional, longstanding, Westem
enlightenment, and--to be very frank--Judeo-Christian values that until this epoch were
unquestioned. Until we reached this pseudo-millenium of medical ethics, no one ever
really questioned the value that life was sacred...I'm saying that the charlatans of health
care rationing, of health care prioritization, the ethicists, have soid the public on this
quality of life concept in exchange for sanctity of life.

Golenski and his ilk, the professional ethicists, are the modemn sellers of indulgences. |
have this nightmare vision, this Brave New World vision, of some patient in a critical
situation, and some doctor calling the Ethics Hotline and saying, *I'm a kttle unsure, is it
okay for me to pull the plug?" and the ethicist on the other end of the hotline asks him a
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few questions, and says, "Yes, | think it is okay for you to pull the plug. fimprovises Latin

prayer]. My bill will be in the mail." This is absurd.

Are we going to let babies die? The public will never accept that. So what will happen
is the doc will put his thumb on the scale, and say "Yep, | guess this baby's over 1500
grams.” Or the father will come in, hold a shotgun to the doctor's head, and say, "Are you
sure my baby doesn't weigh 2000 grams?"

A former Oregon Health Decisions official views the use of the subjective

human experience in health services allocation as a critical element:

What we learned the first time out is that because facts and values are blended there,
you have to very careful looking at a priority list, because you don't know whether its the
values or the facts that have put certain things at a certain place on the continuum of
services.

We needed to learn how to get the value message loud and clear, and put the factual
determinations in the hands of people who know the facts the best. So there results an
important blending of expert knowledge of facts and general assertion of values. These
are really different domains inside us, and we have to blend them all the time in order to
act, but it is possible to analytically separate them

Scientific data seldom enter the human experience. We ask, "How do | raise my
children, find a lover..." We need to recognize the value of intuition. Intuition allows us to
take prudent risks.

An official of Oregon Health Decisions has a more applied view of

rationing as a blend of facts and values:

The Nancy Cruzan case is an extreme example, where a medical system was in place
which valued keeping her body alive, with no quality of life, in a persistent vegetative
state. | wouldn't think that sort of medical intervention would get very high marks in a
prioritization system based on outcomes and benefits, because you aren't improving any
quality of life.

Finally, another OHD official, a physician, expresses unbridied optimism

about the process of Oregon's prioritization plan:
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Only from the OHD process do we hear that we do indeed have the resources to come
up with a new, strong solution that will be humane and prudent. It offers the youth of the
nation a mix of technology, civics and morality that will atford them a means to retain their
patriotism. We ought to take the process to the schools, let the children decide Health
Care 2020.

¢. Social Justice

A community activist who lobbied the legislature and the Commission to

be vigilant about ensuring that "basic services" be covered said:

There's an acknowledgement that we are way too far--I'm going to make up a word--
“overtechnologified.” We don't need all this stuff. Basic, grandma-type medical care, or
care that's provided in rural communities where you don't have access to all this high-tech
equipment is often just as effective as care provided in a mutti-million dollar hospital with
all the latest in medical technology.

A state health agency staff member who participated both in the policy
development and in the town meeting planning and process, shared some of

these views:

I think the process is very worthwhile--1 think it's essential that we go through it as a
nation--but 1 still have some misgivings about how it's being targeted to the poor. Bringing
itin to those people who have no insurance through their employment is getting another
group involved, but we're still far from saying that Blue Cross needs to provide that same
level of basic health services. It's OK for people to dispense with their income as they
wish, as long as people who can't afford to do that have the same access, regardless of
ability to pay. | mean, do we really need all that high-tech stuff? Even if we can afford to
pay for it, do we really need it? And can we take some of that money and apply it to basic

services.
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Another activist, a critic of the plan, kept his hand in the planning process

despite his objections:

The process explicitly rations health for the poorest segment of the population, the
population that is least able to deal with the ramifications of that rationing. Let's take a
procedure that costs $5000. A person who is at 53 percent of the poverty level, if they
don't have coverage for that service, certainly doesn't have the personal resources {0 pay
for that, whereas somebody making $50, $60 thousand a year, and does have a certain
amount of wealth accumulated--they can pay for it. So we are really taking out our health
care problems on the segment of the population where it's going to do some major
damage.

The community worker and lobbyist recalls that some of her

organization's members felt the same way:

The calls we got came from the gut: "This isn't ight. We as a country should be able to
provide health benefits. | don't buy—-as someone who knows very little about the system,
as a low-income, working uninsured person or as a Medicaid client--1 don't buy that we
have to make these kinds of decisions. | think the question you are asking us is wrong. It
is morally, ethically wrong.”" Low-income people don't understand the complexities of the
health system, and honestly believe that a country with our wealth and resources ought to
be able to provide health care for its citizens.

2. ANALYTIC
a. Policy Analysis
A member of the medical assistance program staff, who believes that

society must move forward argued that:

outcomes research will probably never get to the point where you could prioritize
services just based upon the scientific literature

This legislative staff member, close to the process sees policy implica-

tions reaching beyond the realm of health care:
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'Politics as usual' isn't necessarily the only way that difficult policy questions can be

approached. 1 think this [SB 27] is enormously important for the immediate impact that it
has, but also for the strategic importance. If you can figure out processes to solve health
care issues--with all the attendant emotional overlay--in an age of limited resources, those
processes hold promise for helping us uniock some of the real dilemmas that remain in
public policy in our day.

The ambivalent senior legislator, again thinking of the individual,

observes complications in making population-based decisions:

I have a real concern about the prioritization: it seeks to determine health care by
categories of iliness, or categories of procedures, and I'm not sure that it takes into
account the necessity of always considering the special needs of the individual. It's like
mandatory sentencing in our penal system...you don't leave the judge any discretion to
look at the individual and say, what kind of penalty really should be applied, what kind of
penalty will bring about the desired social end?

| believe that the Canadian system is a better way of rationing than the system under 27.
And that's really a triage system, that people who have immediate true needs are taken
care, and those who don't have to wait. In my opinion that waiting period sorts out the
people who really needed medical care and those who didn't.

Yet another legislator, influential in all stages of the process, explains his

view of the rationale behind the policy:

| said to myself, "What is the policy that convinces us that we should fund eight
transplants as opposed to nine? What do you tell the ninth person or the tenth person?
And why do we spend money here instead of prenatal care or some other place? And the
fact is, there was no policy. And | visualized in my mind: If we'd had this big list, of all the
services that you could possibly provide--and transplants were not on it at this point
because we'd already discontinued funding them--and decided to take transplants and
put them at the top of the list, and not put any more money in, we would see very
graphically what would fall out, what services would no longer be provided. And | said
'‘Aha.' if we had this kind of information, the legislative debate would be a lot different.
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Someone was going to get squeezed out somewhere...and legislators couldn't just take

the easy way out.

The former OHD official makes the assumption that this explicitness,

based on human values, makes better policy:

The concept [of SB 27] is: "Since we must make budget decisions about benefits for
people on Medicaid or state insurance programs, we could make befter budget decisions
if we put our benefits in some kind of qualitative order. f we knew where the margins
were that we ought to be debating about, we would have confidence that we had
protected the most important parts of the benefits package.” That is the whole central
concept of a list of prioritized health services. Put services in some priority, independent
of the funding choice--the funding decision has to be made by the legislature, looking at
all the things they can do with state dollars--and give them a decision-making instrument.

The same influential legislator goes on to explore the larger context:

There are three questions you have to ask about a health care system: Who's covered,
who pays for what's covered, and what is covered. Every Western nation in the world has
answered the first two questions: universal access and most of them have a government-
funded basic package. The United States hasn't answered answered any of the
questions. But the one question nobody's answered is what's covered. Including
Canada, including Australia, Including Great Britain. Our difficulty in Oregon is that we've
tried to answer all three of them together.

The critical legislator, who reminded us above of Judeo-Christian values,
might well agree that people get "squeezed out;" his disagreement here is with

the criteria used to perform the "squeeze™

Every time you hear the term quality of life discussed, be very dubious, because the
effect is usually to preserve the incomes of the health care establishment per se. This is
something that very few people have touched on. Quality of life arguments and the quality
of life rationing process is also basically an economic process...They tried to assign
certain values to certain aspects of health. The original formula had death as a value of 1,
and having to wear glasses as a value of 0.1, so in other words, the economic value--the
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quality of life value, the formula value—of saving someone's life was 1, the formula value

of giving someone glasses is 0.1...First blush, that seems acceptable. It's not the least bit
acceptable, because 11 pairs of glasses have more value, more quality of kife value, than
one life. And you get to the point where you are making your heaith care decisions not
based on lives you can save, or on the sanclity of life.

Finally, a physician member of the Health Services Commission, circum-

spect about the gradual process of crafting acceptable policy:

This is a first-generation list. It has lots of problems, such as co-morbidity, that we tak
about a lot. It will be humbling; this primitive list will get more elegant as time passes.
This first pass will look like accounts of surgery a hundred years ago look now when we
read them. But our efforts are consistent with the oath to "do no harm.”

b. The Politics of Rationi

A former legislative staff member, now a lobbyist, is attuned to the politi-

cal ramifications of the Oregon Plan:

The most often expressed explanation [for the Oregon Medical Association's support of
SB 27} is that the life-and-death decisions, decisions about who gets heaith care, are too
much to place on a physician, and really ought to be borne by the whole society.

The idea that the State of Oregon is committed to universal access is now accepted by
majorities of just about every constituency group, and that goal occupies one of the center
rings in this multi-ringed circus...I'd say that is fairly significant progress. Itis interesting to
note that if the program fails, it will probably be due more to disagreements among people
who share that common vision, but have different ideas of how to attain it, than it will be
those who don't feel health care is a right, the people who'd vote no on anybody's plan.

The critical activist, whose theme above was the plan's disproportionate
effect on poor people, sees politics as a culprit:
If the legislature tries to inject the funding into Senate Bill 27 that is needed to provide

an acceptable minimum level of health care, then you are looking at something that is
going to blow the top off the state budget, way more money than the state is willing to
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appropriate. Especially after the effects of Measure 5 [a revenue limit referendum), it is

going to be difficult for legislators to fund it to any acceptable level. So then you look at
insufficiently funding it, and the implications of that are disastrous to that section of the
population. You'li see so much public outcry that it will kill the measure. There is nothing
in this bill that says that a minimum level of benefits has to provided. The system is based
not on a minimum level of acceptable benefits, but a system based on "What can we
afford? What are we willing to pay for as a state legislature.”

| see a tendency on the part of the health Services Commission to consider things that
will or will not be palatable. The whole point of the process was to make an objective list,
to look at things in realistic terms. If all of a sudden we begin to make opinions and
political influence a part of the process, then | don't think we're any better off than we are
now. So much of what's going on now is influenced by who has the strong political voice
and who doesn't. Take the case of the AIDS-infected community. From a pure economic
standpoint, you are looking at health care that's very expensive, and not very cost-
effective. At the same time, you have a lobbying group that has done an excellent job of
getiing its point across, and therefore has been very effective at getting the type of heaith
care and the resources that these people need. Supposedly, SB 27 was an attempt to get
away from that, to make decisions more objective. Despite its best intentions, | see us
getting back in to what is politically palatable.

B. RIGHTS

As people respond to the question of a right to health care, much of the
uncertainty and ambivalence raised in the prior discussion of rights comes
through in their words. The responses also demonstrate the proximity in
people's thoughts of the rights concept and the idea of a decent minimum. (This
explains why, although these ideas are treated separately in Chapter 3, they
are collapsed together here.) The interpretation of a right to health care
appears to be so individualized that they responses may be grouped only
loosely. The general schism is between those informants who believe it to be a
human right and those who find health care to be an obligation carried by

society.
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Among the former group, some saw the right clearly and absolutely.

Others viewed health care as a "limited” right, which suggests that Senator
Kitzhaber's call for limit-setting is widely shared among those who played some
role in the process. Because the philosophical rationale for the idea of a
"limited" right is so difficult, the expression may illustrate participants'’
discomfiture with explicitly denying services. They hold on to the language of
rights, incorporating it into their growing belief in the need to set limits. The
apparent contradiction often finds its way out in their words. Still within the
realm of rights, some others see an individual entitlement to society's resources,
to ensure survival. A few construe the right in somewhat idiosyncratic ways.
Those who portray the matter as a social obligation largely see the
entitlement as a reflection of a society's wealth. The section then concludes

with an eloquent statement tying the two strands together.

1.HEALTH CARE IS A RIGHT
a. A Right is a Right

A former legislator, supportive of the Oregon Basic Health Services Act
during his term, sees the efforts of the Oregon Assembly as moving in the right

social direction:
Health care is too important to merely be a social obligation; it should be a right in the
constitutional realm...not just a market-directed good

The lawmaker who strongly resisted the Act sees an unqualified right,

framed like his view of rationing, in moral terms:
| do believe there is a right to health care. You're looking at a fugitive from the 70s...the
value is a basic Christian-Judeo value. | think that life is sacred. Don't try to nail me down
as some type of right-to-life nut—- I'm not, I'm pro-choice. But it comes down to this: we
have a duty to preserve life. |think the current ability to get people to check out early--the
Death Cult, with euthanasia, and the right to die, and the good Efe, and...those nuts down
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in Eugene [The Hemlock Society], is all synonymous with a degradation of some very,

very basic values. Human life is a basic value.

The lobbyist and former legislative staff member, whose attention is
primarily on the political realm, moves into the moral life of society for a few

thoughts, but his preoccupation is clear:

It's my view that the right to life and the right to a high quality of life is one of the
freedoms that we should participate in as part of this common culture we maintain in the
United States. Whether | could trace that back to the constitution or not, | don't know. But,
| do believe it's a human right, and there needs to be equal opportunity to access,
because of its relationship to quality of life. | do support the court opinion that the
Medicaid program is an entitiement, is a property right, in that once having been given
belongs to the people for whom it was meant--that is, to people who are poor and unable
to purchase care on their own without public assistance--as opposed to charity, which we
give every Christmas. Or almost every Christmas.

The activist and lobbyist, whose vocal opposition to SB 27 did not keep
him from participating in the process, doesn't view as essential any
philosophical rationale, although he can conceive of a few, including the equal

protection argument:
| think everybody has the right to health care...| heard somebody try to make the
argument that in the Constitution when we talk about life, liberty and the pursuit of
happiness, that technically dictates that everyone has access to heakh care. | don't know
whether explicitly the Constitution says that, but philosophically, why should people have
to suffer purely because they're poor, when medical technology can provide so many
benefits.

You aiso have to look at the NIH, and the public health care grants that have been
administered throughout the years, and an awiul lot of public money has gone into
developing a lot of these technologies. If we're going to use public funds to develop these
new technologies, then the public over all should be able to benefit.

The physician-Commissioner puts forward the same intuitive--almost

visceral--response to the question of rights:
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The way | see it is that an individual has a right, in the society in which they participate,

to have their heatth needs attended to. If 1 were a philosopher, it might be different, more
precise, but | feel like it is a right.

b...A Right with Limit

A lead staff member of a state human services agency exemplifies the

dilemma between rights and limits:
| do believe that everyone should have a right to a basic level of health care--not
everything science has to offer. | shouldn't get the same care as a billionaire. | don't think
we can use the health care crisis as a rationale for a redistribution of wealth in our
country--that's really what you'd have to do to have everyone be equal.

This official of Oregon Health Decisions, who argued above for an
applied view of facts and values in rationing, here demonstrates again a

synthetic outlook:

Health care should be a right of being human. Whether you get health services
shouldn't depend on who you work for, where you live, what kind of health insurance you
have, or how much money you have. The public generally says, "health care is a right, but
don't raise my taxes" but so far the public hasn't demanded in such a way that it's come
out of the political system. It is a right more analogous to food or housing. It is not an
absolute right to everything--resources are limited, and you have to prioritize, set imits, set
priorities. But | believe that people should have a basic, or some minimum, access to a
basic set of services. You might also approach it as whether it's an injustice if people
cant get health care, and are unnecessarily handicapped because they can't get access
to health care.

One legislative aide, who later related his observations from travel in

abroad, frames his conception of limited rights in a social context
| do believe that we have a right to health care, in a very pragmatic sense. Underlying
the success of a nation, of a society, and lending to the success of a great many other
pursuits, is a certain level of health among the citizens. It's a tremendous strain on
resources if people are not of good health. The right is to a minimal level of health care,
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as well as such things not normally thought of as health care but important to health, like

nutrition, vaccination, safe water, sanitation...More advanced health care is not a right, but
basic services definitely are. "Basic” is defined by resources and population--this is what
| mean by pragmatic. The right is more related to prevailing circumstances than it is a
birthright. For example, the Sudan can't provide what the U.S. should.
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c. A Citizen's Entit :

The entitlement phraseology is helpful to many who wish to avoid the rights
term, while setting health care within framework of social benefits. The

legislator who played a key role in the process takes such an approach:

if you assume everyone had a right to health, then individuals who want to smoke and
drink and pursue self-destructive behaviors have no individual responsibility--society
owes them health. If you take care of yoursel, | think you should have an opportunity
under this society, if you have personal needs, to have access to some fundamental, basic
level of health care, as well as good nutrition, housing, education.

Health care is not an end, it is a means to an end. It has intrinsic value only to the extent
that it improves or maintains or restores health. So | think people should have an equal
opportunity to health. That means that they should have access to a certain amount of
health care--that amount of heaith care that we know produces health--but they should
also have access to housing, shelter, nutrition, transportation, and other things that are
critical factors atfecting health.

For example, a mother is denied prenatal care not just because she doesn't have
insurance for it, but also because of transportation barriers, communication barriers, lack
of day care. Clearly, infant mortality reflects a lot more than a lack of prenatal care: you
have to factor in housing problems, environmental problems, teenage pregnancy,
substance abuse. So the issue to me isn't really health care, it's health.

Entitlement language also seems appropriate to the legislator who holds

a different, more ambivalent view of the Oregon plan:
I guess | have a basic ethical point of view, that everybody should have access to
adequate health care. | believe that it is just as fundamental as not wanting to let people
starve on the streets, or drift about homeless.

d. A Potential Right

Another legislator, who supported all phases of the process, finds a right
to health care conditional upon society's stage of development; he calls this a
"latent right:," and he share's his former colleague's view, expressed above, that

once present, it should be codified:
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| think we have a right to health care. Ilt's not one of those fundamental rights. | think it's

a right that comes when a society reaches a certain point of affluence and development. It
would be foolish to say that in a poverty-stricken third-world country everyone has a right
to health care to the extent that the government has to make that its first priority. lt's a
latent right that at some point in a society's development, emerges. And it certainly has
emerged here. It's just wrong to have an affluent society which denies health care to
some of its people. | don't see how you can justify it. It's not a legal right, but it might be
one that someday we'll embody in a statute or maybe even in a constitutional amendment,
and make it a legal right.

2. Society's Obligation
The community organizer and lobbyist understands the political value of

"enlightened self-interest.” She frames the rights question as a win-win

situation:
We as a society owe it to our economy, owe it to our businesses,owe it to future
generations, owe it to the development of our children, the educational capacity of our
children, to provide basic health care to all of our citizens.

A citizen participant in an Oregon Health Decisions town meeting also
takes a utilitarian approach, but appears to derive it as much from skepticism as

from hope:
| don't know if we have any human rights. That implies that there's someone around

who will give us rights, or that someone can bequeath upon us certain things...if | went to
another country where the government hasn't [granted a right to free speech], | woulkdn't
expect that | should have it...| don't know if we have any rights to life, liberty or the pursuit
of happiness, or health care. Aside from that universal idea of rights, | think it makes good
sense for governments to provide health care to their citizens, in terms of economics, in
terms of productivity for their citizens, a contented citizenry.

The legislative aide who was close to the process stays within the
boundaries of society's role, but makes more a moral and political argument
than a utilitarian one. But like those who spoke of a "limited right,” he too weds

the obligation to a sense of limits:
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If a society has the wherewithal to provide a certain level of health care, then it is an

immoral society that does not do so...In a pure form, | would say that health care is not a
right, that there is a imit to what people should be given. The process here forces that
question. It makes the state of Oregon sit down, through its ninety elected representatives,
it chosen form of self-government, and debate the question: what is the level below which
no one in the state should be allowed to fall?

A citizen who participated in an Oregon Health Decisions meeting in
1989 did so as part of a sense of social responsibility. He sees that role as a

one instance of a pattern of interdependence in society:

What | really feel is that human beings have the responsibility of setting up systems that
care for one another. | generally think of it more in terms of the responsibility of the system
or the society than of the rights of the individual. | consider the Reagan administration, for
instance, to be the most irresponsible administration I've ever known and maybe in the
history of the country, because of the way they hacked at any kind of people-caring
system.

3. A Thoughtful Synthesis

The former Oregon Health Decisions official who so eloquently stated the
case for a search for values in an explicit rationing process also has carefully
formulated a position on the question of a right to health care, one that reflects
people's ambivalence and uncertainty, but leaves the listener with a sense of

meaning:

I'm persuaded that we have at best a "manifesto” -level right to health care. This means
that there is no legally-established right, and there is no clear moral philosophy argument
that nails it down on which everyone could agree, but that it makes a lot of sense in a
context of community--a community ought to provide this. So | have simply stopped trying
to make the case--the philosophical case--with all the baggage of rights. | was persuaded
in this way in part by the President's Commission report in 1983, Securing Access to
Health Care, where they simply said whenever this comes up, people get into a big
dispute over "Well, Okay, there is a right, now who really has the duty? To whom does the
duty fali?" And the effort to actually make practical movement will crash on the rocks of the
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philosopher's debate over whether there's a real right, a natural right, a legal right,

whatever.

I'm also persuaded by the kind of reasoning that was used by a philosopher named
Michael Walzer in Spheres of Justice. He writes that the sense of a right, or the sense of
obligation or owingness of access is really on the community. The social affirmation of
certain desires give them standing as needs, and needs ignite the notion of rights. But
they are all community-derived. Of course, once something can be seen as a need, if any
form of collective financing is used then anyone left out has a double insult.

C. COMMUNITY

Discussion of the role of communities in the unfolding of the Oregon Plan
dominated the interviews. In part this is a result of the interview structure and
focus, but the informants' excitement--or agitation--about the subject also may
have influenced the attention it received. | did not seek to define the term
"community,” because it seems to have taken on a specific contextual meaning
within the debate in Oregon; the term appeared to be used with currency
between informants. The use seems to relate to a motivated or mobilized
citizenry, although the degree of such mobilization is in dispute among
participants.

The responses cluster along four primary lines: (1) The process of
community participation; (2) the effect of community participation upon the
substance of the Oregon Basic Health Services Act; (3) the effect of such
participation upon the communities involved; (4) and, in light of any marked
effect on the substance, an exploration of distinctively Oregonian characteristics
within the resulting policy.

The first topic complements the material in Chapter 2, presenting some
interpretive variation on the process and the validity of the process. Here the
accounts are broken down by critics and proponents, and each of these is

segmented further according to the nature of the remark. Discussion of the
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second topic is limited primarily to policy effects, although some speakers

allude to other effects. Comments on third topic relate both to political impact
upon the communities and to psychosocial impact. The last question, "What is
Oregonian about the Oregon plan,” elicited many different interpretations, and is
presented without imposed typology.
1. PROCESS
a. Skepticism and Problems
i. Selection Bias

The senior legislator, who has expressed mixed feelings about the plan,

is unambiguous in his skepticism about the validity of the results of either the

town meetings or the open Health Services Commission hearings:

I've been involved in lots of things where we've had hearings about them. We'd have
hearings in a number of different areas, but the same people would show up, so we'd
hear the same people. Or, we'd have a hearing, and three people would come, and the
question was, did that represent a community of 5,000 or 10,0007

The town meetings were well-attended, but some who were involved are
sensitive to the criticism of a socioeconomic and ethnic/racial slant at the
sessions. The state agency staff member who participated both in the design
and in the administration of meetings shares these reservations, but expresses

frustration:

Some of the problems are really unavoidable, in terms of getting... poor people to come
to a community meeting and feel that their voice is going to be heard; it's a different thing
to address. Most people who feel powerless don't usually come to things like this...We
worked very hard at having some meetings held in Spanish with Spanish-speaking
people--1 think we had some success with that. Trying to get the Afro-American population
involved--sending people banging on doors to let them know of meetings, and them not
coming anyway, | mean, how do you address those issues? Those are things that | think
we all recognized when we looked at the demographics of the people who did attend
those meetings.
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The community organizer also was frustrated with the selectivity of the
participants at the town meetings. Her criticism, however, relates less to a
skewed outcome than to skewed assumptions at the outset, assumptions that

then shaped the entire debate:

Oregon Health Decisions is a provider-based organization. The majority of folkks who
came out were not the people who are going to be first and foremost affected by this
process, which are Medicaid clients and low-income, uninsured working Oregonians, but
you had to be in that provider, academic network in order to know about the community
meetings, although they really did try to do outreach. People were more interested in a
philosophical debate...When the folks in the [consumers'] coalition found out what was
going on, they said, "This is wrong. These are the wrong questions.” Because the first
series of community meetings tried to get people to look at one health care dollar and
make a decision where to put that health care dollar on this chart. The chart had four
columns across and four down. The seniors said "This is nuts.”" Of course this is going to
lead people to say that preventive care for children is more important than acute care for
seniors or care for chronic conditions for seniors. But that's not the real issue. The real
issue is that our dollar goes for a lot more than benefits. Maybe 60 percent of that dollar
goes for benefits. The rest of it goes for profit, insurance company administration and
marketing, to a variety of things that have nothing to do with the benefits that consumers
get and in fact detract from their ability to get benefits.

That's the frustration...when you go in and your questions are framed like that, you
respond to the question; but the question is much bigger than that...That was the
philosophical opposition to this process. It was a gut-level reaction from consumers who
know that there's more to the health care system than just benefits, who rebelled against
the idea that the only way to solve the crisis of increasing costs and decreasing access is
fo reduce benefits.

ii. Stifling Creativit
Two informants--the only citizen-participants in the sample--attended

the same Oregon Health Decisions town meeting in 1989. They shared the

observation that facilitators were divided between an apparent need to satisfy

an organizational agenda and a desire to entertain a wider discussion. Both
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participants believed that the facilitator erred to far in favor of the OHD

organization. The first speaker is active in community affairs, particularly

regarding health:

A lot of people had very strong feelings that the process was not designed cormrectly. It
was designed to elicit certain viewpoints, which it did. The categories--things like quality
of life, prevention, general value types—just iritated people to no end. They were saying
something that was teribly important, but they didn't feel that it it into the category that it
was put into. So people kept saying, "Just istthem! Don't put them into these pre-
determined categories.” When people come to a meeting like that, they just want to get
something off their chest. That was the weakness of the process.

The following speaker is a local health professional, only moderately
active in civic affairs. He was animated in describing the gathering, but
expressed enormous frustration with the process and consequent skepticism

about the outcome::

| had very mixed reaction to the experience. | iked the idea of it very much, and had
participated in similar types of things with other groups. I think that brainstorming with
groups of people is a very productive activity, and we came up with some very interesting
thoughts. The people there were all excellent and all had very good ideas, and we had a
very good discussion...What was frustrating to me then, and to a lot of the people there,
was that there were pre-determined categories that the leader was putting our responses
into that didnt necessarily fit the ideas that we had come up with. Our group and other
groups became angry. She [the facilitator] would put a check-mark in a pre-determined
category and not write what we had actually said...our actual creative ideas were not
going to get recorded anywhere; the feedback is not going into the system at all.

She only changed her system when people became vocally very insistent. | think it's
insulting to an intelligent group of people for them to go through a creative process, and
then the kind of feedback they see is a check-mark in a box. And people were insulted by
that.

1 had a lot of thoughts at the time, and meant to write a letter saying it was not a valid
process...It began to feel like a manipulative process...| think that may work with a lot of
people, but these folks had brought together some of the most highly skilled people in the
community, and they knew better. They need to be a little careful with the process: do they
really want to bring in creative people and take their real thoughts, or do they want



107
validation for what their own thoughts are? In this case, what they seemed to be after was

validation of their own thoughts, and setting the group up to do that. And the group didn't
like that.
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iii. Qut of Their Depth
The last critic of the process, the activist and lobbyist who stayed
involved despite rejecting the plan, is skeptical of the principle of citizen

involvement, both at the town-meeting level and the survey level:

| have some mixed feelings about the community involvement. | guess it's good to get a
general perspective as to what the general public thinks. But at the same time, we're
dealing with some issues that are very complex; scientific issues which the lay public
certainly is not going to be very learned about. From that standpoint, you have to take
what the public says with a grain of salt...Public input is vulnerable to a high level of
subjectivity. You can certainly get good input as to attitudes, to make some general
decisions about health care choices, but ! think it's very difficult to put that into numbers
that will be plugged into a formula.

The other problem is that when you talk about the quality of well-being, we're essentially
talking with well people, people who, for the most pan, did not have any health problem,
and asking them about what it would be like to be sick. | think if you'd have asked sick
people, "What is like to be sick,” you'd get a totally different array of answers. You're
going to see things like preventative health care come out very high. Not because it's
more cost-effective, but more from the standpoint that nobody wants to be sick. So of
course that's going to be their primary focus. I feel well, and | don't want to be sick,
therefore preventive health care is a high priority for me.”

b. Advantages
i. Selectivity
One OHD official, the physician, sees some benefit in the selectivity of
the town meeting process. Although he understands that the process is not

inclusive, he sees a "silver lining:"

The report represents people who have a concern--unknowingly, of course--about
giving meaning to sacrifice. It represents people who will ask publicly, "Isn't there a better
way?" Yes, 85 percent are from the professional class, so you may wonder if the debate
has any relevance to them. These are people to whom society grants implicit authority by
respect. It also demonstrates that the community meetings weren't about the lunatic
fringe--people out for coverage for rubbing with carrot juice or concerned that flouridation
is poisoning our kids or believing that the system can only be seen as a problem.
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The former OHD executive is more equivocal, and more descriptive, in
discussing participants. He sees the act of participation as the redemptive

characteristic of the "community” component of the plan:

How do we elect presidents, how do we run a representative government, how do we
move policy forward? We really don't do it by scientific, random-sample surveys; to some
extent, the politicians play to them, and try to manipulate them. I'd portray [the OHD
process] quite simply as an exercise in democratic process. Democratic process means
taking responsibility for the community in which you live. A problem of American
democracy right now--on any front, whether it is education or health care or transportation-
s that most of us are generally fairly well served, so we're just along for the ride. Not
complaining, just riding. We complain about taxes, but we don' take responsibility for
either the good we do with taxes or the evil we leave. We have a problem of alienation
from democratic mechanisms broadly in our society, and most alienated are people who
are least well served by the democratic process.

So | am not surprised that we have great difficulty getting alienated and underserved
people to participate in our meetings; they have no strong reason to believe that
democratic process serves them well.

ii. Creativity Within Limits
The Oregon Health Decisions executive is, quite naturally, enthusiastic
about the contributions of a process he helped to design. His language may
confirm some of the community organizer's criticisms, and he openly
acknowledges the conflict between structure and creativity, but his conclusions

differ from those in the "laypersons™ accounts:

It turns out the format of a community meeting is pretty important if you're going to have
50 of them around the state and you're going try and draw some conclusions from those.
So you need to have a format that is much more structured than just everybody complains
or comes in and says what's on their mind. But it cant be so structured that people feel
they're being manipulated by the structure of the meeting.

It's a little hard to get the general public to talk about their values--it's a bit of an
academic, conceptual term. so the facilitators who we trained from around the state to
conduct these meetings had some guidelines for how to tak about values--to explain to
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the public what we mean by values-—-and some examples of medical conditions to think

about which one is more important 1o be treated and which is less important. These were
only given as examples to spark thinking to get behind initial impressions, to thinking
about why? Why is something more important than something else? What's the value?

Each table would report and the facilitator would write up the values that they had, and
discussed, and should be used, verbatim, on a board. So each community meeting had
all these, and each facilitator had forms to fill in different values. Often, the tables would
come up with some of the same values, and if it was stated differently, they would either
modify the statement so it captured both of them if they were pretty similar, or just keep
them separate--whatever the group wanted. These were tumed in from each community
meeting--however the public reported their values. In reviewing all those, we looked at
the values and put them in clubs.

There was no template; we wanted to provide a forum for people to clarify and discuss
their values. it didn't make any difference to us what those values people had. We were
more interested that people can express them, and that they can be conveyed to the
policymakers.

iii. In Their Element
The state agency worker who participated in the planning and execution

of OHD meetings sees citizen participation as a validating measure:

I think the perceptions of communities are important because they view problems not
from CPT codes or diagnoses, but from what's important to them. | think you have
incorporate that into any planning process, to see that what you're seeing as the problem
is really the issue.

The physician-legislator believes that the priority process comes more
naturally to lay citizens than to health workers or elected officials, further

confirmation for him of the central role of citizen participation:

One thing I'm convinced of, after going through this sometimes extremely uncomfortable
adventure is that the public is far more willing to make these choices than are physicians
and legislators. They understand limits. They have to balance their budgets. If you say to
them, "If you had four children and you could give one of them a liver transplant but would
deny health care to the other three--immunizations and right on down--what would you
do?" They can make that judgement call...they can make those choices.
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The OHD physician sees a rebirth of his colleagues’ faith in their

profession reflected in their participation in the process:
| hear only dissension and despair within the medical community. The golden years of
the 1950s have become sooty. But they seem to be somewhat brightened by the idea that
doctor and patient can once again join in these decisions--as they once did, as they do in
the Oregon Health Decisions process--and get the best out of the process...Critics, on the
other hand, have little tolerance for the ambiguity inherent in the human condition. They
would rather project evil around them than recognize it within themselves...

2. IMPACT OF COMMUNITIES UPON THE OREGON PLAN
a. Impact on the Process

The lobbyist and former legislative staff member, who has observed the
influence of the town meetings over time, sees them as the key to the plan's

Success:

The Health Decisions process, which is after all a community and public participation
process, is the greatest benefit and single defining characteristic of Senator Kitzhaber's
plan. Ideally. Not necessarily in practice.

The plan has certain characteristics that would not have been arrived at by a group of
health care professionals working in isolation, particularly the emphasis on preventive
programs and on mental health programs. Those are largely due to what people said
they wanted, and what people expect out of their health care system, at community
forums. It certainly heightened the sensitivity of the Commissioners to those concerns.

The Health Services Commission staff member sees political advantage

conferred by the community element:
Because of the community involvement prior to Senate Bill 27, and the fact that Senate
Bill 27 reflects the Parliament process held by Oregon Health Decisions over the early
eighties, we haven' been subject to recall or to people being scared, if you will, by the
sensationalization in the press.
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And a state legislator has watched the plan's main proponent develop

under guidance from the participants in the town meetings:

The OHD process, going clear back to 1983, has left more than a mark. The policy itself
arose out of that process. John Kitzhaber's ideas were formulated within that process,
because he was part of that process. There was a recognition of a need to allocate
resources in a rational way, and to recognize that we can't do everything for everybody, or
at least at this stage in our society we're not willing to.

b.. Impact on the Qutcome

The health services agency official watched the process closely, as if for
intelligence about the coming changes in her own work. She noted some

specific changes:

It was very clear through those town meetings that people really value preventive care
when it comes to ranking services...that was a really important piece of information to get
from those meetings, and it has allowed the Commissioners to give it a higher importance
than maybe the scientific process would allow.

The HSC staff member observes that the influence can be broad as well:
Depending on where you were, different issues came in. For example, in Portland you
have flouridated water. if you are in Medford, you drink well water, and all of a sudden the
topic of flouride put on kids teeth is real important. The topic of flouride in Portland is not
important. So you have environmental or demographic variables made visible by going

out in the community.

The physician-Commissioner found the community meeting input to be
less helpful overall than the testimony from public hearings, which, although

perhaps more anecdotal, had a direct appeal:

Its hard to say what effect the community meetings had on the outcome. | admire the
intent of the process, but the meetings didn't draw a good cross-section; the process
solicits input only from selective segments of society. But the public hearings drew more
poor and potentially affected people in, and these were qualitatively very influential.
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The consumer Commissioner will use both community voices in her own
deliberations:
When it comes gets right down to it, we are going take what we see is right and move

things around, and what will guide us is the values that were gleaned from the Oregon
Health Decisions meetings and from what we heard in testimony.

Despite the optimism for a positive effect on policy by community
participation, the state agency worker who also served with PHD reminds the
listener that how the community preferences will operationalized is an

unanswered question:
We sitill don't know how that's going to translate. The number-one thing was prevention.
Well, what does that translate into in terms of services that are paid for, and how does that
turn into a change in policy for the state? Our health division doesn't even have a
coordinated health education section. We don't have health educators working with the
private sector to do prevention activities, and | don't see that happening.

3. IMPACT UPON THE COMMUNITIES BY PARTICIPATION
i. Political Impact
The political impact of participation in the SB 27 process upon
participating communities may be seen in the health field and outside of it; and
may take the form of town meetings or be less structured.
The key legislative aide looks at the health field and the OHD mechanism

and sees a lasting change:

The Oregon Health Decisions process further develops the sense of social responsibility
that surrounds these issues. Suddenly you have a situation where communities across
the state have a wider and wider segment of the population involved in thinking about
bioethical issues and about the way our health system doesn't work. It expands and
raises this issue in the political realm, legitimizes the issue in the political realm by having
that kind of environment.
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Some informants, though , consider potential developments outside the

realm of health care as even more promising. The physician-Commissioner,
who derived so much guidance from the open testimony, hopes that the process

will set a precedent:

The public hearings will ultimately have an effect on the communities. The civic process
opportunity will have a snowball effect--people will bring new people into the process. A
telephone survey cant do this. Also, the "no constraint™ format--except time-- as opposed
to having a facilitator with fixed ideas, contributed a lot; people could say whatever, be
contentious. It was your opportunity to make a statement with an influential audience. For
most people, it was the only state-sponsored invitation to tell their problems with health
care, their view of health care, hear kindred spirits, network, whatever, that they ever will

get.

The physician legislator also looks beyond the medical field for durable

effects, and finds them in the OHD process:

There's a framework out there. f now we began talking about health, health care being
just a part of that, | think that format lends itself very readily to those kinds of discussions.
The debate over the homeless, for example, is a very amorphous, nebulous kind of
debate in terms of constituency. But the homeless, if you could focus that problem, and
begin to recognize that homelessness is not just being without a house, that
homelessness means that you don't have the same kinds of opportunities other people
have to have good health, or to have educational opportunities, or a job--then you couid
see that kind of activism developing. But you have to link it in with something more than
just hopelessness. And that's what we've done with the debate in Oregon.

Community involvement leads to broader and broader interest in participating in these
kinds of decisions--that is the single most important thing.

The HSC staff member's optimism is not constrained by any process or

any sector of society:
As the more explicit decision-making begins, and the whole arena of heaith comes up,
meaning housing, education, economic development and security, as well as
environmental quality, then you'll see more activity in that area, trying to make sure that it's
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not special interest groups, but rather an overall policy that blends everything together

toward a higher goal.. There is already some Increased activism, particularly In education.

In the view of the former OHD official, the community involvement confers
a participatory quality on the process that distinguishes from political processes

that came before it:

The difference is not so much in content so much as in the overall quality of the product.
A good idea is a good idea, and it doesn't matter who comes up with it. We normally
exercise our democracy largely by relegating it to elites—intellectual elites, political elites--
and that tends to reduce the rest of us to the role of ignorant bystanders, probably well-
served, neither guilty nor worth of praise. | think the difference is that we have deliberately
unleashed something that intends to make the general public not be ignorant bystanders,
but people who take ownership of the processes that come along.

ii. Psychosocial Impact
Participation in the community component of SB 27 may have
psychosocial benefits either to the community involved collectively, or to the
individual participating as a citizen. One of the lay participants at the OHD

meeting observed a community effect:
There is value in the sense that everybody there was so tickled to see such a crowd of
people who are concerned. It bolsters you, if you have an axe to grind, to see that there's
a whole lot of other people with the same interests and concems. | don't know if people
felt "My participation had meaning,” in terms of getting something done. At my age
though, | think I'm getting pretty cynical about citizen participation.

The individual effect may be an enhancement of self-efficacy in the
health realm, an understanding that the citizen's contribution to decision-
making, i.e., values, are significant and worthy of attention. The key legislative

aide expresses this belief:
For most people, it is tough for them to go into their physician to ask questions, or to pin
the physician down or to impose their value structure on their physician. We are
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socialized to give a certain amount of deference to that person. [This process]

encourages an equal footing...they feel much more enfranchised in saying, ‘you know,
these are my values: it's not that important for me to live at all costs...my quality of ife is
what's important to me." Medical practitioners are trained to think that it's in the patient's
best interest to do everything possible this allows people to say that there are trade-offs,
helps them develop some clear thinking

4. OREGONIAN CHARACTERISTICS

Informants were divided about whether the substance or process of the
Oregon Basic Health Services Act contained elements that are distinctively
Oregonian. The logic of the inquiry was related to the assertion that the
community component had impact--did it matter that the communities were in
Oregon?

Of informants who believed not, only those affiliated with OHD explained
the belief; generally they believe that the community findings are more universal

than local. The physician-legislator finds an essentially human element:
Oregonian? | don't think so. That's a gut feeling. Once you get the theologians and the
philosophers off here and actually talk to real people, | see this commonality...the same
kinds of concerns people have, the same questions that they raise, the same frustrations
that they experience.

Whereas the OHD executive and the former OHD executive both detect

something essentially communal:

What is distinctively Oregonian about the process was that it was done in Oregon.
Attendance was higher in smaller communities. People know each other; there is a
tendency for people to know who each other are, and sit down and talk about things,
rather than politically posturing about things.

The values reflected in the report are American values; part of the reason we are able to
hold ourselves together as a widely distributed community is, in fact, shared values.
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Those informants finding an essence of Oregon in the plan for the most

part focused on boldness, its departure from convention. The voices that follow
echo this theme:

The HSC staffer:

Not being an Oregonian, | can say that they're willing to stand behind what they say.
This is a somewhat homogeneous population, somewhat conservative, and yet they're
willing to take stands on hard issues, and | think that's Oregonian. They did it on the
environment, and they're willing to do it now on health.

The supportive legislator:

Oregonian?: Something about this society [Oregon] makes it more able to make
societal decisions before others are ready to do so. That's true in land use and
environmental protection. | don't know that this makes the societal values different, | just
think ewe seem to be able to formulate them or express them. | doubt they're much
different.

The legislative aide:

Independent thinking. It sounds cliche, but | think It goes back 1o being the Pioneer
State that it was. | think there is a real pride in independence, independent thought here
that might enable us to pursue new paths that haven't been pursued.

The resistant lobbyist:

My feeling is that this is uniquely Oregonian. My sense of Oregonians is...a certain level
of independence. We are able to make decisions about our own lives, take care of
ourselves, and, where necessary, we are going to fight federal guidelines. And along with
that the state, over the years, has been successful in getting certain waivers, because it
has had some powerful people, especially in the U.S. Senate. Senators Packwood and
Hatfield sit on important committees, and from a legislative standpoint, from a regulatory
standpoint, we've been able to get what we wanted throughout the years. This has kind of
fostered that attitude that "We know what's best for us so leave us alone.” In all the places
I've lived and travelled, | think that is uniquely Oregonian.
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And the supportive lobbyist and former legislative staffer:

Oregonian? There is in Oregon politics and in the Oregon political way of life an
expectation that they will be involved in political decisions. They are fairly used to
community meetings, and certainly in the areas of land use and the environment it's
become expected that these issues will be discussed in public forums.

The Oregon health Decisions physician agrees that there is a kernal of
Oregon in the Plan, but believes this is the best argument for dissemination of

the model:
The message to other states that have shown an interest in the project is Do not do it the
Oregon way. Do it the Georgia way, the Nebraska way. The policy must rise from below.

D. ACCOUNTABILITY AND EMOTIONAL CONSEQUENCES

As | learned more about the Oregon plan and the process that sparked it,
| became increasingly interested in potential emotional consequences. There
are two main hypotheses in this corner of the inquiry: (1) that the
decentralization of the value component of public policy making would spread
the accountability for adverse policy outcomes to emotionally unprepared
people; and (2) that those denied services under explicit rationing criteria have
greater public appeal potential, therefore a more public identity, which finally
could personalize and enlarge the emotional impact of health service denial.

Although the informant responses in no way resoive either hypothesis,
they do serve as a discovery tool, to expose a slice of the range of responses.
The most salient observation is that among the group | interviewed, very few
expect to be visited by emotional fallout as a result of their allocation decisions.
Although they recognize that the consequences of their decisions are more
visible under the prioritization plan, most informants clearly see the status quo

as more harmful. Among the informants who have already accepted the role of
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policy-maker--the legislators, aides, and Commission members--most did not

feel any more vulnerable to emotional fallout with the new system. Those who
participated in a more peripheral way were skeptical that the process accounted
for their opinions to a degree sufficient to confer responsibility upon them.
Official policymakers agreed, speculatively, that this would be true for the citizen
participants.

Some informants did fear emotional consequences of benefits denied to

Medicaid recipients currently receiving them.

The legislative staff member appears energized by the public-policy
potential of the prioritization process. Further, he notes the importance of

accepting the responsibility that attends his public service role.

Itis a sorrowful specter to see people suffer because of a lack of resources. Admitting
that you have limited resources doesn't alter the fact that you have limited resources, it
empowers you to maximize the good you can get out of those resources. It is not easy to
look and there and say that there are certain people who will suffer as a result of this. The
only thing that makes it do-able is that | am personally convinced that there are many
more who would suffer even more grievously if we didn't.

| faced this stuff all the time in the fire service. | was a company officer on an engine.
There were any number of times when | would come up to a situation and say, 'lIf | send
my people into that, there's a real element of danger. | could be knocking on the door and
talking to somebody's wife.' But we had a superordinate goal. We had a role in that
community, and this is part of what we do to make our community a better place.

As a legislator who stayed close to the process throughout its
development, this physician sees the trade-offs with great clarity. He believes
that the accountability implied by the new plan actually strengthens the moral

position of the policy-maker:
The question is how honest do you want to be with yourself. We have over thirty
neonates that die directly due to low-birth weight--consequences of poor prenatal care in
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this state. Thirty. Plus. There's forty thousand kids that die before their first birthday

nationally every year. Those kids are being killed by legislative decisions to cut back a
program, just as surely as a child that doesn't get a liver transplant...| personally don't
believe that there's a difference in the scope, the magnitude of the human tragedy of the
child who dies an anonymous death in a neonatal ICU, because of an explicit social
decision, and a child who dies a public death due to lack of an organ. | think they're both
tragic, and we shouid try to avoid both of them...But as long as we can pretend those
[anonymous] people don't exist, | don't think there's any motivation to take care of them.
Yes, I'm sure there will be another Coby Howard. But-maybe it's because I've been in
medicine...I've stood by the side of an incubator where a neonate dies of ARDS [acute
respiratory distress syndrome, a common killer of premature infants], and | know that
things I've done down here [at the state capital] have resulted in that, even though | don't
know them individually. But you know, as Huxley said, ‘Facts don't cease to exist just
because we choose to ignore them.’

This former legislator, now a state executive, demonstrates a firm faith in

the political process:
I expect no personal emotional repercussions. When | was campaigning [for the
legislature], | talked to 7000 individuals, only one brought up the Medicaid prioritization
plan. Listen. People die all the time without insurance. By being explicit, we build a
powerful argument to expand the safety net and increase funding for Medicaid.

This optimism is shared by another legislator, who also believes that the

political process corrects inhumane policy:
The fact that such [Coby Howard-type] decisions will be made, | don't think that will
trouble me. As society begins to realize the result of denial of some health care, that they
will expand that list, and we will work toward universal coverage.

The physician-Commissioner finds that the plan accounts itself accounts
for such course-corrections. The checks and balances system spreads thin any
emotional accountability. Similarly, the Commissioner believes speculates that

citizen participants are spared by the load the public sector has assumed:
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The way the legislation was crafted absolved the legislators of any responsibility and

gave the ultimate responsibility to us. SB 27 removes the politicians absolutely from the
list. 1think it's appropriate; they would have been subject to lots of lobbying. Of course,
we are lobbied too, but we have nothing to lose—-we're appointed. But it also woukd have
been inappropriate to make us draw the line, or work within a fixed budget. They gave us
a clean job, and kept the political job for themselves. | won't feel guilty if the line is drawn,
for example, above preventive care for children, because they drew the line.

There will be no public accountability because the public was not adequately consulted.
For that we would have needed more public outreach. | can't say the public really had its
chance, or a chance equal to the Commission, for input.

The consumers’ Commissioner accepts the role’s responsibility only
conditionally. Although she recognizes the stakes, her view of the checks and

balances places the ultimate accountability at a distance:

This kind of thing is not to be taken lightly. I'm not God, I'm just a consumer that's
participating in the process. My job is to advocate for consumers. If the list comes out and
its not funded well, I'll be the first one down there, telling them that | think they should
scrap the program. If the legislature does not fund it to a decent level, then we'll walk
away from it.

The Health Services Commission staff member, whose direct, statutory
accountability is less than the Commissioners’, still feels that her role has had
impact. However, she does not worry that this influence will bring emotional

costs; she, too sees benefit to the compromise:
| expect that there will be emotional cases that will be presented to the press, but | think |
will be able to remember that | have 400,000 people that couldn't even get in to see a
doctor, who now have access, and | will keep it in that perspective. | know that there will
be people denied services.

As a full participant in the OHD town meetings process as well as a state

bureaucrat, this informant surely played an important part in the playing-out of
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the Oregon plan. Her view is the same as the others’, the benefits outweigh the

risks, both in her public life and in her emotional life:

| don't think you can set policy based upon Coby Howard. While we have done that in
the past, | don't think it works on any global level. We really need to separate faces from
the process. Some people get hurt no matter what you do. Now it's just more explicit. I've
seen so many people that had no access to health care, who suffered the consequences
of delayed health care, in terms of disability and disease that certainly could have been
ameliorated long before if they had some access, and that's what we have now. | don't
think this process is going to make it any worse; it will be better.

This state health agency official also sees the benefits in the trade-off of
breadth for depth. Although she feels remote from direct accountability, the
new system adds an impetus to perform better, so that she may contribute to the

most fair policy possible:

| Support wholeheartedly the idea of increased responsibility in explicit decisionmaking-
-I've been able to transfer that a little away from from me, looking at our legislators,
selected by our society, who will make those line-drawing decisions--and so | can move
that part of the accountability away from me. But in my own role in the process...there is a
sense of accountability. | have to do the best possible job.

I'm distanced from the individual that will be impacted. | have not directly had to face a
Coby Howard or someone who has died as a result of these decisions. Although | have
seen people who don't have coverage and some of the results of that, and that's what I'm
willing to trade off. Some people will die, some people will be harmed, in order for more
people not to be harmed, more people not to die.

The former Health Decisions executive is clear about the emotional

shield he uses to maintain his equilibrium:

I think of the 15 percent who are uninsured and unserved, who can't rely on the rest of
us to share their burden. They don't get treatment, and their life gets worse, crushed, and
then they get acute enough that they can get access to an emergency room. Life and
death is not hanging in the balance when most people seek health care. Most people are
seeking a loss of pain, comfort, correction of a crippling injury. | resist the unity that health
care rationing equals life and death.
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This Health Decisions executive carries little official responsibility. He
feels he shares a moral responsibility as a result of his role in the prioritization
process, but that, again, because the policy is sound and fair, the emotional

consequences will be minimal::

A weakness of our system is in human nature. We focus on one individual identified
case as a means for making policy, because it's easy to empathize or identify one case,
whereas there maybe hundreds of other cases that are just as serious or heart-wrenching
but are unseen. Public policy can be manipulated by the publicity of an individual's case,
or by one eloquent spokesman or representative. So to the extent that the public and the
representatives are informed of the whole spectrum of how things happen, | believe that
you get better policy.

if | were confronted with somebody who needed a transplant that wasn't on the list, |
would feel that the policy process had represented me, to an extent, as an individual, and
that the policy represented community values, to some extent. That means there are
limits, and some are going to fall within, and some are going to fall without. With an
individual case | would do what | could.

This informant tried to include her voice during the search for community
values. She is ambivalent about the policy, and fears some emotional
consequences. To protect herself, she maintains a strong skepticism that her

voice ever will find its way into the ultimate decisions:

| don't feel any personal accountability. We were such a very small number, and | don't
know what weight in the formula this process is going get, in terms of the prioritizing.

When they get this finished, and if they have plugged in these values that the citizens
have articulated, and it will mean cutting off supports, and it wil mean denying transpiants,
I think I'll feel very bad. I've gone on to another way of thinking about health care. Now
I'm saying, let's go forward and do it even better: Let's go for a single-payer system in the
state. Let's not have to deny people services. It's at least more equitable than Senate Bill
27, though Senate Bill 27 is better than nothing. And | will personally feel badly if it's
going to be cutting people off from...but if | put on my society cap | will think it's better for
society. So I'll have a personal feeling about it but I'll know that yes, if that's all we can do,
we have 1o do it.
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Finally, this lobbyist and former legislative staff member sees both sides
of the coin for his own circumstance, but agrees that community participants are

well insulated from the emotional risk:

On any given day | can go from feeling very good about what i've done, and that my
part--which was a fairly significant part in its development--was for the greater good, to the
opinion in the same day that what a horrible sham we are perpetuating on people and it's
criminal to take away benefits under these so-called excuses of rationalism, and in fact
we're deserting people who need our help. | go from those poles constantly. So I'm
ambivalent about it, uncomfortable about it, and often feel guilty about it. But at the same
time feel resolved to do something too. | feel I've come to terms with it.

| think attendees are more isolated from the consequences. For them it's more of an
exercise in an ideal endeavor. They may have an area that is important to them, so they
go to a meeting, and if they prevail with their sub-group , then it becomes part of whatever
that community meeting adopts, then will have felt that they've done they're job and can
go away happy. They don't have to see the consequences in very much detail.
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V. CONCLUSI|ON

Retrospective reflection aside, the attention of most participants in the
Oregon process is firmly fixed on the future. Where will the legislature draw the
line? Will the necessary waivers be granted? And from the standpoint of the
Oregon lawmaker, bureaucrat, Medicaid recipient, small-business employee,
these are important questions.

But the outside observer, maybe in another state, who reads what she
can of the Oregon proposal, may ask different questions. Ambivalent about the
plan, perhaps unpersuaded by Senator Kitzhaber's rhetoric or sensitive to the
idea that people now receiving benefits should lose them, this observer may
suppose, It doesn't really matter what happens next. From this perspective, the
outcome is immaterial, but the assertion that certain public-policy benefits have
grown out of the project is, | believe, indisputable. Central among these
contributions, discussed more broadly in the body of the paper, are: (1) the
introduction of explicit and accountable limit-setting into government health
services allocation; and (2) the activation of discussion among citizens,
however limited, about how to set such limits.

In the words of an Oregon Health Decisions informant, the central
premise of Senate Bill 27 is that “Since we must make budget decisions about
benefits for people on Medicaid or state insurance programs, we could make
better budget decisions if we put our benefits in some kind of qualitative order.”
This statement acknowledges the existing rationing patterns--such as eligibility
criteria and provider reimbursement--as well as a desire to move beyond them
into a “better” mechanism; the speaker also reminds us that a qualitative
ordering--a rank based at least in part on values--is critical to meeting the

challenge.



126
Accepting the above premise implies the need for a source of the value

determinations. For Oregonians, the community-meetings process, the public
hearings, and the quality of life survey served this role. All three mechanisms a
have a unifying theme: that the public are expert on the subject of public values.
Of these mechanisms, however, only the first was actually a forum for
discussion of values. The importance of this interactive quality, which appears
on its face to be significant, is unknown; the validity of the Oregon iterations
provide an equivocal standard for judging such importance. But despite
disagreement about the degree of their influence on the process, community
values were enfranchised in the debate over health services allocation

In this paper, | sought to follow the example. In attempting to understand
better the Oregon plan and how it was accomplished, | lay out both facts--
Chapter 2, a chronology of events in Oregon--and values. To explore the latter,
Chapter 3 describes a large-scale chart of relevant thought; and Chapter 4
follows the paths, the values and interpretations, of twenty-two individual
participants in the process. In this way, an understanding is built that mimics the
Oregon process.

In doing so, | offer implicit support to the trend toward communal
discussion of community values initiated by community-oriented organizations,
such as Oregon Health Decisions and the seven of state Health Decisions
groups nationally, as well as other groups in low-income and minority
communities. If sufficiently incorporated in health policy development, this
movement will strengthen health care, conferring legitimacy, ownership, and
moral relevance upon future programs. Further, because health care is special,
because it evokes images of vulnerability and human suffering, because

everybody has experienced it, community participation in health policy



127
development can be a lever for broader, more active participation by

communities in determining their collective future.
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APPENDIX 1

Complete Cost-Benefit Formula
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Appendix |

Benefit/Cost Formula

The information collected at the HSC's public hearings and at Oregon Health
Decision's community meetings will be used to weight the following benefit/
cost formula.

Bn- ©

S 30 30
Y* (2[(pi1 * (1+2dmwj>) - (p,” (1+2da;2W,->)]>
i=1 j=1 =1
[with treatment] [without treatment]

Where:

Bn = the net benefit value ratio for the nth condition/treatment pair to be ranked.

This value will be used in determining the actual rankings of health services trom
highest (0) to lowest ().

Y = the years for which the treatment can be expected 1o benefit the patient with

this condition. This may be the remainder of the patient's lifetime or some shorter
amount of time. '

p“ = the probability that the ith outcome will occur after five years with treatment.
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Appendix | (continued...) : 136

d.] = an indicator variable denoting the presence (=1) or absence (=0) of the jth
health limitation (MOB, PAC, or SAC) or chief complaint for the ith outcome with

treatment.

Wi = the weight given by Oregonians to the jth health limitation or chief com-
plaint ranging from (0=no significant effect) o (1=death).

pi2 = the probability that the ith outcome will occur after five years without treat-
ment.

d.'12 = an indicator variable denoting the presence or absence of the jth health -

limitation or chief complaint for the ith outcome without treatment.

C = cost with treatment, including all medications and ancillary services as well
as the cost of the primary procedure.






	Harrison Alter 1991
	Harrison Alter 1991 (2)



