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SEMINAR: JUSTICE AND HEALTH CARE POLICY
(FALL, 2008)

FACULTY:

Leonard M. Fleck, Ph.D. Philosophy Department (College
of Arts and Letters) and (office) Center for Ethics and
Humanities in the Life Sciences, C-202 East Fee Hall
Office Phone (355-7552)

Office Hours: by appointment, though drop-ins are
usually welcome 9 A.M.- 6 P.M. any weekday.
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COURSE TEXTS: Setting Limits Fairly: Learning to Share Resources for Healfh (2
by Norman Daniels and Paul Sabin(Oxford University Press, 2008); Medicine and
Social Justice: Essays on the Distribution of Health Galieed by Rosamond Rhodes,
Margaret Battin, and Anita Silvers (Oxford University Press, 2002); JustiHbgl
Norman Daniels (Cambridge University Press, 2008). From Chance
to Choice: Genetics and Justiby Allen Buchanan, Dan Brock, Norman Daniels, and
Daniel Wikler, (Cambridge University Press, 2000). In addition, a large reading packe
has been prepared with articles from assorted professional and philosophic journals.
Specific readings are listed with each class on the syllabus. Detaildinggavailability
of the reading packet will be provided in class. Actually, much of the required portion of
the reading packet will be loaded on the ANGEL website for the course. My own book
should be in print sometime in the Fall from Oxford University Press. The titletof tha
volume is_Just Caring: The Ethical Challenges of Health Care Rationing and fagmoc
Deliberation. | will load several chapters from that volume on the Angel Web kite.
know | am asking you to do a lot of reading, which became more evident as |
finished constructing this syllabus. | don’t want anyone to have a nervous
breakdown (or broken back) from the reading. So do as much as you can, mindful
of the need to do an equal amount afflecting on what you read so that you can
participate fully in the seminar. This latter objective is what is MOST
IMPORTANT.

ASSIGNMENTS: Graduate students will be expected to do several (five or so) short (1-2 page)
critical assessment papers during the course itself related to one or andtieereafdings
for that evening. This is intended to prepare you more adequately for seminar discussion
and to get some feedback from me before your final paper is due. You will be expected
to do one 20-30 page final paper. You should have a well-focused problem for this paper
by the mid-point in the course, which you should discuss with me (for approval and
practical advice).



If there are any advanced undergraduate students in the course, you will be expected to
do three short critical papers and one 10-15 page final paper. Topics for the final papers
should be approved and discussed with me somewhere around the mid-point of the
course.

GRADING: Short papers and seminar participation will count for 40% (30/10) of your
final grade; the final paper will count for 60% of your final grade.

PRIME DIRECTIVE: Read, Read, Read.
Other graduate seminars in philosophy require considerable reading,
often very dense philosophic reading. The reading required in this
course will generally not be that dense, but it is necessary to do a lot
of non-philosophic reading about health care politics, health policy,
health economics, health care organization, the role of professions in
health care, emerging health technologies etc. in order to appreciate
accurately and adequately the shape of the moral problems we address.
| will provide a lot of direction in this regard; having philosophic interests
in an area such as this requires a lot of empirical knowleBg&ISE: Just
to alleviate the anxiety the earlier part of this paragraph might have induced,
in the course itself | will introduce you to a considerable range of relevant
empirical information related to health care. You will do some modest reading
of similar material. But | do not expect you to acquire the range of empirical
knowledge | have acquired over thirty years in one semester. Rather, my goal
is to sensitize you to the sort of reading you must be prepared to do to address
philosophic problems in health care intelligently.

DOUBLE PRIME DIRECTIVE: Don't lose focus; don’t lose hope!

As | construct this syllabus (I was half way though and | returned to this point) méeca
clear to me that in no single seminar meeting are we likely to reach soméosaat on the
issues we discuss that evening. There will be numerous loose threads, complex interwove
themes, unresolved critical comments, partial and inadequate argumentstonfeheigueness,
and much else that will make philosophic minds discomfited. That is the very naturesof thes
kinds of problems, especially when they are connected to complex rapidly changingsfeatur
the world of health care.

I have in mind two ways (right now) for maintaining continuity across seminaossss
First, our task will be to refine “in application” various strands of our conception ohlezat
justice----------- a libertarian strand, a utilitarian strand, a modeggalitarian strand, a strong
egalitarian strand, a fair equality of opportunity strand, and a democratic dalibeateand.
Second, we might have more than forty paradigmatic cases that | will introduasttserhinar
meeting to which we will constantly return. Some of these cases are well knowrhgattie



care justice literature----Baby K (anencephalic infant), Lakeberg conjtwmas, Helga Wanglie
(87 yr old in persistent vegetative state), Coby Howard (8 yr old with advanced leulegrter ¢
in Oregon. Others have appeared in relatively recent news accounts because ptialiche
attention that is being given to escalating health care costs and/or desitatagéming
decisions. Having a complex range of cases will help us in the task of articulatiegefined
considered judgments of health care justice at various levels of specificitygembral idea is
that we will be seeking a capacious enough conception of health care justice thhtbeeable
to construct reasonable responses to the allocation challenges posed by each case.

COURSE OBJECTIVES:

<>Critically examine approaches to non-ideal moral reasoning
[Consider the role of philosophers in shaping public policy,
as in the case of President’'s Commission from early 1980s or
Clinton Administration (1993-94) or Bush Bioethics Council
chaired by Leon Kass.]

<>Become familiar with a broad range of issues of justice connected with health
care policy, including what will count as a just approach to health care financing,
or a just approach to health care rationing, or just access to the health care system
or just health care planning with respect to the dissemination of expensive life-
prolonging medical technologies, and so on

<>Critically assess competing theories of health care justice, which wmlldi¢ libertarian
(Engelhardt), utilitarian (Eddy), strongly egalitarian (Veatch) and moelgragalitarian
(Daniels) conceptions of health care justice

<>Achieve a comprehensive understanding of the many dimensions
of our health care system that have a legitimate bearing on
moral judgments we would make about that system, i.e., the role
of physicians, types of managed care plans, how health care is
financed, how public policy affects health care, role of profit
motive in health care today, etc.

<>Explore the usefulness of Rawls' method of reflective
equilibrium in addressing/ assessing policy options from
a moral point of view, as well as the utility of Rawls’
notion of public reason in addressing these issues.

<>Explore conceptual problems of making moral judgments in complex, dynamic setashsy

<>Critically assess some popular moral ideals connected with health care and
health care policy, such as the notion of the "pricelessness of human life"



or a general "right to health care".

<>Critically assess the moral appropriateness of rational democraberdéle
processes in connection with making trade-offs and establishing health
care priorities for purposes of health care rationing/ cost containment.
actually, what we will need to assess are different conceptions of what
reasonable and legitimate processes of rational democratic deliberation
ought to look like.

<>Articulate as precisely as we can "considered judgments of health dare"jus
with respect to each of the problem areas we address



INTRODUCTION

For most of the past thirty years my academic research has been focused on what |
refer to as the "Just Caring" problem. That problem is best summarized inthese three
guestions: (1) What does it mean to be a "just" and "caring" society when we havenly
limited resources to meet virtually unlimited health care needs? Thiis the "just caring"
problem at the macro-level, the level of federal and state health care policy2) What does
it mean to be a "just" and "caring" hospital or health insurance plan or managed are
plan when you have only limited resources to meet the disproportionate helalheeds of
those for whose health you have some degree of responsibility? This is thestjearing"
problem at the meso-level. (3) What does it mean to be a "just” and "caring" physian (or
nurse, or social worker) when you have only limited resources to meet the gisportionate
health needs of your patient before you? This is the "just caring" problem athe micro-
level, the level of individual caregivers and individual patients.

Implicit in the "just caring" problem as | understand it are the follow ing claims:

(1) How health care is distributed in our society is fundamentally a moral/ glitical
problem, and only secondarily an economic, managerial, or organizational problem
(though these secondary considerations clearly have moral relevance and mustthken
into account in forming our considered moral judgments in these matters)

(2) The need for health care rationing (denying individuals what from a social/
organizational perspective are non-costworthy, marginally beneficial healthesvices) is
inescapable;

(3) The fundamental moral value at stake with respect to the problem of hedltcare
rationing is that of justice, the implication being that there is no genedg, all-encompassing
right to health care, but only context-specific rights to health care that vilibe derived (in
part) from a certain conception of health care justice;

(4) What is most morally problematic about health care rationing (as things are
now) is that:

(a) it is done invisibly, in ways that are hidden from either individual
resistance or public scrutiny (which violates the "publicity conditon” that is a core
value in our shared conception of justice), and

(b) rationing typically involves the healthy, wealthy and politically
powerful imposing rationing decisions on the sick, the poor, the vulnerahl¢he
politically powerless (which prima facie violates respect for personal aonomy and



the other moral principles that are at the heart of a contractarian conceptiorof
social justice);

(5) The key to correcting the moral problems identified in (4) is to devissocial
policies and social practices that implement health care rationing in wayhat are
essentially public and self-imposed, which is through a process of ratialhdemocratic
deliberation that is both liberal and constrained by a set of contractarian saal justice
principles [what is rejected here is the view that markets shoulddthe principle
mechanism through which we achieve just health care rationing, which inties there are
some health care distributional contexts in which markets would be a mongl defensible
mechanism];

(6) The judgments of health care justice that emerge from this process i@tional
democratic deliberation will be non-ideal, but nevertheless they wibe morally justified to
the extent that they represent a moral improvement (more just state of affes) over the
status quo ante and to the extent that they are a product of free agreement/ fair bargaining
among the rational social contractors who may be affected by these judgments iraptice;

(7) In a resource-constrained environment, such as a managed care plan, the key t
extracting physicians, who must make rationing decisions, from what appears t@lan
unsolvable moral dilemma [the obligation to be both just and prudent gatekeeps of social
resources, and loyal advocates of the best interests of each of their pati¢mghat there
should be rationing protocols/ processes that their patients have collaatly and freely
agreed to through this process of rational democratic deliberation.

The seven propositions above capture most succinctly the core argument oé thook
that | have written. This is an ambitious book. Its aim, with respect to the mblem of
health care justice, is to achieve both a level of theoretical rigor comparable §ohn Rawls'
A Theory of Justiceand a level of practical applicability (for clinical and policy purposes)
comparable to Beauchamp/ Childress' Principles of Biomedical Ethics[Note: Beauchamp
and Childress today will concede that their book is not titled as aptly as tlgamight like in
that the title suggests a rational deductive approach to problem solving in meal ethics.
In fact, their methodology [certainly in the fourth and fifth editions] is much closer to that
of reflective equilibrium, which both Rawls and | endorse, and which isnuch more
sensitive to the empirical features of problems in health care ethigsIin order to achieve
this dual objective our inquiry will proceed along practical and theoreti@al paths more or
less simultaneously. That is, our methodology will be very Deweyan.

Our methodology is Deweyan in that it will be constructed in response to ¢h
practical moral problems of health care justice at the clinical/ instiitional and policy levels
that require a theoretical perspective for their resolution. And, as in Bwey’s work, there



will be a heavy reliance on a certain conception of democracy and democratic daration
as providing important tools for addressing the problems of health care juste in the real
world, in the context of dynamic political and economic systems shaped by a aant
political and economic history. Thus, in the early chapters of this volume (and our first
couple seminar sessions) we will be articulating a representative rangéthese problems.
Examples would include: Is it just for a hospital to deny very expensive lifprolonging
medical interventions (heart transplants or autologous bone marrow transplas or these
very expensive cancer drugs or artificial hearts) to individuals who have no alty to pay,
i.e., individuals who would make very large claims on the charity budgets of hospis? Is
there anything unjust about the fact that hospitals create charity care bugets by
overcharging their paying patients? Alternatively, are very large managed care plansat
extract large discounts from hospitals on behalf of their members unjudiecause they
substantially diminish the capacity of these hospitals to provide charityare? More
broadly, who ultimately should be morally responsible for meeting the healtbare needs of
the 47 million Americans currently without health insurance? Should tis be the
responsibility of local hospitals and physicians? Local government? State goverant?
The federal government? Employers (since the majority of the uninsured aremployed at
low-wage jobs without health benefits)? Should just and caring hospitalsaie an explicit
prioritization process for the use of charity care dollars (as opposed to haphaa,
unstated, potentially arbitrary access rules)?

How should just and caring managed care plans establish rationing protocols/
health service priorities within their plan? How can we reasonably judge fhether specific
cost-constraining incentives in a managed care plan that are aimed at shapingethehavior
of either physicians or consumers are just or not?

Is it unjust to deny individuals who are above a certain advanced age access to
absolutely scarce life-saving medical resources, such as transplantabéahs or ICU beds?
Given the disproportionate demands on the health care system (health careeds) of the
current generation of the elderly (who make up 13% of the population but consne 35% of
health resources in any given year [$830 billion in 2007]), and given the graying out of the
"baby boom" generation, which will make up 21% of the population in 2025, what sorts of
policies for health care rationing for this future generation would be jusand caring?

Is there anything unjust about permitting the likely healthy in our socigy
segregating themselves into insurance pools that exclude those with theafest actual or
possible health care needs so that the more healthy can purchase excelhegalth services
at very affordable prices? This is the issue raised by currently fashionadMedical Savings
Accounts. [From a libertarian perspective it certainly seems reasonabtbat individuals
should be allowed to sort themselves in this way, perhaps under some imgestation of a
right of free association. But from an egalitarian perspective the actual re#ts are very
morally problematic because those who are likely to have the greatest healtheds and the
greatest health costs will be least likely to afford the health care that #y need.]



Is there anything unjust about the fact that federal policy permits the nddle class
to have health insurance through their employers that is tax-free (whictsiequal to a 40-
45% subsidy of the cost of that insurance) while denying any such assistanodhe
uninsured working poor in our society? That tax subsidy has a current value to insed
Americans of about $200 billion.

The problems listed above are a very brief sampling of the issues that regeiia
coherent, comprehensive, theoretical account of health care justice fdrdir resolution.
The task of the central chapters of my book has been to provide that account (an@king
out the details of that account will be the central philosophic challengaf this seminar).
What is distinctive of the account of health care justice that | will offeiis that it is
pluralistic [there is no one principle or lexical ordering of a small number of princites that
will yield an adequate theory of health care justice], non-foundational/ expinental [no
rationally intuited principles of justice that are immune to criticism and revision in the
light of future experience], coherentistic/ constructivistidjustification of our account of
health care justice is a product of a certain reflective equilibrium arang the various
elements of the theory, our considered moral judgments about specific easand policy
proposals (which may be expressed through professional dialogue and/ or rational
democratic deliberation), and more or less plastic features of the healtare policy
environment that would include organizational/ institutional constraints and possibilities,
economic and political and psychological constraints and possibilities, tawlogical
developments, legal and religious constraints, and professional norms], and iatally
democratic [because theoretical reason is limited in its capacity to solve social/moral
problems "all the way down," that is, we will often get down to a level of concretdetail
with respect to many problems of justice where we have nothing in the way dfdoretical
resources that will yield a uniquely morally preferable/ uniquely ratiorally correct
solution, at which point we turn to processes of rational democratic conversah to yield a
concrete choice that is "just enough" or "fair enough," all things consideed]. Virtually all
just rationing decisions, at whatever social level, should ultimately be madethin this
rational democratic social space. We do wish to emphasize that this is ratiord#mocratic
deliberation and decisionmaking, as opposed to the irrational (power-dominad,
ignorance-driven, appearance-preserving) democratic practices that shapnuch of our
social discourse now. Still, the reasonable question can be raised as to what that makes
these democratic conversations rational and the products of these conveisas morally
legitimate. The short answer to this question is that these conversatioase rational and
morally legitimate to the extent that they are a product of "public reason" as tlat notion is
understood by Rawls [1993, 1995] and Habermas [1995].

Public reason can be thought of in two modes. In its theoretical [Rawlsian]ade
public reason is responsible for the construction, interpretation, sgcification, and mutual
adjustment of what | refer to as "the constitutional principles of healh care justice."



There are at least ten such principles which comprise the broad framerk of our
pluralistic account of health care justice. There is no intrinsic hierchy among these
principles, nor is there any algorithm for determining the relevance or wight of these
principles with respect to some particular problem of health care jugce. [In the abstract
this will appear to create enormous theoretical gaps for the exercise of whohbrbitrary
judgment, but in practice we will see that this is not true (or perhapsve should say that it
is not excessively true). | suspect that if we could take the time to expdathe field of
constitutional law we would discover that there are in fact numerous “prigiples of
constitutional law.” | have never read anywhere of someone identifying a grand praiple
of constitutional law, nor have | read any defense of some unique lexical ordegrof
constitutional principles. In spite of such lack of ordering we seem toebable to use our
constitution to address well enough a large number of difficult legal and piical problems,
and we have been reasonably successful in doing this for a period of more than 200 gdar
| refer to these principles, using a legal/ political analogy, as constitutiongkinciples of
health care justice because they circumscribe the "space" of jusational democratic
deliberation. That is, democratically determined rationing policies and m@actices that
violate these boundaries are by that very fact unjust. We might be tempted, foxample, to
have as a rationing protocol denying expensive life-prolonging medical care to AIDS
patients when we can confidently predict that they have less than a 10% chanaf
surviving another year. Such a proposal, however, would be presumptively unjushless
some morally compelling account could be given as to why AIDS patients should be
marked out in this way. [At the very least an "equal consideration and respetprinciple
would seem to be the violated boundary principle.] By way of contrast, we could iahally
and democratically approve a rationing protocol that would deny expensive, life-
prolonging medical care to all terminally ill individuals for whom we could coriidently
predict they had less than a 10% chance of surviving another year. This is becaus®g/ one
of us could find ourselves in precisely these circumstances at somerpan the future; and
hence, such a choice for prioritizing access to health care seems suabipartial. [An
important moral assumption, discussed below, with respect to this laskample is that the
"we" who articulate and approve this rationing protocol are the "we" who will have to live
with this protocol.]

Public reason also has a practical [Habermasian] mode. In that mode public reas
in rational democratic deliberation is responsible for the constructhn and mutual
adjustment of social policies and practices for fairly and rationally and demaatically
resolving the indeterminacies, priorities, and trade-offs associated thi health care
rationing at the level of concrete social practice [in a clinical setting, ia managed care
plan, in the legislative arena].

The last ten chapters of my book (and probably nine or ten seminar sessions)lwe
devoted to addressing a range of justice-relevant clinical and policy issueSxamples of
such issues would include: What are the just claims to expensive, margilyabeneficial,
limited health care resources of the terminally ill [confident judgnent of less than a year of



life, even with aggressive treatment]? The elderly [over age 65]? The hyper-eity [over
age 85]? The catastrophically ill? The chronically ill? The seriously mentallyl? The
mentally troubled? Individuals in a persistent vegetative state? Individals with end-stage
dementia? Individuals seriously physically disabled? Infants born under00 grams, 23
weeks gestation? Infants with necrotic bowel syndrome? Anencephalidamts? Infants
with other gross brain anomalies? Infants doomed to a very early death [less than 7 yshr
as a result of a serious genetic defect? Individuals whose serious healtblppems are
largely a result of their own less-than-responsible choices? Individualvho are repeatedly
hospitalized with the same disease because they fail to exercise adeguaintrol [diabetics
out of control, drug abusers, alcoholics, individuals in congestive heart failerwho smoke
or fail to attend to their diets, etc.]?

How can we determine what counts as a just allocation of health care resourdes
medical research? Are desperate individuals (facing near-certain ddatvithin a year
because of their medical problems) treated unjustly if they are dernieaccess to publicly-
funded research trials (which represent their only chance of beingased) because the
totality of their medical problems are such that they would not yield "cleardata” if they
were chosen as research subjects?

What criteria should be used for determining who has the most just clainotthe
"last bed in the ICU"? Should medical effectiveness be the dominantiterion, which
would mean that individuals who have the most to gain in length of life and qualitof life
would have the strongest moral claims? Would the application of such a criteriomsult in
the unfair treatment of those who were afflicted with some serious dbility (perhaps from
birth, perhaps as a result of an accident)? Would it be unjust to remove indiguals from
the ICU when new patients needed the ICU and were more likely to deg more benefit
from access to the ICU than some current patient?

Are there some types of health care services that are justly distribudeon the basis
of ability to pay? In other words, it would not be unjust to deny individuals accesto those
services because they could not afford them. What criteria can we use to detene what
those services are? Should, for example, transplantable organs ever be distitiédd on the
basis of ability to pay? That is, is it unjust that the well insured would havereferred
access to such scarce expensive life-prolonging medical technologies?his tonnection it
is worth noting that we have seen the development of a Totally Implantable Aficial Heart
[TIAH] in 2003 (now in expanded clinical testing). [What we have already in placénat is
proving to be an equally challenging moral problem is the left ventricular asst device,
intended to provide an extra year or two of life for individuals in congestive hearfailure at
a cost of $180-200,000 per person.] There is a potential annual need for the artificiahhte
in the vicinity of 350,000 at a cost of $300,000 [$2007] each, the average gain in life
expectancy being about five years. More than 70% of these would go to individuals over
age 65. Would it be unjust not to have this as a Medicare covered benefit, the redding
that the wealthy elderly could afford it, but not those who were less well tf Would it be
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unjust to deny TIAHs to Medicaid beneficiaries or the uninsured in ousociety (both being
non-elderly individuals)? Would it be unjust to allow individual employersto determine
whether or not it would be a covered benefit in their health plans? Would ibe unjust if
only senior managers in a corporation had this as a covered benefit?

The genetic endowment that each of us has at conception, with whatever frgu
disorders/ deficiencies might be built in, is usually taken as a moral gimea moral baseline,
something that may be a matter of good fortune or misfortune, but not a matter of juste
or injustice. However, future genetic research and technological breaktbughs, especially
in the form of embryonic genetic therapy, will call that assumption into qustion. The
potential is there for altering radically what would count as fair equality of ogoortunity in
our society. Further, it is fair to assume that such genetic embryonic thapy might be very
expensive, say, $50,000 per embryo. Given these altered assumptions, what would be the
just claims of all future parents in our society to such benefits for thefuture children?
Would it be just if such interventions were available only on the basis of aliy to pay? In
a scale of health care priorities where would such a therapeutic interaéon fit, if it were
successful in achieving its therapeutic objectives 90% of the time? Woutklis be more
important from the perspective of social justice than funding the devepment and
dissemination of the TIAH, or some expensive anti-cancer therapy? [The ttapies we
have in mind here typically have costs of about $50-$100,000 for a course of treatment that
yields anywhere from several extra weeks of life to several extra months of life

| have provided a very long list of issues here for several reasons. First, it is
important to recognize the diversity and complexity of problems of health cargistice that
an adequate theory of health care justice must be able to address. Secondséeroblems
are very often intimately connected to one another and require for their rabnally justified
resolution a fairly comprehensive vision of the domain of health care justiceFor example,
there may be some problems of justice connected with TIAHs that can beeaited in a
relatively isolated fashion, but there will be others complexly related to ber problems of
health care justice, i.e., where on a priority scale TIAHs are relative to fundg embryonic
genetic therapy, how many TIAHs a just and caring society is morally obligated to make
available at shared expense, etc.

Third, our settled moral judgments in one area of health care justice, i.e., faaccess
to organ transplants, may become suddenly unsettled as a result of technologiadizances
in that same area, i.e., the introduction of TIAHs. TIAHs are not (from a moral pointof
view) just another addition to our transplant armamentarium. They change dramatally
how we need to think about the problem of justice with regard to organ transpints,
certainly at the level of institutional and social policy. For now we can accept &sgic and
unfortunate the limited numbers of transplantable organs that become avaible. There is
relatively little we can do to change more than marginally that supply. But the
development of artificial organs changes dramatically that aspect of the probie There is
no natural limit to the number of TIAHs that we could produce and implant. Wemight
think that economic considerations or clinical judgment would create rasonable limits for
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the dissemination of such technologies, but this would be a grievous moralstaike unless
we had compelling arguments for the claim that such allocation mechanismseve most
likely to yield a just (or just enough) distribution of these life-prolorging resources. | do
not believe there are such arguments; and hence, we must face directlyaggroblem of
health care justice the issue of how many TIAHs or other artificial organs (aificial livers
are also in the works, analogous to dialysis) a just and caring society must make avaitabl

Fourth, picking up on our Deweyan theme again, emerging problems of health care
justice will constantly reflect back on our theoretic framework and for@ significant
revisions in that framework (constitutional principles of health care pstice). For example,
we may have a reasonably settled sense of what commitment to protecting fair ety of
opportunity means with respect to the problems of health care justice ntil something like
embryonic gene therapy comes along. Then the precise meaning and applicatiorthat
principle may be revised in the light of the concrete judgments of juste we are motivated
to make with respect to embryonic gene therapy in general (or very specific plcations of
that therapy). On this latter point it is easy to imagine that we would be inttively inclined
to support as a matter of justice embryonic gene therapy aimed at eliminatingéplacing
genes linked to diseases and disorders that virtually all would agree sergly undermined
an individual's capacity to function in what Daniels refers to as "the normabpportunity
range." By way of contrast, we might also be strongly opposed to (perhaps as a matter of
justice) embryonic gene therapy aimed at enhancing certain socially deabile traits, even if
(perhaps most especially if) this were left as a matter of private pay and pate markets.
[There are some extraordinarily complex moral and political issues that com@gether
under the heading of “genetic enhancement and health care justice.” Thwll be one
example of what | refer to as the “liberalism problem” of health care justice The
interested reader might consult a recent volume by John Harris, Enhancingulution: the
Ethical Case for Making Better People(Princeton University Press, 2007).

| now want to return to the concept that initiated this last discussion, amely, the
notion of public reason. | said that there are theoretical and practical dimesions to this
notion. We can put this in another way. There is an ideal of civic discourse thaeweed to
articulate. It is by no means unique to health care policy, but this is a policy ea where
such discourse is especially crucial because, as a central moral thesithis book, we argue
that just health care rationing policies and protocols must be self-impesl through social
decision making mechanisms. Those social mechanisms must be governed Wylipu
reason. We might be inclined to think of public reason in its theoretical ode as achieving
justified results through reflective equilibrium and public reason in its practical mode as
yielding legitimate results through rational democratic deliberation. B that in fact is an
indefensible dualism. The rationality of rational democratic deliberaton is, at least in part,
determined by the degree to which such deliberations seek to attain oramtain reflective
equilibrium. In turn, in the real world of concrete policy decisions, andeven with respect
to what | refer to as our constitutional principles of health care justicereflective
equilibrium alone will not yield full justification. For that we need a reflective equilibrium
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that has been democratically legitimated. [There is an interesting intsection here of
Rawlsian and Habermasian perspectives that needs to be more fully explorgd

At the theoretical level the challenges are indeed daunting. | start vintthe
proposition (for which | have argued in earlier papers) that the problem of yistice in health
care should be thought of as a problem of "health care justice." That is, we shiouthink of
"health care justice" as a distinct "sphere of justice” in somethirg close to the way in
which Walzer uses that latter phrase. This means that we cannot reasonably e solve
the problems of health care justice by simply applying one of the grand the@s of justice
(Rawls or Nozick) to the particular issues of resource allocation found in olnealth care
system. Norman Daniels is probably the first philosopher to come to this rezhtion, and |
follow him on this point.

Daniels has done more work than any other philosopher in articulating a theory of
health care justice. (Menzel would be a close second; but after that wed a number of
philosophers mostly writing individual articles and essays that addresgkstchily at best
health care justice at a theoretical level._Securing Access to Health Cakéols. Il and I,
would probably be the best single source of such early essays.) Danielstanl Rawls'
early work to articulate his "fair equality of opportunity” account of health car e justice.
This is a solid piece of work, but Daniels himself readily admits today thahts account is at
best a very partial account of what a theory of health care justice needs to be. Taare
enormous numbers of health care justice problems, especially with reghto health care
rationing, that are not effectively moved toward resolution by his fair equality of
opportunity account. [See Daniels' 1993 Bioethiasssay]. Hence, what is needed is a much
more complex account of health care justice that speaks to the heterogegef health care
justice issues that are part of our policy environment and that are occasiondxy changing
organizational structures in health care, such as the emergence and domiraof managed
care organizations over the past ten years. Again Daniels has provided us with a very
helpful model for thinking about these sorts of changes from a health caregtice
perspective [See his 1997 essayPhilosophy and Public Affairs “Limits to Health Care:

Fair Procedures, Democratic Deliberation, and the Legitimacy Problem forrisurers.”].

Menzel has probably done more work than any other philosopher in addressing ¢h
problem of health care rationing from a moral point of view. His major contributionis
what is usually referred to as his theory of prior consent. This is a very impaant insight,
which you see | build on in the seven propositions above. However, Menzel hasaivh
would characterize as libertarian leanings, not as strongly defined as thoseBhgelhardt,
but still a fair characterization when it comes to problems of health careustice.
Consequently, unless social policy/social justice problems with resg to health care
rationing can be dissolved as "social policy” [public interest] problemsnd recast as mere
aggregation-of-individual-preference problems, Menzel's "prior conset" theory will not
be adequate to the challenge. Hence, what is needed is an account of rationat@aatic
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deliberation with respect to the problem of health reform and health cag rationing that is
truly democratic [put negatively, this means that just judgments with repect to health care
rationing will not be merely a result of some deductive process; put positly, these
judgments will be a product of genuine democratic conversation and policymaig
processes] and that also yields results that are congruent with a morally @eisible account
of health care justice. [NOTE: | use the phrase “truly democratic” above to rier to a
deliberative conception of democracy, which | would argue with Cass Sunsteand others
represents the most morally and politically significant core of what demoercy is about. |
reject the view of those political scientists who see democratic pr@ses as simply being the
political analogue of markets, i.e., a political device for aggregating preferencdsat are
already there. Deliberative democratic processes are essentially normadiin function,
aiming to shape our political judgments to better reflect or construct or gecify in a more
refined way the deep values endorsed by our society. Over the past several yehosvever,
there has been vigorous debate about the virtues and vices associated withaaal
democratic deliberation. We will want to assess some range of these concer8sinstein
himself has raised some of these in his work in the past several years.]

There is another way of describing the "Just Caring" problem and the theortcal
challenges that it poses. This is in terms of eight large moral problems vergtimately
connected to the problem of health reform and health care rationing. Some ofdke
challenges will be attacked directly in one or another seminar session. @ts will be
treated more thematically and require our revisiting them many times overhe course of
the seminar.

First, there is what | refer to as "the problem of pricing human life." This is
absolutely central to understanding the current health reform/ healthrationing debates.
The problem can be put this way: How can a "just” and "caring" society allow indviduals
to die prematurely or suffer needlessly when we have the technological eajty to save
those lives or alleviate that suffering but we fail to make that technology availablto these
individuals because it is unaffordable at the individual level and "too expesive" from a
societal and/ or organizational point of view? The assumption implicit in the &mng of this
guestion is that human life is priceless, that no one should be allowed tie avhen we have
the capacity to save or prolong their lives (and they want to live) "merely becausé
money." The argument continues:

It is one thing, morally speaking, to allow individuals to die because a certairfe+
saving good is absolutely scarce, such as a transplantable heart. Deaths like that ar
tragic, regrettable and unfortunate, but they are not morally criticizable sodng as

fair allocation rules determined who got the scarce life-saving good. But monesy i
not something that is absolutely scarce, certainly not in our society. Hence, erhwe
allow people to die merely because of money, we are putting a price on their bve
We are, in effect, saying that there are some lives that are not worth saving. This
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violates the respect that ought to be accorded to the infinite worth of each @every
human life. Each and every human life should be regarded as being priceless

| reject this conclusion, and | argue in our second seminar session (as tidiarlier in a 1990
essay) that the "pricelessness of human life" thesis is both morallyéoherent and morally
insidious. | argue that there are some lives that we (as a society, as a hospital, as a
managed care plan, as health care providers) are not morally obligated to save; and
further, that in failing to save those lives we are neither unjust nor uncang. But then this
leaves us with this theoretical (and ultimately practical) challenge: bw do we decide justly
and caringly which lives we are morally obligated to save (or reduce suffering or ddess
other medical problems) and which lives we are morally permitted to allowremature"
death (or increased risk of death, or unrelieved suffering, etc.)? We need aap account of
health care justice that can address this challenge (though, again, justicenot the only
moral concept that has relevance for addressing this issue). More recentthis issue has
gotten concretized as the “last chance therapy” problem (which | addresdet length in a
2002 essay of mine). A real world case | will introduce from two years ago is the case of D
Michael DeBakey, an extraordinarily distinguished heart surgeon, who at age 98
underwent surgery to save his life that ultimately cost more than one mitin dollars. Did
he have a “just claim” to that million dollars? Would we have been unjust as a societly i
we had refused to approve any social resources for that surgery? That was clearly a tlas
chance therapy” for him.

This brings us to our second major theoretical challenge. | will refer to ias the
"just needs identification/ just prioritization" problem. | start w ith the assumption that
what makes a moral claim on us as a society are health care needs, as opposed to health
desires or health preferences. This suggests that we must have some sbtteoretical
account of what will be correctly identified as a health care needDaniels attempts to
address this issue through his fair equality of opportunity account of heditcare justice.
But as Daniels himself recognizes, and as Callahan has repeatedly emphasipehis recent
writings [What Kind of Life and Setting Limits: Medical Goals in an Aging Societly health
care needs are quite literally endless. This can be true at two levels. tAe societal level
emerging medical technologies are what contribute to the endless expamwsdf the domain
of medical needs. At the individual level there is what Daniels (and otfs)} refer to as the
"bottomless pit" problem, individuals who have seemingly endless healttare needs, for
whom there are always more things we can do medically that may yield very, very slight
benefit at enormous societal expense. These individuals do really have enous health
needs, but in a world of limited resources their needs can only be met &etexpense of
failing to meet someone else's needs. If these were relatively rare cdsatraordinary
rescue of individuals cases], then this would minimize the moral gravity dhe problem.
But the fact of the matter is that what used to be acute, fatal medical probies are
increasingly transformed into very long term, expensive chronic problems as &sult of
advancing medical technology [renal dialysis being an early and paradigmatic exampdé
the phenomenon | have in mind here; cancer, heart disease and AIDS provigi more
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recent examples, as with the introduction of protease inhibitors, more cently fusion
inhibitors]. The upshot of this is that a just and caring society cannot reasaibly hope to
meet all medical_needs If, however, a just and caring society is only going to meet some
medical needs, then we need a strong theoretical account as part of our theoryhehlth
care justice that will justify our choosing to meet some medical needs tar than others.
This is what | refer to as the "just prioritization" problem. Again, Daniel s concedes that
his own account fails to address adequately both the bottomless pit probleand the
prioritization problem. In the real world Oregon is well known as having attenpted to
address the prioritization problem in its Medicaid program; and Oregon hasendured
severe criticism for its efforts, the implication being that Oregon got th prioritization
problem wrong. If that is correct, then what would it mean to "get it right"? In a 1994
paper of mine [Journal of Medicine and Philosophy| identify 11 key moral lessons that
can be learned from Oregon's efforts. We might see this as a beginning to magtthe
second theoretical challenge of coming up with a theoretical account of juséalth care
needs and the just prioritization of those needs.

Our third theoretical challenge emerges from the second and might befesred to as
the challenge of creating and preserving just liberal social policies viitrespect to health
reform and health care rationing. The source of this challenge would be strgrand
moderate libertarians, such as Lomasky, Engelhardt, and Menzel, respectiyel The
challenge can be framed in these terms:

It is incredibly arrogant and illiberal and unjust (violative of individual | iberty
rights) that society [some assemblage of government bureaucrats and/ or busss
leaders] would determine for all individuals in that society what will ount as a
health care need and what the relative importance of those health needsgi be.
Individuals ought to be given the freedom to make these judgments for theeises.
A liberal society cannot claim to have some comprehensive vision of the good or the
just that should profoundly shape social policy. A pluralistic liberal so@ty, such as
our own, must recognize that there are numerous competing comprehensive
doctrines and associated value schemes that individuals might adopt for gposes of
leading what they judge to be a good life. A truly liberal society must remain
neutral with respect to these competing comprehensive doctrines aatlow
individuals to make choices for themselves about how best to lead their lsve

A liberal society must not use its coercive powers to impose through social
policy some scheme of values on unconsenting individuals, especially as regare
often very private and very personal sorts of decisions characteristic of hehltare.
Some states, for example, provide quite generous Medicaid benefits for theor;
but [Menzel would argue] what if the poor themselves would prefer to have ass
generous package of Medicaid benefits [no organ transplants, for example] so that
they could use that money instead to meet what they would judge to be important
non-health needs? Why should the middle class have the moral and politicadyinit

16



to impose their health care preferences on the poor? There is nothing abdbat
that is either just or caring. If the middle class really did respect tk rights to
autonomy of the poor, then the middle class would provide the poor with cash
grants for meeting what they themselves would judge to be their most impamt
needs, health or otherwise.

Similarly, there are numerous incompatible religious views in our socig
that often result in incompatible attitudes with respect to advancesiimedical
technology. If we were to have some form of national health insurance, i.e., a basic
package of health services guaranteed to all in our society as part of our
understanding of what was required of a just and caring society, then we would
have to decide whether abortion services were included, or physician-ased
suicide, or various kinds of pre-natal genetic testing and/or genetic manifation/
embryonic selection, or various new approaches to addressing infertility pblems,
etc.---all of which would likely elicit strong objections from various relgious groups,
none of whom would have to accept such services, but all of whom would be
financially contributing to supporting this system. On the face of it, an outeme like
this seems to be illiberal and unjust and uncaring.

The obvious response to this challenge is to modify health policy in a way that wdul
permit individuals as individuals to make their own choices with respa to health services/
health care priorities/ health care plans so that those choices were coatiple with their
most important personal values. This might be accomplished by giving everyoneonr
society a health care voucher or medical savings account that would have a societally
agreed upon dollar value that could then be used to purchase any of a variety of health
plans/ health insurance policies. For the moment we will pass over the obus concern of
the libertarian with how social resources [taxes] would be aggregated to bigrthis about.
We will simply assume that sufficient social beneficence can be geatad to achieve this
objective. But that will still leave us with enormous problems. If we all &d roughly the
same health needs, then a system like this might work well enough so far astjce and
liberality were concerned. But the fact is that there is enormous hetageneity and
unpredictability of need among individuals for any given year as well as for any indidual
across the span of a lifetime. In any given year, for example, 5% of our population is
responsible for 54% of total health expenditures. If the value of a voucher and/ onedical
savings account is set at some average level, then it will be obviously inadequatemeet the
disproportionate health needs of this 5% of the population. Many of these indduals, of
course, will know at the time they buy into a health plan/ health insurance gup that they
have such needs because they are afflicted with expensive chronic noatiproblems.
Presumably this same knowledge would be available to plan managers/ insurengho
would be economically motivated to exclude such individuals from their plax For the
moment let us put aside for-profit plans. Imagine instead that all the mebrers of this not-
for-profit plan agreed among themselves that they wanted very affordable accetss
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excellent health care. Hence, they wanted to exclude from their plan anyonémserious,
costly on-going health problems. They asserted as grounds for doing this a right oéé
association: the very healthy and likely healthy should be permitted to restt their
associational ties for insurance purposes to those who were like thenvas. |s a liberal just
and caring society politically obligated to acquiesce to such a free sorting oflimiduals?

Or are there resources within liberal theory that would justifiably block such a sorting of
individuals?

A fourth challenge is one raised by Daniels, which he refers to as the “Faihances/
Best outcomes” problem. This is a problem, again, that occurs at all allocation lesel
(micro to macro), and in innumerable rationing contexts. Broadly stated, the prdem is:
Do we give everyone with the relevant medical need an equal chance of obtainiogne
scarce or expensive life-saving/ life-prolonging resource (the assungatibeing that this is
the fair way of giving equal respect and consideration to all); or do we give priogtto those
who are likely to benefit the most from their having access to this medica¢source? If one
individual is likely to survive no more than two years from access to a liver trandgant, and
another individual is likely to survive at least ten years from access to that santransplant,
then do we get a fairer outcome by flipping a coin between them (fair changesr do we
get a fairer outcome by maximizing the number of life-years saved (best outcos)@
Sometimes it seems justice is best served by maximizing outcomes, and heptimes “fair
chances” seems morally preferable. Do we have any satisfactory theoretical accbas to
when we ought to lean one way or the other? That is the challenge Daniels clainegds to
be addressed in some theoretical fashion, lest the decision in any givestamce become
arbitrary or self-serving.

Fifth, there is the “ragged edge” problem that Callahan (1990) has identified. In
short, it is that there are indefinitely distinguishable degrees of fing hearts and failing
kidneys for which essentially the same treatment will be available butith results that will
range from minimally to extraordinarily beneficial. The critical moral proble m raised by
these ragged edge examples is: How can we justifiably create sharp moral edipedealth
care rationing when there are only these very ragged edges in reality? In the wordf law
we do in fact create such sharp bright lines all the time. We pick age eigbteas the age at
which individuals have the right to vote, or age twenty-one as the age at which ind@tiuals
may legally consume alcohol. But such arbitrary bright lines do not seem to raiseyn
serious moral problems because the consequences for individuals sderbe quite minor.
By way of contrast, the expectation is that access to an artificial heart will yiglan average
increase in life expectancy of five years for an individual. If this were to b& Medicare
covered benefit, we might attempt to control potentially extremely high in@ases in
Medicare costs associated with availability of this device by insisting thah individual
have a predictable increase in life expectancy of five years in order to have age¢o this
device. But then what should a just and caring society do if a 71-year old individuais
both advanced heart disease and an incurable cancer? The heart disease gallse his
death within a few months (at most); the cancer will cause his death mdgtely in the next
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two to three years. He very much wants those extra life years, perhaps hoping thewill be
some sort of medical breakthrough for his cancer as well. Is he treated urgtly if he is
denied access to the artificial heart? Or is there any other deep moral valtdeat would be
violated by a denial of access to the artificial heart in these circumstars®

Sixth, there is what a number of writers have referred to as the “Rule of Rese”
problem. This is also sometimes referred to as the “identified life vstagistical life”
problem. We [society] allow literally thousands of individuals to die, as a resubf
automobile or other such accidents, because the cost of effectively pretieg those deaths
would be exorbitant. We comfort ourselves by thinking that these are all statisal lives
that become identifiable lives only after the fact. By way of contrast it seentsdecent and
inhumane that we would allow identified individuals to die when we havene capacity to
rescue them, though at very great cost. This is a common and recurrent problem.régon
garnered considerable unwanted media attention when an eight-year old boy naoh Coby
Howard was denied the transplant he needed to have a chance for prolonged suali This
was through their Medicaid program, whose administrators argued that there wre other
higher priority, more just claims to those limited medical resources tat would be met by
denying Coby Howard the transplant. But those “others” were merely statist@l others
(without names, without faces) for whom the critical public could mugdr little sympathy
and even less a sense of justice. Many will also remember the Lakeberg comgai twins
who were born sharing a six-chamber heart. Though there was less than a 1% charlbat
either would survive, many in our society were outraged that Loyola Medical Cente
refused to do the surgery, in part because the cost of the surgery would have tome from
hospital charity care dollars that administrators believed were better sed to address other
unmet health needs of the poor where there was near certainty that suclkeeds would be
successfully met. Both these cases garnered national media attention, the more salient
moral point is that this sort of scenario has been repeated thousands of timever, usually
at a more local level. The moral challenge raised in all these cases is whetla@r rationing
protocols ought to be abrogated in such circumstances in order to attempt a cege of an
identified individual faced with death. That is, do such identifiedmdividuals make a
different and stronger moral claim on us that would justify suspending namally fair
rationing rules and procedures in order to meet their needs? Some of Petdbel’s work
will help us think through this issue. See his book Pricing Human Life

The seventh broad challenge we need to face pertains to what Robert Veatetfiers
to as “slice-of-time” justice considerations and “course-of-life” justte considerations. In
short, the issue is: How do we know when a particular problem of health caregtice/
health care rationing should be viewed from a ‘slice-of-time” perspecte as opposed to a
“course-of-life” perspective? If we have two individuals, roughly the same agéd}),
roughly the same prognosis if they have access to an ICU bed, and if one of those
individuals has already had more than 400 ICU days (because of serious chronic fieal
problems over the course of the past ten years) but the other individual hagver spent a
day in the ICU, and if we have only one ICU bed available, then does the individuaha
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has never spent a day in the ICU have a stronger just claim to that bed, appealing to a
course-of-life conception of justice to justify this allocation? Or is ithe case that past ICU
usage should be entirely ignored as morally irrelevant so that the allocation prédm is then
addressed from a slice-of-time perspective only? However we think abouni$ first case,
should we apply the same principle to this second case. We have two individsjabughly
the same age, roughly the same prognosis, both in need of a liver transplant to saverthe
lives, only one liver available, virtually certain death for whichever individualdoes not
receive the transplant. The difference between the two individuals that one of them has
already had a liver transplant, which is now failing. (We could say he had the trantmt a
year ago; we could say he had the transplant five years ago.) Should “course-of-life”
justice considerations be used to address this problem, or should tlgase be viewed as a
“slice-of-time” justice problem?

The eighth challenge to our conception of health care justice is what Dalg€1993)
refers to as the “democracy problem.’ In brief, if we believe that we do not havbe
theoretical resources to solve every problem of health care justice “all thveay down,” if we
say that it is morally appropriate that democratic procedures be used to solvemme of these
problems ‘the rest of the way,’ then what sort of theoretical account can we\g for
distinguishing justice problems that must be non-democratically add¥ssed from those that
are justifiably left to democratic determination? Further, can we ever inagine
circumstances in which we would be morally warranted in challenging theutcome that
resulted from some democratic procedure; and, if we do, does that mean thaewere not
justified in making that democratic appeal in the first place?
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TOPIC SCHEDULE

|. PRICING HUMAN LIFE: THE PROBLEM OF ESCALATING HEALTH CARE
COSTS/THE CHALLENGES TO HEALTH CARE JUSTICE

This first session should be thought of as a "big picture" session. If we are going to be
serious about doing applied philosophy, then it is imperative that you have at least a rugimenta
understanding of the politics and economics and organization of our health care systeoaut Wit
that understanding, the moral problems that we will be addressing will just notsbarretthat
much "bite" for you. If you have already had a course in medical ethics, then we think you will
be able to appreciate this point more readily: If one knows very little about the @etctate of
medicine, then it is that much more difficult to appreciate fully the nature and cotypiethe
moral problems that need to be discussed therein.

During much of the 1970s, judging at least from the published literature, it seemed that
the widespread belief was that time@ral problem with respect to health care policy was whether
or not there was a "right to health care," the assumption being that if we couldtjustify
existence of such a basic right, then we would know exactly what we had to do by way of coming
up with morally acceptable health care policies. Usually it was assumefivtiesadopted
national health insurance then that would solve all the interesting moral problemsshéalth
care policy was concerned. What was taken for granted was that national healticenswald
mean that everyone would get all needed health care. That, of course, fails to takeoumid ac
the costs that would be associated with meeting needs of that magnitude---neddsjendhall
discover, are enormously plastic.

Moreover, even if we avoid committing ourselves to national health insurance, a problem
we are forced to face today is that of escalating health care costs: whia¢ haye to control
those costs? Who is responsible for bearing the burden of those costs? How much heaéh care a
we morally obligated to produce as a society? How strong is the correlation hehesehealth
care and better health? Something to note: Many health policy analysts will speakGreat
Equations in the field of health caEBQUATION #1: Cost containment = Care Containment
Controlling health care costs generally means reducing access to caredonsornit may be
“only marginally beneficial” care, but that is still care, and in some cirtamess such care will
mark the difference between life and death. So this first Great Equation caltteatioa to the
moral dimensions of cost containment effortSQUATION #2: Cost Containment = Income
Containment. Every time we control health care costs in some way we are also controlling
[reducing] someone’s income. This second Great Equation calls our attention to thke centr
political problems associated with health care cost containment. All efforts to contitbl ¢eral
costs will have redistributive effects with regard to someone’s income, whiicipenerally
trigger intense political effort to prevent those re-allocations/ losses.

And then there is the whole problem of the heterogeneity of health needs, unlike our
needs for food or clothing or shelter. The notion of a right to health care does nothing to address
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any of the problems mentioned in the prior paragraph. Hence, what we shall argue is that we
need instead to think about these problems from the perspective of justice, which we taill us
generate very specific rights claims with respect to health care.

Near the beginning of this session we will do an analysis of the problem of escalating
health care costs from a health policy perspective [as opposed to a moral or philosophic
perspective.] This will be followed by an overview of health care cost containmeteigsss.

This will set up nicely the first set of moral issues that we will need to aldfesone response
to efforts at health care cost containment is to insist that human life isepac#iat there is
something morally despicable about the very idea of not making available the resequoesl
to assure that all have access to needed health care, especially lif@rsysialth care. We
shall critically examine this alleged moral ideal of the pricelessofdssman life and show it is
not a feasible or reasonable or coherent ideal.

That will then lead to our next question: If we are not morally obligated to spend an
unlimited sum of money to save or prolong a human life, then how much are we morally
obligated to spend? And who is this "we" who might be obligated to spend some sum of money?

Is it society at large? A local community? A managed care plan? A faAmlyxdividual? We
then need to ask whether we must think of all lives as being of equal moral value and equally
worthy of having some amount of money spent to save that life when necessary. Or would it be
morally permissible to disaggregate a life and think of it in terms of rentadiscrete
"life-years"? Our earlier question then becomes: How much are we moratiateldito spend
per life-year saved? This is turn yields a yet more refined question when we niatdithdy
different qualities that might be associated with different life years dfeutedit medical
circumstances. We can then introduce the concept of "quality- adjusted life{y@atsrs], and
ask how much we are morally obligated to spend per QALY? Needless to say, thepgimthe
moral issue of whether it is morally acceptable to think about human lives in quilisesl
terms. Does such a conceptualization result in the mentally or physically handitesipg
treated unequally and unfairly with respect to their access to health care?ll YW txy to
address the QALY questions in this first class. These issues will becoerd sdlen we
address the problem of prioritizing health care needs and the problem of determinusgj the |
health care claims of individuals with various disabilities.

In terms of journals with which you ought to have familiarity if you are going to work in
this area of philosophy,_ Health Affairsshould be your first choice. This is the most widely
read health policy journal for those who have those research or practical intests. Here is
an example of the sort of article that appears there that is pertinent to teicourse.

Borger, C., Smith, S., Truffer, C., Keehan, S., Sisko, A., Poisal, J. et al. 2006. “Health
Spending Projections Through 2015: Changes on the Horid@alth Affairs
25: wb1-73.
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Catlin, A., Cowan, C., Hartman, M., Heffler S. 2008. “National Health Spending in
2006: A Year of Change for Prescription Drugsigalth Affairs27: 14-29.

Keehan, S., Sisko, A. Truffer, C. Smith S. et al. 2008. “Health Spending Projections
Through 2017: The Baby-Boom Generation is Coming to MedicHalth
Affairs 27 (Web Exclusive): W145-W155

You also need to be attentive to a range of medical journal articles that are theiprary

source (often) of the resource allocation/justice/ health policy isssigve discuss in this

seminar. Here are some examples.

Kurella, M., Covinsky, K., Collins, A., Chertow, G. 2007. “Octogenerians and
Nonagenerians Starting Dialysis in the United Statéshals of Internal
Medicinel46: 177-83.

Knaus, W., Wagner, D., Draper, E. etal. 1991. “The APACHE IIl Prognostic System:
Risk Prediction of Hospital Mortality for Critically Ill Hospitalizeddélts.”
Chest100: 1619-36.

Mitka, M. 2003. “Expanding Statin Use to Help More At-Risk Patients is Causing
Financial Heartburn.”Journal of the American Medical Associatid®0: 2243-

45.

Stevenson, L. 2006. “Implantable Cardioverter Defibrillators for Primary Prewenti
Of Sudden Death in Heart Failure: Are There Enough Bangs for the Bucks?”
Circulation114: 101-03.

Sulmasy, D. 2007. “Cancer Care, Money, and the Value of Life: Whose Justice?

Which Rationality?” Journal of Clinical Oncology5: 217-22.

Bach, P. 2008. “Cost Sharing for Health Care---Whose Skin? Which Gatea?”
England Journal of Medicin858: 411-13.
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Wells, D., Ross, J. Detsky, A. 2007. “What is Different about the Market for Health
Care?”"JAMA298: 2785-87.

Kuttner, R. 2008. “Market-Based Failure---A Second Opinion on U.S. Health Care
Costs.” New England Journal of Medicir858: 549-51.

Waugh, N., Black, C., Walker, S., Mcintyre, L., Cummins, E., Hillis, G. 2006. “The
Effectiveness and Cost-effectiveness of computed Tomography Screening for
Coronary Artery Disease: Systematic Reviewléalth Technology Assessment

10 (Oct.): 1-41.

You also want to pay attention to the popular press, at least the more reliable méers of

that group, such as the New York times or Boston Globe or Washington Post etc. Hene
some examples of material | have used in my book or other articles or in preparingifthis
seminar.

Carreyrou, J. 2007. “Maxed Out: As Medical Costs Soar, the Insured Face Huge Tab.”
Wall Street Journa{Nov. 29): Al.

Altman, L. 2006. “The Man on the Table was 97, but He Devised the Sunyeny.”
York TimegDec. 25): Al.

Allen, S. 2007. “Critics Blast Slow Progress on Cancer: Say Costly Drugs dotaittl
Extend Lives.” Boston Glob€Dec. 2): Nation section.

Anand, Geeta. 2003. “Who Gets Health Care? Rationing in an Age of Rising Costs.”
Wall Street Journa{Sept. 12): Al.

Appleby, J. 2002. “Hospitals Fight for Turf in Medical Arms RacddSA Today
(Feb. 19): national news section.

Berenson, A. 2006. “A Cancer Drug Shows Promise at a Price That Many Can’t Pay.”
New York Timef~eb. 15): Health section.

Blackwell, T. 2007. “Family Fights Hospital Over Father's Care: Lack of fimeat
Violates Jewish Faith, Court ToldThe Financial Post (Canaddpec. 11): Al4.
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Landers, P. 2003. “Who Gets Health Care? Rationing in an Age of Rising Costs.”
Wall Street JournafOct. 2): at Al.
Matthews, R. G. 2003. “A Retired Steelworker Struggles with a Health-Insurance

Crisis.” Wall Street Journa{May 12): at Al.

READINGS
(A=required readings for alB/C/D = required readings for each of those groups)

Bodenheimer, Thomas and Grumbach, Kevin. Understanding Health
Policy: A Clinical Approach4th ed. (Appleton and Lange, 2004), 1-20.
[This entire volume is an excellent introduction to the structure
of our current health system and health polipj]

Fleck, Leonard._Just Carifg008): chapters 1 and [A]

Ubel, Peter._Pricing Life: Why It's Time for Health Care Rationing
Introduction (xii—xix) and chaps. 1-3, pp. 1-4B]

Menzel, Paul. Medical Costs, Moral Choic@gale University Press,
1983), chapters 1+2, pp. 1-55.

Brock, Daniel. "The Value of Prolonging Human Life," Philosophical
Studies 50 (Nov., 1986), 401-28. This essay is reprinted in
Brock's collection Life and Death: Philosophical Essays in
Biomedical Ethic§Cambridge University Press, 199K}]

Blank, Robert._The Price of Life: The Future of American Health Care
(Columbia University Press, 1997).

Nord, Eric. Cost-Value Analysis in Health Care: Making Sense Out of QALYs
(Cambridge University Press, 1999).

Veatch,Robert M. "Justice and Valuing Lives" in Lifespan: Values
and Life-Extending Technologiesdited by Robert Veatch (New
York: Harper and Row, 1979), 197-224. See also in this
volume the two pieces by the Hastings Center Research Group,
"Values and Life-Extending Technologies," 29-79; "Guidelines
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for Research, Development, and Delivery of Life-Extending
Technologies," 80-83.

Bayles, Michael."The Price of Life," Ethic89 (October, 1978), 20-34.

Rhoads, Steven. "How Much Should We Spend to Save a Life?" in
Valuing Life: Public Policy Dilemmasedited by Steven Rhoads
(Boulder: Westview Press, 1980), 285-311. In this same
volume see also the article by Fred Hapgood, "Risk-Benefit
Analysis: Putting a Price on Life," 313-24.

Agich, George and Begley, Charles (eds.). The Price of Health
(Dordrecht: D.Reidel Publishing, 1986). There are a number of
pertinent essays in this volume, which | would call to your
attention:

Agich, George. "Economic Cost and Moral Value," 23-44.

Morreim, E. Haavi. "Computing the Quality of Life," 45-70.

Wenz, Peter. "CBA, Utilitarianism, and Reliance Upon
Intuitions," 71-90.

Menzel, Paul. "Prior Consent and Valuing Life," 91-112.

Audi, Robert. "Cost-Benefit Analysis, Monetary Value, and
Medical Decision," 113-33.

Zeckhauser, Richard and Shephard, Donald. "Where Now for Saving
Lives?" Law and Contemporary Problem®(1976), 5-45. The
entire issue of this journal is devoted to the moral and
legal and public policy questions associated with pricing
human life.

Fried, Charles. An Anatomy of Values: Problems of Personal and
Social ChoicdCambridge: Harvard University Press, 1970),
especially chapters 10 ["Life Plans and Mortality"], 11
["Imposing Risks on Others"] and 12["The Value of Life"].

Harris, John. "QALYfying the Value of Life," Journal of Medical
Ethics(with a response by Alan Williams), 13 (Sept., 1987),
117-23.

Rawles, John. "Castigating QALYs," Journal of Medical Ethics
15 (Sept., 1989), 143-47.

Mooney, Gavin. "QALYs: Are They Enough? A Health Economist's
Perspective,” Journal of Medical Ethid$ (Sept., 1989),
148-52.

Bayles, Michael. "The Value of Life," in Health Care Ethics
edited by Donald VanDeVeer and Tom Regan (Philadelphia:
Temple University Press, 1987), 265-89.

26



II. WHY IS HEALTH CARE "SPECIAL"?

There are four large questions that we will begin to explore in this segdiMihen we
ask why health care is special, what we are really asking is whether health eashould be
distributed in accord with some set of moral norms.That is, why should we not think of
health care as being like any other consumer good or service? These are thihgsedistri
according to ability to pay. This does not seem to be cause for moral outrage among most
citizens in our society. That is, we tolerate considerable disparities ithveea income in our
society. So why should we not similarly tolerate wide disparities in accesalto bae? What
would make us think that there was anything especially unjust about the fact thatrssmeti
some people did not get health care that they needed? The President's Commissifan usl|
one sort of answer to this question and Norman Daniels will offer us another. Engelhardt, as
libertarian, is going to be sceptical of the practical implications of the viédaniels, for he will
be anxious to protect the liberty rights of all participants in the health caessysie will be
especially opposed to those who would use the coercive power of government to extract
resources from the wealthy well to provide health care for the ill poor.

(2) I will defend the view thatnot ALL health careismorally special. This implies
that some health care may be distributed on the basis of non-moral considerations, such as
individual ability to pay. That in turn will raise the question of how we distinguish betwee
health care that ought to be distributed in accord with some moral norm (such as jastice)
health care that is permissibly distributed in accord with non-moral consideraBom$ wish to
put that question aside for nowunstead, our second large question is: For whatever range of
health care ought to be distributed in accord with a moral norm, what ought that arm be--
---justice or beneficence?The President’s Commission will say that all in our society ought to
have access to an adequate package of health care services-----and thiseisa statial
beneficence. The Commission does claim that this is a matietigétion but it would also
seem to be morally true that obligations of beneficence shade off into charity tioat i
obligatory. No doubt there is political value attached to thinking in these terms. here i
seems, a much greater range of flexibility and ambiguity with respect tchealtih care a good
society isobligatedto provide. Hence, as | argue in my book material in the readings, | will want
to defend the view that there is a substantial range of health services that oughbtmhedf
as matters of social justice. (FYI: Allen Buchanan will argue that we daily reeed to settle
the question of whether we are talking about justice or beneficence; the centiabsusavould
have to do with the bounds obligationin these matters.)

(3) If there is some range of health care services that ought to be distributenal
accord with some conception of health care justice, then what conceptionjaétice should
that be? We can distinguish a strong egalitarian view [Veatch], a moderate agaliaaw
[Daniels], a utilitarian view [Eddy, Gauthier], a libertarian view [Engadtjaa very hybrid view
maybe with a lean toward libertarianism [Menzel]. And then of course there ®eha r
rational democratic deliberation in getting more just distributions of heakhEkrck]. As |
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indicated earlier, | do not believe that any one of these theories is really capatitesfsing

ALL the problems of health care justice. Instead, | will argue that for eachyartproblem of
health care justice, it will be morally appropriate to address that pradefone or another of
these conceptions was most apt as a conception of health care justice. The philosdphgechal
is to come up with an adequate justification in each case for saying that a juswitbstdgard

to that problem is most likely if we treat this as a “strong egalitarian” problens arlégbertarian
problem, etc. This large issue should be a major focus of seminar discussion.

(4)This brings us to our fourth large question. There is another perspective we need to
take on our original question, namely, why we should think of health care as being special from a
political perspectiveThat is, what justifies government intervention (the making of public
policy) in the health care system, through, for example, Medicare and Medicaidr various
efforts at health planning, or various efforts at health care cost containment? Whshould
not markets and competition determine how health services are distnilied in our society,
to whom, and at what price, especially if we want this accomplished in as efént a way as
possible.If health care is thought of as a private consumer good, then all such government
interventions will need some sort of political and moral justification. One way wfeaing) this
concern is to argue that health care (or at least some range of health segpiesents a public
good; it is a public interest. We need to ask what would justify this claim. Assunsrzpsic
claim can be justified, the further question then is: How expansive should we considainthe c
to be that health care is a public good? It seems obvious with respect to public healtisconcer
but then there is all the highly individualized health goods sought by individual patientsll Are a
of these properly thought of as public goods as well? Here is a passage from Engelhardt
libertarian, which expresses a conflicting point of view: "The imposition of aestreyi, all
encompassing health care system is morally unjustifiable. It is a coectiwktatalitarian
ideological zeal, which fails to recognize the diversity of moral visions thatefrinterests in
health care..." (p.375)

Rhodes, Battin, Silvers. Medicine and Social Justice: Essays on the Distributiealthf Eare
Essays by Daniels, Menzel, Blustein, Hayry, Wasserman, Baumrin, Hegslehan,
pp. 1-96.[A]

Daniels, Norman._Just Health: Meeting Health Needs FAil)3 [A]

*Daniels, Norman. “Health Care Needs and Distributive Justice,” Philosophy
and Public Affairs 10 (1981), 146-79. Reprinted_in Justice and
Justification(Cambridge University Press, 1996), 179-207.

*President's Commission for the Study of Ethical Problems in
Medicine._Securing Access to Health Garel.l (Washington,

D.C.: Government Printing Office, 1983), 11-4C]

*Engelhardt, Tristram."Rights to Health Care, Social Justice, and Fairness
in Health Care Allocations," in The Foundations of Bioethics
second edition (Oxford: Oxford University Press, 1996), 375-f1]0.

*Fleck, Leonard. "Just Health Care: Is Beneficence Enough?"
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Theoretical Medicinel0 (June, 1989), 167-82.
*Wikler, Daniel. "Philosophical Perspectives on Access to Health
Care," in_Securing Access to Health Carel.ll, President's
Commission for the Study of Ethical Problems in Medicine
(Washington, D.C.: Government Printing Office, 1983), 109-51.
*Gauthier, David. “Unequal Need: A Problem of Equity in Access to Health
Care,” in_Securing Access to Health Cavel.ll, President's
Commission for the Study of Ethical Problems in Medicine
(Washington, D.C.: Government Printing Office, 1983), 179-PBpb.
*Buchanan, Allen. “The Right to a Decent Minimum of Health Care,”
in Securing Access to Health Caxl.1l, President's
Commission for the Study of Ethical Problems in Medicine
(Washington, D.C.: Government Printing Office, 1983), 207[3B.
*Brock, Dan. “Distribution of Health Care and Individual Liberty,”
in Securing Access to Health Caxl.1l, President's
Commission for the Study of Ethical Problems in Medicine
(Washington, D.C.: Government Printing Office, 1983), 239[63.
Harris, John. “What is the Good of Health Care?” BioetHi€s(Oct., 1996),
269-91. [Interesting paper; raises questions on conflict between respect for
patient autonomy/ their conception of health benefits and justice/ allocation issues.
Daniels, Norman. "Rights to Health Care and Distributive Justice:
Programmatic Worries," The Journal of Medicine and Philosophy
4 (June, 1979), 174-91.
Childress, James. "A Right to Health Care," The Journal of
Medicine and Philosophyt (June, 1979), 132-47.
Moskop, John. "Rawlsian Justice and a Human Right to Health
Care," Journal of Medicine and PhilosopB{November, 1983),
329-38.
Stern, Lawrence. "Opportunity and Health Care: Criticisms and
Suggestions,” Journal of Medicine and Philosg@h{Nov.,
1983), 339-61.
Daniels, Norman. "A Reply to Some Stern Criticisms and a Remark
on Health Care Rights," Journal of Medicine and Philosp@lfov., 1983), 363-71.
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[ll. TRAGIC CHOICES AND THE PROBLEM OF INVISIBLE RATIONING

In this class we will be examining the issue of whether or not the variousrins of
invisible rationing are morally justifiable. The larger question we are addressing in this
and the subsequent class is: What conditions are necessary for making it redikely that
we will make fair rationing decisions, whether at the level of individualsinstitutions or
public policies? The short answer | will defend in this class is thattioning decisions must
be public, visible to those who are affected by them. The short answer | iglive in the
next class is that rationing decisions ought to be autonomously self-imposedatigning
decisions that are imposed by some on others are presumptively unjust.

What we mean by this notion of invisible rationing is that individual patients are denied
access to needed health care without their being aware of the fact that suchg &tasni
occurred. Invisible rationing is accomplished through markets (by price), but it ales oocler
Medicare DRGs, in HMOs, and in the British National Health Service. Calama$obbitt
have probably provided the most extensive defense of such practices from both moral and
political perspectives. Their basic argument is that we are faced with ¢ramices when we
must make decisions about rationing access to health care, especially heahlatoaill make
the difference between extended life and death. The choices are "tragic" inlg sngmédicant
sense because no matter what we do we will end up violating some fundamental sdgeetal va
Either we will visibly "price human life" or we will violate basic requirertseof justice. From
their perspective the moral virtue of invisible rationing is that such tragicehaie
accomplished outside the public purview, and in that way the moral fabric of society is not
visibly destroyed. | will argue, however, that one of the core moral aspects of our comoépti
justice is what Rawls refers to as "the publicity condition,” and that Calasré€obbitt have
not provided sufficient moral justification for overriding that element of justice.

The issue of invisible rationing probably arises most frequently within the context of
managed care. This is because physicians are motivated by various financialeadent
control patient access to more expensive care within the plan. The incentives trsscdr
(capitation, withholds, etc.) are largely unknown to patients who are being cared fosdy the
physicians. Some will argue (Mechanic) that it would be a really bad idea foriphgsic
reveal such incentives (and consequent rationing decisions) to patients that areidukheim
receiving care from them. The effect would be to undermine trust in the physician, and this
might prove to be anything but therapeutic for the patient. Better, Mechanic argues that
should rely upon professional norms (and at least constantly implicit legal tbf@a#dpractice)
to constrain physicians from making cost-saving/ income-protecting judgmentstiéhave
seriously deleterious effects on patients. This would suggest that rationisgpaecieed not
always be visible to patients. Mark Hall, for example, will argue that ratibnosj control
decisions within a managed are plan are sufficiently visible [satisfy thecipylolbndition] if
patients are informed of such mechanisms when they join a plan. He contends that patients t
have the opportunity to give “bundled consent” to whatever cost control mechanisms a particula
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plan employs (and such consent will be morally sufficient (generally) for subsqupismit
encounters, at least so far as justice is concerned. We will need to give d&eafidrato the
claims of both Mechanic and HalAs you prepare for this session, ask yourself whether you
agree or disagree with the arguments Calabresi/ Bobbitt provide in suppoxf their “tragic
choices” position. Then ask yourself whether you agree with Hall and Mechanand their
defense of implicit rationing. What sorts of considerations do you see as beingnally
relevant in thinking through these issues? What sorts of reasons would you givedupport
your view?

Fleck, Leonard._Just Caring, chaptgP808) [A]

*Calabresi, Guido and Bobbitt, Philip. Tragic Choic@¢ew York:
W.W. Norton, 1978), 17-5QA]

*Callahan, Daniel. “On the Ragged Edge: Needs, Endless Needs,” chap.2
of What Kind of Life: The Limits of Medical ProgreéSimon and
Schuster, 1990), 31-6[D]

*Fleck, Leonard. "Justice, HMOs, and the Invisible Rationing of
Health Care Resources," Bioethids(June, 1990), 97-120.

*Ubel, Peter. “The Politics of Defining Health Care Rationing,” chap. 2
from Pricing Life: Why It's Time for Health Care RationiggllT
Press, 1999), 11-3(4]

*Nelson, James. “Publicity and Pricelessness: Grassroots Decisionmaking
and Justice in Rationing,” The Journal of Medicine and Philosophy
19 (1994), 333-43A]

*Hall, Mark. “Informed Consent to Rationing,” chap.6_in Making Medical
Spending Decisions: The Law, Ethics, and Economics of Rationing
MechanismgOxford University Press, 1996), 193-234]

Mechanic, David. “Professional Judgment and the Rationing of Medical Care,
University of Pennsylvania Law Review 140 (May, 1992), 1713GH.

Mechanic, David. From Advocacy to Allocation: The Evolving
American Health Care SystefNew York: The Free Press, 1986),
chapter three.

Baily, Mary Ann. "Rationing Medical Care: Processes for Defining
Adequacy," in The Price of Healthdited by George Agich and
C.E. Begley (Dordrecht: D. Reidel, 1986), 165-84.

Friedman, David. "Comments on 'Rationing Medical Care: Processes
for Defining Adequacy,™ in The Price of Heglthp. cit.,
185-97.

Winslow, Gerald. "Rationing and Publicity," in The Price of
Health op. cit., 199-215.
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Friedman, David. "Comments on 'Rationing and Publicity," in
The Price of Healthop. cit., 217-24.

Blumstein, James. "Rationing Medical Resources: A Constitutional,
Legal and Policy Analysis," in Securing Access to Health Care
Vol. lll, The President's Commission (Washington, D.C.:
Government Printing Office, 1983), 349-94.

Rosenblatt, Rand. "Rationing 'Normal' Health Care: The Hidden
Legal Issues," in Securing Access to Health Cda. 1ll,
op. cit., 395-411.

Povar, Gail and Moreno, Jonathan. "Hippocrates and the Health
Maintenance Organization: A Discussion of Ethical Issues,"
Annals of Internal Medicinel09 (Sept., 1988), 419-24.

Halper, Thomas. The Misfortunes of Others: End-Stage Renal
Disease in the United Kingdo(@ambridge: Cambridge U Press, 1989), ch.3.

Additional background reading suggestions:

The second edition of the book that in 1984 really got the “invisible rationing” debatgoing
is titted Can We Say No? the Challenge of Rationing Health Cafgy Henry Aaron and
William Schwartz (2005). The book provides some nice comparisons between th® &hd
the UK on matters of health care rationing. Especially interesting is to sé®w things have
changed or not changed between 1984 and 2005.

The initial discussion of the “publicity condition” comes from John Rawlsm A Theory of
Justice. Rawls explicates that much more fully in_Political Liberalism especially chapter
two. This is also closely related to the notion of “public reason” which is thegart of what
rational democratic deliberation is about. It would be good to have some familiagtwith
this work of Rawls. | would also call your attention to Samuel Freeman, who is a préb
and reliable interpreter of Rawls’ work. There are three books with whech he is associated.
A comprehensive overview of Rawls work is RawléRoutledge, 2007). A collection of
essays by Freeman on major aspects of Rawls’ work_is Justice and the Social Cantr
Essays on Rawlsian Political PhilosophyOxford, 2007). Freeman is also the editor of the
Cambridge Companion to Rawls(Cambridge University Press, 2002).

As for Calabresi and Bobbitt on the issue of “pricing human life” [the very boad issue of
what social risks a just and caring society with limited resources ought tolerate] you
could read this article by Gregory Keating, “Calabresi’s the Costs of Accides: A
Generation of Impact on Law and Scholarship: Pricelessness and Life: Aassay for Guido
Calabresi,” Maryland Law Review 64 (2005), 159-219. | will mention in passing that law
journals are often useful resources for thoughtful essays on many of the topiwe will
address in this course. You should have some familiarity with them.
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IV. HEALTH CARE RATIONING: WHO SHOULD MAKE JUST AND RESPONSIBLE
RATIONING DECISIONS?

This class is really a continuation of the prior session. As this class unfolddl\weewi
that there are numerous dimensions to the rationing issue we will need to considerndigdAs
already, the short answer to the question of who should make just and responsible rationing
decisions is each of us as autonomous agents. This is a rejection of the idea thatstoib&ts
make those decisions for us.

(2) When should autonomous agents make rationing decisions? It would seem that if our
objective is both to save money (purchase only costworthy health care) and preseme justi
(given limited resources and virtually unlimited health needs), then it is unlikkebowld
achieve either of these objectives if individuals were supposed to make rationingndeeisen
they were in the midst of health crisis, or had some sort of significant health ng & pleel
would be met. It would be too easy and too tempting for individuals at that point in time to favor
their own health interests at the expense of others. So both David Eddy and Paul Menzel will
argue that these decisions have to be a matter of “prior consent.” That is, thesaslbare to
be made long before someone is in the midst of health crisis, perhaps at the time somgane |
health plan of some sort. Also, the point of view one must adopt for making such decisions fairly
must have some comprehensive and impartial and rational quality to it. David Eddy akll spe
of taking the point of view of a “Patient” with a capital ‘P.” That “Patient” repres all the
possible health needs [possible healthy/ unhealthy selves | might be] | might haviitarthe
(given that generally, all of us are very much like Rawlsian agents behind a ggibcdnce
when it comes to our future health needs). This suggests we will make some tsadstalflish
some priorities with respect to our meeting our future health care needs.

(3) That brings us to the next large issue. What exactly constrains or shapetstbé sor
decisions | make? The short answer is obviously that it is my budget. Does that mean | am
actually limited by my own personal ability to pay, or the willingness of my emiptoyeay for
some range of health services? If that is the case, then it seems we have noatzatra
individuals will receive all the health care to which they have a just claimerisee need
some objective, or objective enough reference point, for determining what level of health
services will be guaranteed to all-----the language used most often being ‘tegetnasic,”

“basic minimum,” “essential,” “reasonable,” “costworthy,” or “medically e&zary.”

(4) Is it really possible for me to make the sort of self-imposed rationing alesiBiddy
and Menzel envision ‘all by myself? Or must this enterprise necessarilgtléeative effort?

And, if so, what should this collective effort look like? There are times, | think, when Eddy
seems to believe that this “PATIENT” really is ‘everyman’ or ‘everioradl agent.’ In other
words, we would all make the same decisions; we would all recognize clearly amctlgligthat
was or was not costworthy health care----the numbers would just make that detitevihis is
Eddy speaking as an economist rather than as a physician or patient. We will neazally crit
explore this claim.

(5) How are our rationing commitments best expressed and realized? Should they be
expressed in the form of centrally created and administered rules? Problemakisuch rules
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be sensitive to all the complexities and uncertainties and individual health idexsgscr
associated with the actual practice of medicine? Better, Mark Hall,rgileghat we rely upon
“incentives” to generate health care decisions that are fair, cost-effective and ryedical
appropriate. These incentives, of course, are not directed at patients for the m(tist ypgint

some can be, and that will raise important moral problems), but more often these/a@scardi
directed at physicians caring for patients, thereby generating the phenomenon knowisids ‘be
rationing,” which is seen as both a threat to the integrity and trustworthiness aiahysind a
threat to the overall fairness of a system of rationing. NOTE: In this connectibrcaNwyour
attention to a new book | recently read titled Nudge: Improving Decisions about Headtlth We
and Happinesby Richard Thaler and Cass Sunstein (2008). It is a provocative and entertaining
piece of writing, certainly worth your time five years from now after you have aieghll the
other reading for this seminar................. don’t you just hate professorial humor like that????
The authors defend what they call a paternalistic libertarian strategyiasile road for

addressing some range of social policy issues. Neither is an ideologue; both nyntel.e

READINGS:

Fleck, Leonard. _Just Caring, chapter fq@o08) [A]

Daniels, Norm._Just Healtbhap. 4, pp. 79-103.
Menzel, Paul. Strong Medicinpp.3-56C]

Elhauge, Einer. “Allocating Health Care Morally,” California Law ReVvi®&& (Dec. 1994)
1449-1554[A]

Eddy, David. “Connecting Value and Costs: Whom Do We Ask, and What Do We Ask Them?”
“Rationing by Patient Choice,” “What Care is ‘Essential'? What Serviee$8asic’'?”
“The Individual vs. Society: Is There a Conflict?” “The Individual vs. Society: Regpl
the Conflict,” all reprinted as chapters_in Clinical Decision Making: From hheor
Practice(Jones and Bartlett, 1996), 77-1p8]

Rai, Arti. “Rationing Through Choice: A New Approach to Cost-Effectiveness Asatys
Health Care,” Indiana Law Journdl2 (1997), 1015-97B]

Hall, Mark. Making Medical Spending Decisiof@xford University Press, 1997), chap. 3,
“Third-Party Rules,” 63-112D]

Farrelly, Colin. “Justice in Ideal Theory,” forthcomingRwolitical Studieg2008).

Ubel, Peter. “How Do People Want to Ration Health Care? Balancing CosthEifeds and
Fairness,” in Pricing Life: Why It's Time for Health Care Ration{MJT Press, 2000),
47-95.[A]

Mechanic, David. ‘Muddling Through Elegantly: Finding the Proper Balance in Rationing,”
Health Affairs 16 (1997), 83-93A]

Buchanan, Allen. “Rationing Without Justice, but Not Unjustly,” Journal of Health Bolitic
Policy and Law23 (Aug., 1998), 617-34A]
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V. JUST HEALTH CARE RATIONING: A RATIONAL DEMOCRATIC
DELIBERATIVE APPROACH, PART I

This will be one of the sessions in this course where we try to achieve some thkoretic
integration that also has practical relevance. The major claim that | anli to defend is this:
Health care rationing is most likely to be fair if it is the case that élfsraposed rather than
imposed by someone else. What | will reject is the libertarian interpretattbis @alaim which
would simply allow individuals as individuate make these decisions for themselves. Instead, |
will want to defend what | take to be a position congruent with the more recent Rawldobkis
Political Liberalism(1993). Since it is collectiveecisions that are necessary (to a large extent)
when it comes to health care rationing (within what | will refer to as the domairaltt lvare
justice), this means that it ought to be through public, visible, comprehensive, informed
democratic conversations and processes that this is accomplished. This atéemded to
cover rationing decisions within managed care organizations, state Medicai@npsoge
federal Medicare program, and any morally defensible form of cost-effectiomalshealth
insurance. To connect this discussion with current policy debates, libertarians tend to be
advocates of Medical Savings Accounts [MSAs] as a mechanism for accompligihhg hi
individualized health care rationing. | will argue that that idea in its varioussfrseriously
flawed from the perspective of health care justice that | defend.

Our major objective in this session will be to critically assess the speuwiel of
rational democratic deliberation | defend. (1) My general claim is that ratiereocratic
deliberation represents a fairer approach to health care rationing than any ndral gpproach.
Do you agree? (2) As noted early in the course, | wish to defend a plurdisbient of health
care justice. This is captured in my notion of a series of "constitutional prinofgheslth care
justice" that define the "moral space" of just health care rationing. Quessidhs notion of
constitutional principles of health care justice a useful and theoretically souadhdtdo not
award lexical priority to any of these principles. Is this a theoreticaldlaavtheoretically
defensible practical advantage of my account? [Part of what | shall want tasatgatlack of
lexical priority among the principles creates a kind of moral and politicalgleigpom” that can
permit a workable overlapping consensus to emerge with respect to these prirscglesae. |
see this as a definite moral, practical, and political advantage.] Do | havegtitenirmber" of
principles? Are there some that might be missing? Are there some thatwardaet or that
ought to be subsumed under others? Compare what | propose to what Gutmann and Thompson
propose in their book Democracy and Disagreepnasab paying attention to some of the critical
essays | have provided to you that represent commentary on that book.

(3) I'will want to argue that Rawls' notion of wide reflective equilibrium can provsde
with the degree of theoretical rigor and consistency that we need to prevent thegdgsrirom
being applied in arbitrary ways. Am | correct in that belief and my account of howahét w
work? Note: The reflective equilibrium among the principles would be sought primaitily
respect to very specific problems of health care justice/ health caremgtisach as we will be
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discussing in the latter part of the course. At best, | will argue, there is no moee\bey
general sort of reflective equilibrium among the constitutional principles afhhesle justice in
the abstract. NOTE: One of our main tasks in the remainder of the course is tohefine t
specificity of those constitutional principles of health care justice throughiagphem to
specific problems of health care justice (in much the same way, | believe, as our own
constitutional principles are refined, re-balanced, adapted, reinterpreted in eespansel
policy challenges that emerge in our society).

(4) One of the main purposes of my account of these principles of health care justice is t
define the space of health care jussoethat we can see more clearly what sorts of health care
services/ interventions are "beyond justice," that is, are matters of bewefiwefree markets or
some other distributive mechanism that cannot be criticized from the point of viewltbf deea
justice. The critical question is whether my account gets that distinction atpuut Tihat is,
could | be justifiably accused of having drawn the boundaries of the domain of health cege justi
either too broadly or too tightly? There are a number of objections that may be raised to
position that | seek to defend here, most cogently by Norman Daniels [“Rationing’f<ze
below]. | attempt to respond to his objections in some new essays that | have writtent Bnd tha
will share with the seminar group.

Fleck, Leonard._Just Caring (2008hapter 5 (posted on ANGE[4]

Fleck, Leonard. “Just Caring: Health Care Rationing and Rational Democratic
Deliberation,” outline of NIH seminar paper (March, 1999).

Fleck, Leonard. "Just Health Care Rationing: A Democratic
Decisionmaking Approach,” University of Pennsylvania Law
Review 140 (May, 1992), 1597-1636. [This entire issue
is a symposium issue on health care rationing.]

Fleck, Leonard. "Just Caring: Oregon, Health Care Rationing, and
Informed Democratic Deliberation," Journal of Medicine and
Philosophy 19 (1994), 367-88.

Fleck, Leonard. "Rational Democratic Deliberation: Meeting the Challenges
of Justice and Health Care Rationing," paper presented at APA
Pacific Division Meetings (1995).

Daniels, Norman. "Rationing Fairly: Programmatic Considerations,"
Bioethics 7 (Jan., 1993), 224-33. You have the version of this article
from Daniels’ book Justice and Justificatigi]

Rhodes, R. 2005. “Justice in Medicine and Public Healftaibridge Quarterly of
Healthcare Ethicd4 (Winter): 13-26[A]

Fishkin, James and Laslett, Peter (eds). Debating Deliberative Dem(ilackwell,
2003). There are a number of very good critical essays in this volume.
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Amy Gutmann and Dennis Thompson, “Deliberative Democracy Beyond Process,”
31-53[B]

Cass Sunstein, “The Law of Group Polarization,” 549

Iris Marion Young, “Activist Challenges to Deliberative Democracy,” 10ZE0

lan Shapiro, “Optimal deliberation,” 121-3B]

Philip Pettit, “Deliberative Democracy, the Discursive Dilemma, and Riganbl
Theory,” 138-62[C]

David Miller, “Deliberative Democracy and Social Choice,” 182{89

Gutmann, Amy and Thompson, Dennis. “Just Deliberation about Health Care,” in
Ethical Dimensions of Health Policgdited by Marion Danis et al (Oxford
University Press, 2002), 77-94C] Note: They are discussing a case [PUREPAP
Rescreening] that | analyzed in an essay. They use my arguments and analysis but
fail to reference me................... BAD FORM!!I

Gutmann, Amy and Thompson, Dennis. Democracy and Disagreement (Harvard
University Press, 1996), 1-5[B]

Macedo, Stephen (ed.). Deliberative Politics: Essay3amnocracy and Disagreement
(Oxford University Press, 1999). | commend to your reading the following
essays from that volume:

Frederick Schauer, “Talking as a Decision Procedure,” 17-27

William Simon, “Three Limitations of Deliberative Democracy: ldentity
Politics, Bad Faith, and Indeterminacy,” 49-57

Cass Sunstein, “Agreement Without Theory,” 123-150.

Norman Daniels, “Enabling Democratic Deliberation: How Managed Care
Organizations Ought to Make Decisions about Coverage for the
New Technologies,” 198-210.

Jane Mansbridge, ‘Everyday Talk in the Deliberative System,” 211-41

Bohman, James. Public Deliberation: Pluralism, Complexity, and Democracy
(MIT Press, 1-69[D]

Bohman, James and Rehg, William (eds). Deliberative Democracy: Essaysson Rea
and PoliticSMIT Press, 1997). All the essays in this volume are well worth
reading, but here are some to which | would especially call your attention:

Jon Elster, “The Market and the Forum: Three Varieties of Political Theory,”
3-34.

Joshua Cohen, “Deliberation and Democratic Legitimacy,” 6]B92

David Estlund, “Beyond Fairness and Deliberation: The Epistemic Dimension
of Democratic Authority,” 173-204. Estlund has a book-length extension
of this argument in his new book Democratic Authority: A Philosophic
Framework(Princeton University Press, 2008).

Gerald Gaus, “Reason, Justification, and Consensus: Why Democracy Can’t Have
it All,” 205-42. [C]
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Thomas Christiano, “The Significance of Public Deliberation,” 243-78.
James Bohman, “Deliberative Democracy and Effective Social Freedom:
Capabilities, Resources, and Opportunities,” 321-48.
Joshua Cohen, “Procedure and Substance in Deliberative Democracy,” fD]7-38
Cohen is one of the early articulators of the theory behind deliberative
democracy.

Stokes, Susan. “Pathologies of Deliberation,” in Deliberative Demqazdiged by
Jon Elster (Cambridge University Press, 1998), 123-39.

Cohen, Joshua. "Moral Pluralism and Political Consensus,"
in The Idea of Democrag¢ydited by David Copp, Jean Hampton, and John
Roemer (Cambridge University Press, 1995), 2708}1.

Rawls, John. "The Domain of the Political and Overlapping
Consensus," in The Idea of Democraegited by David
Copp, Jean Hampton, and John Roemer (Cambridge Press,
1993), 245-69.

Goold, Susan. "Allocating Health Care: Cost-Utility Analysis, Informed
Democratic Decisionmaking, or the Veil of Ignorance," Journal of
Health Politics, Policy, and Law1 (Spring, 1996), 69-98.

Nelson, James L. "Tragedy, Prejudice, and Publicity in Setting Priorities,"
in What Price Mental Health? The Ethics and Politics of Setting
Priorities," edited by Philip Boyle and Daniel Callahan,
(Georgetown University Press, 1995), 198-207.

Fishkin, James. The Dialogue of Justice: Toward a Self-Reflective
Society(Yale University Press, 1992).

Fishkin, James. Democracy and Delibera(igale University Press,
1991).

Sunstein, Cass. Legal Reasoning and Political Corf@ixford University
Press, 1996). The concept that | will want to pull out of Sunstein’s work
is that of “incompletely theorized agreement.” | will ask you to compare
the utility of that notion to the expectation of Daniels and Sabin that a fair
rationing process requires the explicit “giving of reasons.” Also, how is
Sunstein’s notion related to Rawls’ notion of an “overlapping consensus™?

Wall, Steven. “Public Justification and the Transparency ArgumBhildsophical
Quarterly46 (1996) 501-07.

Chambers, Simone. “Behind closed Doors: Publicity, Secrecy, and the Quality
of Deliberation,”Journal of Political Philosophyt2 (2004), 389-410.

Christiano, Thomas. “The Authority of Democracygurnal of Political Philosophy
12 (2004), 266-90.
Bohman, James. “The Coming of Age of deliberative Democrdmyrihal of Political
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Philosophy6 (1998), 400-25.

Wall, Steven. “Debate: Democracy, Authority, and Publiciigtrnal of Political
Philosophyl4 (2006), 85-100.

Christiano, Thomas. “Debate: Democracy’s Authority: Reply to wadiiirnal of
Political Philosophyl14 (2006), 101-10.
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VI. JUST HEALTH CARE RATIONING: A RATIONAL DEMOCRATIC
DELIBERATIVE APPROACH, PART Il (Liberalism and Public Reason)

One of the important theoretical sub-areas in the philosophic debates about rational
democratic deliberation in a liberal society pertains to Rawls' notion of puatome Rawls
brings together his own conception of public reason in his book Political Liberafidrim some
subsequent articles. The basic problem we will need to consider is this: The focus of our
discussion isational democratic deliberation. We are not talking about casual political
discussions. These are rationally-ruled discussions; and | take it that the commépicofeason
is intended to reflect that. However, political scientists will typicallscdbe our society as
beingliberal and pluralistic. That raises this basic questitsit possible to construct a form
of public reason that is compatible with a political society that is liberahnd pluralistic?

Rawls will want to give an affirmative answer to this question. He will, irceféay that public
reason can be respectful of our pluralistic political heritage by avoiding intymahitment to

any comprehensive philosophic or religious doctrines. Rawls will sometimes saulttia

reason must be sceptical about such comprehensive doctrines. But then that raisesi@dubse
difficult question:Can public reason of this somewhat attenuated form be robust enough to
generate a substantive enough and complex enough conception of health careigasthat

can effectively address the moral problems that need to be addressefRawls obviously
believes that public reason can generate a robust enough conception of social justibe (thoug
critics will disagree with Rawls’ self-assessment in this matté@part from that, as we will have
noted earlier, there are features and facts about our health care systenkéhtnose
problematic from the perspective of political liberalism, as we discuss below.]

The other large issue we raise is what | earlier referred to as thealigeproblem.”
There is a debate among political philosophers as to whether or not political $itveodla
Rawilsian or Dworkinian variety is itself a comprehensive doctrine that ungmifinfects the
concept of public reason that Rawls wishes to defend. If that is the case, that would uhdercut
political legitimacy of such a notion of public reason since, in effect, others in oatysatio
were not deeply committed to this version of political liberalism would be forcedgetavith
laws and policies that were contrary to their deepest political values. Buidlzerether
liberalism problem, which will require significant attention from us. IHiew can we reconcile
the demands of health care justice with respect for the deep value contiments (conflicting
commitments) of various religious groups in our society, or political groups wit deep
distinctive values, such as advocates for various groups of persons with disélds? The
quick examples would be these: If we can come to agreement that all in our society dugght
assured access to a fairly thick package of health benefits, then should physisiEaasicide
be a covered benefit? Or any of a broad variety of new reproductive technologies, somé of whic
will require the destruction of embryos? Or pre-implantation genetic diagnasightfcell
embryos for purposes of discarding embryos at risk for a serious genetic disordgePm@ne
genetic engineering of eight-cell embryos for either curative or enhancemposes? Or using
animals as factories to grow large quantities of genetically engineergsl fir human use? Or
the use of 100-cell human embryos as generators of embryonic stem cells that we evéald us
the regeneration of nerve or organ tissue severely damaged by disease? ®oMiglis for
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problems related to impotence?

Finally, there is this questiollVhere does wide reflective equilibrium, as a moral/
philosophic methodology, fit in when it comes to articulating just health ca policies and
just health care practices? It would seem that any sort of philosophic methodology is just not
compatible with the need for compromise when there are conflicting moral and puobtises at
stake. It would also seem that there is something incompatible between a rghiance
democratic mechanisms to address some range of rationing issues and appeaha epitdria
(such as those implicit in wide reflective equilibrium) to judge the justness ofitbemes of a
democratic deliberative process.

READINGS

Rawls, John. “Fundamental Ideas,” in Political Liberal{€olumbia University Press,
1993), 3-46[A]

Rawils, John. “The Idea of Public Reason revisited,” University of Chicago Law
Review 64 (Summer, 1997), 765-8JA] This is reprinted in John Rawls:
Collected PapergHarvard University Press, 1999), 573-615.

Daniels, Norman and Sabin, James. Setting Limits Fampy 1-66A]

Freeman, Samuel (ed). The Cambridge Companion to R@dmbridge University Press,
2003). There are a number of excellent critical essays in this volume that capfbke hel
in understanding the core ideas in Rawls’ political philosophy (early and late). | would
recommend the following:

Thomas Nagel, “Rawls and Liberalism,” 62-85.

Joshua Cohen, “For a Democratic Society,” 86-137.

Thomas Scanlon, “Rawls on Justification,” 139-67.

Amy Gutmann, “Rawls on the Relationship Between Liberalism and Democracy,” 168-99
Norman Daniels, “Democratic Equality: Rawls’ Complex Egalitariafiigtd1-76.

Burton Dreben, “On Rawls and Political Liberalism,” 316-46.

Onora O’Neil, “Constructivism in Rawls and Kant,” 347-67.

Charles Larmore, “Political Liberalism,” 368-93.

Daniels, Norman. “Wide Reflective Equilibrium and Theory Acceptance in Ethits,” |
Justice and Justificatioedited by Norman Daniels (Cambridge University
Press, 1996), 21-4(B]

Daniels, Norman. “Reflective Equilibrium and Justice as Political,” in Jusiicl
Justification edited by Norman Daniels (Cambridge University Press, 1996), 14&]75.

Daniels, Norman. “Wide Reflective Equilibrium in Practice,” in Justice andfidasion,
edited by Norman Daniels (Cambridge University Press, 1996), 333E352.

Sunstein, Cass. Legal Reasoning and Political Corf@ixford University Press, 1996),
13-61, on the topics of legal reasoning and incompletely theorized agreg@jent.

Daniels, Norman and Sabin, James. “Limits to Health Care: Fair Procedures;ragem
Deliberation, and the Legitimacy Problem for Insurers,” Philosophy and Public
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Affairs, 26 (Fall, 1997), 303-350.

Fleck, Leonard. “My Conscience, Your Money,” in Cases in Bioe(#it®d.), edited
by Bette-Jane Crigger (St. Martin’s Press, 1998), 273A17.

Emanuel, Ezekiel, The Ends of Human Life: Medical Ethics in a Liberal Polity
(Harvard University Press, 1991), 97-1§4]

Postema, Gerald. "Public Practical Reason: An Archeology," Social Philosophy
and Policy 12 (Winter, 1995), 43-86.

Postema, Gerald. "Public Practical Reason: Political Practice," inyraedr
Practice edited by lan Shapiro and Judith deCew Nomos XXXVII
(New York University Press, 1995), 345-85.

Habermas, Jurgen. "Reconciliation Through the Public Use of Reason:
Remarks on John Rawls' Political Liberalism," The Journal of Philosophy
92 (March, 1995), 109-31.

Rawls, John. "Reply to Habermas," The Journal of Philoscshy
(March, 1995), 132-80.

Brower, Bruce. "The Limits of Public Reason," The Journal of Philosophy
91 (Jan., 1994), 5-26.

Gauthier, David. "Public Reason," Social Philosophy and BdiRyWinter,
1995), 19-42.

Gutmann, Amy and Thompson, Dennis. "Moral Disagreement in a Democracy,"
Social Philosophy and Polic§2 (Winter, 1995), 87-110.

Gray, John. "Agnostic Liberalism," Social Philosophy and Ppliey(Winter,
1995), 111-35.

Weithman, Paul. “Contractualist Liberalism and Deliberative Democracy,”
Philosophy and Public Affair24 (Fall, 1995), 314-43.

D’Agostino, Fred._Free Public Reason: Making it Up as Wé@dord University
Press, 1996).

Ackerman, Bruce. “Why Dialogue,’” Journal of Philosop8 (1989), 5-23.

Ackerman, Bruce. “Political Liberalisms,” Journal of Philosop®id/ (1994), 364-86.

Gaus, Gerald. Justificatory Liberalism: An Essay on Epistemology and &olitic
Theory(Oxford University Press, 1996).

Kekes, John. “The Incompatibility of Liberalism and Pluralism,” American Philosaphi
Quarterly 29 (1992), 141-51.

Kekes, John, The Morality of PluralisfRrinceton University Press, 1993).

Kekes, John. Against Liberalis(@ornell University Press, 1997).

Macedo, Stephen. Liberal Virtues: Citizenship, Virtue, and Community in Liberal
Constitutionalism(Oxford: Clarendon Press, 1991).

Marneffe, Peter de. “Contractualism, Liberty, and Democracy,” Eth®$ (July, 1994),
764-83.

Raz, Joseph. “Facing Diversity: The Case of Epistemic Abstinence,” Philosophy and
Public Affairs 19 (Winter, 1990), 3-46.

Arneson, Richard. “Liberalism, Distributive Subjectivism, and Equal Opportunity for
Welfare,” Philosophy and Public Affairsl9 (Spring, 1990), 158-94.
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Freeman, Samuel. “Reason and Agreement in Social Contract Views,” Philosophy
and Public Affairs19 (Spring, 1990), 122-57.

Buchanan, Allen. “Justice as Reciprocity versus Subject-Centered Justi¢tesbBhy
and Public Affairs19 (Summer, 1990), 227-52.

Marneffe, Peter de. “Liberalism, Liberty, and Neutrality,” Philosophy and Pulfiiairs,
19 (Summer, 1990), 253-74.

Richardson, Henry. “Specifying Norms as a Way to Resolve Concrete Ethicalr®sgble
Philosophy and Public Affaird 9 (Fall, 1990), 279-310.

Richardson, Henry. “Beyond Good and Right: Toward a Constructive Ethical Pragmatism,”
Philosophy and Public Affair24 (Spring, 1995), 108-41.

Richardson, Henry. Democratic Autonomy: Public Reasoning About the Ends of Policy
(Oxford University Press, 2002).
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VII. JUSTICE, HEALTH CARE, AND THE GOOD DOCTOR: PATIENT ADVOCATE
OR PRUDENT PROTECTOR OF SOCIETAL RESOURCES?

The focus of our discussion will be the inescapable role of the physician in any system of
health care rationing, specifically, the problem of justice for the physician Iincswaimstances.
The basic problem is that physicians are supposed to be uncompromised advocates of the best
medical interests of each of their patients. At the same time physiciantakeistsponsibility
for determining who gets what kind of medical care when there are limits on theahcede
that he/she may legitimately provide. That is, the framework of justice is dnghiyscians
cannot simply ignore. How then are physicians supposed to reconcile these competing
responsibilities? One answer, advocated by Veatch, is that all rationing deslsoohs be
made in categorical terms at some policy or administrative level. Pmsie@uld then have
their hands tied. They simply would not be permitted to act against such policies on behalf of
their patients, so they could justifiably claim that they are being as loyal siblppgiven the
constraints that have been imposed upon them from above. When we speak of a "policy or
administrative level decision” we have in mind either Medicare/ Medicaid pedicgpresented
by something like DRGs [budgets for the care of individual patients with specifiicahe
diagnoses], or policy decisions that might be made within a managed care plan.

But it does not seem this is an entirely acceptable position to adopt, either from armora
a clinical perspective. Categories are always crude devices forrgfegtioning decisions; and
there is typically great variability in the medical circumstances ofiddal patients within the
same medical/disease category. A morally sensitive physician could hagdlgsce to such
administrative rationing positions, if he/ she believed a given patient was an @ldisfe to a
certain rationing policy. If an appeals process is introduced, then a physician oncds again
the position of having to decide whether an appeal is warranted in the case of a spesitic pa
which then just brings us back to our original dilemma: How could a conscientious physician fa
to make an appeal for all but the most moribund of his patients?

There is another response made to Veatch by Morreim, namely, that no administrative
rationing mechanism can just work by itself without the active involvement of physiicia
implementing that mechanism. How then can physicians reconcile for themselveis in t
clinical behavior these competing moral frameworks. We shall want to arguechad s
reconciliation is possible, even if only in somewhat idealized circumstancesvesuif éhat
argument is successful, the follow-up question will still be troubling, namely, asecans
morally obligated to inform their patients of the fact that they are being deniedsstrof
medical care that might have been beneficial for them, but is in fact being denicbeteumse
the likely benefits are too small relative to the actual costs of providing dlaatient. Or is it
sufficient, if, for example, patients belong to an HMO, that such decisions are siagéyby
physicians without explicitly informing patients of options being denied them on the grbwands t
patients were duly informed, when they joined the HMO, that they were buying into & sfste
“"constructive rationing,” that this was high quality health care they weragyatta reduced
price because in at least a state of wellness they had made the judgment thatesiesbfahad
made sense. That is, they have already agreed to the making of such rationing decibgins by
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caregivers. Consequently, there is no need to get explicit consent from patiérimeax
patient is denied a potentially beneficial, though only marginally so, medicateervi

Finally, the context for this discussion is primarily managed care plans (thougtyeta
care plans are very often acting in accord with the wishes of large employerswehachazally
demanded a range of restrictions and limitations in their specific health plan) theug have
always been incentives shaping physician behavior that were not always congruest the be
interests of patients. We cannot consider all of these issues. We will rediiguvedtime to
address the question of whether the rapidly spreading profit motive in health carenthtea
undermine even further the fairness of the system. We should not ignore the role of amampetit
in health care today as more of a market-dominated system. To what extent doegioompet
among managed care plans threaten to make more unjust such plans? But we will paas over t
issue as well rather quickly. Instead, we will give some attention to the wayah wdrious
cost control schemes used in managed care plans potentially threaten bothrizentrea
patients by physicians and the best interests of patients. Two such mechanisms ar@sknow
‘capitation’ and ‘withholds. These are described by analysts as ‘incentive msokantThe
alternative is to rely upon ‘rules’ to control costs by controlling physician behaviotesR
cover clinical guidelines, practice protocols, utilization review, formabnatig protocols, drug
formularies, etc. Rules are typically seen as doing a better job of proteashglipcations,’ but
incentives are seen as being better for giving physicians the sort of cliaighllity needed to
be responsive to individual patient circumstances.

READINGS
Ubel, Peter._Pricing Life99-151.[A]

Associated Press. “Jury Faults Doctor in HMO Death Lawsuit,” Boston @Géb@/2004)

Daniels, Norman and Sabin, James. “Indirect Limit Setting: Accountabilityhiggi€lan
Incentives,” in Setting Limits Fairly121-34. [A]
Morreim, Haavi. _Balancing Act: The New Medical Ethics of Medicine’s NeanBmics
(Kluwer Academic Publishers, 1991). , pp. 45-13B]
Gervais, Karen and Priester, Reinhart and Vawter Dorothy (eds.). Ethicalrgeslle
in Managed Care: A Casebo@®eorgetown University Press, 1999). This
is an excellent collection of cases and commentaries that are the focus for
our discussion this session. See, in particular:
Fleck, Leonard. “Balancing a Plan’s Obligations to Individual Patients and Its
Enrolled Population,” 17-26A]
Povar, Gail and Hall, Mark. “Referral Practices Under Capitation,” 10JAl7.
Eddy, David. "Broadening the Responsibilities of Practitioners: The Team Approach,”
in Clinical Decision Making: From Theory to Practigmnes and Bartlett,
1996), 219-34 [A]
Eddy, David. “Principles for Making Difficult Decisions in Difficult Timesii Clinical
Decision Making: From Theory to Practic®dnes and Bartlett, 1996), 251-¢4]
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Levinsky, Norman. "The Doctor's Master," New England Journal of
Medicine 311 (Dec. 13, 1984), 1573-13\]

Baily, Mary Ann. “Managed Care Organizations and the Rationing Problem,” Hasting

Center Repoyt33 (Jan./Feb., 2003), 34-4[C]

Hall, Mark. Making Medical Spending Decisions: The Law, Ethics, and Economics
of Rationing Mechanism@xford University Press, 1997), 113-69,
chapter entitled “Physician Bedside Discretidi]

Veatch, Robert. “Who Should Manage Care? The Case for Patients,” Kennedy
Institute of Ethics Journa¥ (1997), 391-401C]

Bodenheimer, Thomas and Grumbach, Kevin. Understanding Health Policy: A Clinical
Approach(Lange, 1998), chap. 5 “Capitation Payment in Managed Care;”
chap. 8 “Painful vs. Painless Cost Control”; chap. 9 “Mechanisms for Controlling
Costs.”[B]

Agich, George. "Incentives and Obligations Under Prospective

Payment,” Journal of Medicine and Philosof2y(May, 1987), 123-44.
Thurow, Lester. "Learning to Say 'No™ The New England Journal
of Medicine 311 (Dec. 13, 1984), 1569-72.

Fuchs, Victor. "The 'Rationing' of Medical Care,"” New England
Journal of Medicing311 (Dec. 13, 1984), 1572-73.

Thurow, Lester. "Medicine Versus Economics," New England Journal
of Medicine 313 (Sept. 5, 1985), 611-14.

Daniels, Norman. "Why Saying No to Patients in the United States
is So Hard: Cost Containment, Justice, and Provider Autonomy,"
New England Journal of Medicind14 (May 22, 1986), 1380-83.

Cassel, Christine. "Doctors and Allocation Decisions: A New Role
in the New Medicare," Journal of Health Politics, Policy, and
Law, 10 (Fall, 1985), 549-64.

Angell, Marcia. "Cost Containment and the Physician," Journal of
the American Medical Associatigtb4 (Sept. 6, 1985), 1203-07.

Hilfiker, David. "Allowing the Debilitated to Die: Facing Our

Ethical Choices,” New England Journal of Medi¢i&8@8 (March
24,1983), 716-19.

Mooney, Gavin and McGuire, Alistair. (ed8/edical Ethics and
Economics in Health Cai®xford: Oxford University Press,
1988). This is an excellent collection overall. See
especially the article by Bryan Jennett, "Medical Ethics and
Economics in Clinical Decision-Making," 90-102.
Friedman, Emily. "Doctors and Rationing: The End of the Honor
System," Primary Card 3 (June, 1986), 349-64.
Evans, Roger. "Health Care Technology and the Inevitability of
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the American Medical Associatip@49 (1983), 2047-52;
2208-2219.

Strosberg, Martin and others. Rationing of Medical Care for the
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Daniels, Norman. "The Ideal Advocate and Limited Resources,"
Theoretical Medicine8 (1987), 69-80.
Engelhardt, Tristram and Rie, M. "Intensive Care Units, Scarce
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of the American Medical Associatip855 (1986), 1159-63.
Brock, Dan and Buchanan, James. "The Profit Motive in Medicine,"
Journal of Medicine and Philosophy2 (Feb., 1987), 1-35.
Blank, Robert. Rationing Medicin®ew York: Columbia University
Press, 1988).
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of Interest(Oxford University Press, 1993).
Goold, Susan. “Money and Trust: Physician Incentives and the Doctor-Patient
Relationship,” Journal of Health Politics, Policy, and | @& (1998), 687-95.
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VIIl. JUST CARING: IS AGE-BASED HEALTH CARE RATIONING MORALLY
DEFENSIBLE?

As we noted in class already, there are special problems of justice tha aos@ection
with the elderly. These problems arise because the elderly consume a disproposhianaif
health resources in our society, roughly three times as much in the way of healtbegssuhe
non-elderly. From a utilitarian perspective, this does not seem to be a wise usetgfssiaunited
resources. This perspective may not seem to be especially attractive, apdéemato warrant
discriminatory treatment of the elderly. Do we solve our problem if we say tH#t base ought
to be distributed in accord with need: greater need means greater entitlerhenpr3pective
has greater initial moral attractiveness, but it does seem to have someapdaatvbacks (as well
as moral drawbacks). For there is the risk that the elderly could hijack the healtudget
because of their virtually limitless health needs (which seem to expand withoexgpanedical
technology); and this would seem to threaten the fair treatment of non-elderly intividoar
society who have significant health nee@®, how can we fairly distribute health resources
among the elderly, and between the elderly and the non-elderly, such thaewespect their
autonomy and accord equal respect to their basic moral rights?

Would we act unjustly if we were to reduce the access of the elderly to some of ¢he mor
expensive forms of health care available, such as they have done in Great Brisan8hdfuld
we use a simple age criterion, such as age 70 or 75? Or should we add to the age-onterion s
present-or-future- quality-of-life criterion as well, the point being that tiaogerelatively low
quality of life (mental status/ functional abilities), or those whose qualitjeoivbuld only be
worse as a result of medical treatment, would have less of a claim on heal#soareas? Are
we capable of making such quality of life judgment in ways that are reasonableyebpdobve
moral criticism? Or do we risk the charge of age discrimination? And to wieatiteld we allow
individual elderly persons (or their surrogates) to have a say with regard to suth afude
judgments? Or should we add a "probability of success" criterion to our judgments3, That i
where the likelihood of a successful medical intervention is small, say, less thaarid%o
success means only a marginal gain in life expectancy or quality of life, would werally
justified in denying access to that kind of medical care? This would be close to sbofe sor
"costworthy" criterion such as Menzel would advocate. Think about these issuesaon telat
several of the paradigm cases | introduced the very first night of class, suchW\artfiee case.
Or think about a case such as this........... an 85-year old in excellent health due to an excellent
genetic endowment, except for a life threatening cardiac problem.................. quite manageable
with the help of a totally implantable artificial heart for $300,000. Does that individual have a
just claim to that resource? Is a just and caring society morally obligated to sustain his life
because his genetic endowment will yield for him a predicted “natural life expectan@y” of
years? Could he justifiably claim, if denied the artificial heart, that ten years ofdisdife
taken from him unjustly by society?
Why or why not?

Is there further need for reform of the Medicare program in order to make sure that the
Medicare program does not go bankrupt, and in order to make sure that Medicare is only paying
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for costworthy care, or only paying for care that meets the real health needsldeth@ elf

reforms are needed, what do you think those reforms ought to be in order to bring about a more
just Medicare program? Should we, for example, continue to increase the Medioatepeand
co-pay requirements so that the elderly themselves become rationing ageres fmwh care?
Should we abandon the DRG prospective payment mechanism in Medicare? If so, what sort of
cost containment devices ought to replace that mechanism? Also, what should we be doing, if
anything, to better meet the long term care needs of the elderly? Should the eldeitindpéo
trade-off access to expensive life-prolonging acute care for long term &a@Ad a prescription
drug benefit have been added to the Medicare program at a likely cost of $830 billion over a ten-
year period of time [2007-2016] [Bush plan], out of projected total drug expenditures for the
elderly of $2.1 Trillion for that ten-year period. If you reject the Bush plan, what would gaasse

a more just alternative that did not bust the federal budget? Note: Current Médidges

[2007] is about $430 billion. These last questions are important because they speak to real
matters of public policy, and introduce the problem of justice in non-ideal circumstanusss

a problem | address in my article on DRGs, and | will be curious as to whether you see my
approach as being philosophically useful and defensible. NOTE: | know that it will be ppssibl
for reasons of time, to delve into great depth on the policy issues raised in this course. For
virtually every seminar meeting there are very salient policy issuesule discuss. Most of the
time 1 will ask you to be satisfied with a cursory identification of the relewsuies. But we

ought to do at least one in-depth bit of policy analysis, just so you see what it needs to look like,
what you need to be prepared to think about as a philosopher in some part of the policy arena.

Yet another set of issues of justice that we need to address pertains to jubtite wi
intimate relations. The starting point for this problem is the high level of funcilogetbility
among the elderly over the age of 85. About 25% of the elderly above age 85 are unable to care
for themselves. Most of these infirm elderly are cared for by family mentyprsally daughters.
The issue we are concerned with here is whether this involves obligations of justiceabr
considerations related to beneficence. While we might think of this as a mattersanal
morality” my intent is to focus on the implications for social morality and spoiaty. More
specifically, the home care that is provided now by family members is a "free godal'as the
government is concerned (or other third-party payers of health care). Yet it cggube Hrat it is
women for the most part who are exploited in these circumstances because thayenuyst g
substantial personal time and career opportunities to provide this care. Is thisisgrett a
just and caring society may passively tolerate? The alternative, of coulss,ssch care could
be paid for. If we did that, however, the result would be either a major exacerbation of the
problem of escalating health costs, or else the need to "balance the budget" by notrngurchasi
other kinds of health services that would be judged to be of lower priority. We might, for
example, routinely deny an 80-year old advanced Alzheimer's patient with failinyidiadysis
(cost=$100,000 per year), which would mean they would die from uremic poisoning rather than
living a couple more years in a demented state.

The other issue of health care justice within families pertains to resolocat@an with
respect to terminally ill, competent or incompetent elderly patients. Theréerapotentially
life-saving medical intervention that offers only a 10% chance of such successsteathore
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than $100,000, that is judged "experimental" by insurance companies (and the government), and
hence, that will have to be paid for from private funds. May a surrogate decisionmakertheit
therapy for a now incompetent patient in order to avoid leaving that patient's (futdosy wai
bankruptcy? Or in order to protect the estate for adult children who are strugglingdihé

And if the patient is competent and desperately wants that resource, even if iteagarghis

widow bankrupt, does he have a just claim to those familial resources for that purpose? eOr do w
want to argue that considerations of justice are irrelevant within the fahalthtere are other

moral norms that must be dispositive in such circumstances? If so, then we need to lask whet
there are any "spillover effects” so far as justice is concerned for soceigh situations? That

is, if family members refuse to accept the financial and emotional and personaisbofdaring

for the dying and seriously chronically ill, then does our moral norm of "just caring'recttpait

society at large assume those burdens?
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Daniels, Norman._Just Health, chap'®lobal Aging and Intergenerational Justi¢a]
Daniels, Norman._Just Health Carehapter five, 86-113.
Daniels, Norman. Am | My Parents' Keeper? An Essay on Justice
Between the Young and the Qldxford: Oxford University
Press, 1988), 21-39 ["Filial Obligations and Justice"],
83-102 ["Rationing by Age"|B]
Francis, Leslie. “Age Rationing Under Conditions of Injustice,” 270-77 in Medicine and
Social JusticgA]
Nelson, James L. “Just Expectations: Family Caregivers, Practicatiekerand Social
Justice in the Provision of Health Care,” 278-89 in Medicine and Social Jlilice
Brock, Daniel. "Justice and the Severely Demented Elderly,"
The Journal of Medicine and Philosophi (Feb., 1988),
73-99. You have the reprinted version from Brock’s Life and Death
Philosophical Essays in Biomedical Ethigs|
Brock, Dan. "Justice, Health Care, and the Elderly,” Philosophy
and Public Affairs 18 (1989), 297-312. You have the reprinted version
from Brock’s Life and Death: Philosophical Essays in Biomedical EfAilcs
Fleck, Leonard. "Justice, Age Rationing, and the Problem of
Identifiable Lives," chapter in Health Care for an Aging Population
edited by Chris Hackler (SUNY Press, 1994), 93-106.

Callahan, Daniel,_Setting Limits: Medical Goals in an Aging
Society(New York: Simon and Schuster, 1987), chapter five.

Fleck, Leonard. "DRGs: Justice and the Invisible Rationing of Health Care Resburce
Journal of Medicine and Philosopy? (May, 1987), 165-97.

Jecker, Nancy and Pearlman, Robert. “Designing Ethical Alternatives to dgg=iB
Rationing,” chapter in Health Care for an Aging Populatestited by

50



Chris Hackler (SUNY Press, 1994), 121-{8]

Jecker, Nancy. "Disenfranchising the Elderly from Life-Extending
Medical Care,"” Public Affairs Quarterly (1988), 51-68.

Veatch, Robert. "DRGs: Justice and the Allocation of Resources,"

The Hastings Center Repptit (June, 1986), 32-40.

Moody, H.R. "Generational Equity and Social Insurance,” Journal
of Medicine and Philosophyt3 (Feb., 1988), 31-56.

Wikler, Daniel. "Ought the Young Make Health Care Decisions for
Their Aged Selves?" Journal of Medicine and PhilosppBy
(Feb., 1988), 57-71D]

Kuhse, Helga and Singer, Peter. "Age and the Allocation of
Medical Resources," The Journal of Medicine and Philosophy
(Feb., 1988), 101-16.

Homer, Paul and Holstein, Martha (ed). A Good Old Age: The Paradsetinfig
Limits, (Touchstone Book, 1992). See the following essays:

Cassel, Christine. “The Limits &etting Limits,”196-206[B]
Winslow, Gerald and Walters, James. (Eds). Facing Limits: Ethics and Headth C
for the Elderly(Westview Press, 1992). See the following essays:
Menzel, Paul. “Counting the Costs of Lifesaving Interventions for the
Elderly,” 137-49.

Veatch, Robert. ‘How Age Should Matter: Justice as the Basis for Limiting
Health Care to the Elderly,” 211-2[T]

Winslow, Gerald. “Exceptions and the Elderly,” 231-&3

Battin, Margaret Pabst. “Is There a Duty to Die Cheaply? Age Rationing and the
Just Distribution of Health Care,” in The Least Worst Death: Essays in Risethi
on the End of Life(Oxford University Press, 1994), 58-1B]

Jecker, Nancy. "Being a Burden on Others," The Journal of
Clinical Ethics 4(Spring, 1993), 16-20.

*Hardwig, John. "The Problem of Proxies with Interests of Their
Own: Toward a Better Theory of Proxy Decisions," The
Journal of Clinical Ethics4(Spring, 1993), 20-27.

*Carse, Alisa. "Justice Within Intimate Spheres," The Journal
of Clinical Ethics 4(Spring, 1993), 68-71.

*Brody, Howard. "Age Cut-offs for Health Care Entitlements: The
Missing Moral Level," in Health Care for an Aging Population
edited by Chris Hackler (Suny Press, 1994), 107-114.

*Callahan, Daniel. "Taking the Next Steps: Devising a Good Lifespan
for the Elderly," in_Health Care for an Aging Population
edited by Chris Hackler (SUNY Press, 1994), 213-24.

Aaron, Henry and Schwartz, William. The Painful Prescription:

Rationing Hospital Car@NVashington: Brookings Institution,
1984).

Jecker, Nancy. "Towards a Theory of Age-Group Justice," The

Journal of Medicine and Philosopt (Dec., 1989), 655-76.

51



This article is followed by a reply from Daniels.

Kilner, John. "Age as a Basis for Allocating Life-Saving Medical
Resources,” Journal of Health Politics, Policy, and L E3v
(1988), 405-23.

Kilner, John. "Age Criteria in Medicine: Are the Medical Justifi-
cations Ethical?" Archives of Internal Medicjri49 (Oct.,
1989), 2343-46.

Bayer, Ronald and Callahan, Daniel. "Medicare Reform: Social and
Ethical Perspectives," Journal of Health Politics, Policy,
and Law 10 (Fall, 1985), 533-47.

Avorn, Jerry. "Benefit and Cost Analysis in Geriatric Care:

Turning Age Discrimination into Health Policy," New England
Journal of Medicine310 (May 17, 1984), 1294-1301.

Spicker, Stuart and others. Ethical Dimensions in Geriatric Care

(Dordrecht: D. Reidel Publishing, 1987).

52



IX. JUST CARING: JUDGING FAIRLY THE HEALTH CARE NEEDS OF THE
TERMINALLY ILL, THE CHRONICALLY ILL, AND THE
CATASTROPHICALLY ILL

This is something of a grab bag class in that there are many categoriesrif peti@eed
to consider in order to determine whether or not legitimate discriminations magds=among
those who may or may not be entitled to a certain level of health care. If there istonéit
binds these diverse categories together, it is the fact that all these tyag¢ieofs represent high
cost users of health services in our society. The relevant statistic is tbé&b thigpatients in the
US who are sickest in any given year consume 54% of health resources in a year, which would be
about $1.2 trillion in 2007. What follows from thaghould cost-effectiveness be the
predominant criterion we use for determining how we prioritize all the sorts of patients who
are the focus of this class session? [Note what Ubel has to say about this qoaedtTo what
extent, if any, should personal responsibility for having costly health need®lused to
determine whether or not those needs will be met? Or is the most monalpt consideration
with regard to these categories of patients that they are clearly the “worst gffand
therefore deserve the highest priority so far as access to health care is cemed? [Would
this be a proper application/ interpretation of a Rawlsian conception of jusce?]

The patients who should first get our attention are those who are terminally iktigtist
you will come across in your readings is that 28% of all Medicare dollars are spéet&@#b of
Medicare patients in their last year of life. The implication is that tpiesents a wasteful use of
health resources, and hence, a way of using health resources that is morally opti@rahaa
something being required by justice. But among the practical difficulties weuwiinto is that of
whether or not an accurate judgment can be made at the bedside of who is termirstighei
philosophic level or conceptual level, the issue will be that of decidjrio whom the label
"terminally ill" is properly affixed. At the moral level the issue is whether the terminally ill
have just as much a moral right to whatever health services might prolong theiifé for
what they judge a significant enough period of time as the non-terminally ill That is, do we
treat the terminally ill unjustly if we deny them the health intervertion that costs $100,000
and that will give them an additional month of life? Or six months of life? Or an exa year
of life?

One of the central problems we will need to address in the course is the “last chance
therapy” problem. We will take it up explicitly in our next seminar meeting, butsligood
place to introduce the problem. We asked in the prior paragraph who the terminally Qirege
common response is to say that individuals who have a predicted life expectancy of six onont
less are “terminally ill” in the strict sense of the term. What “lashcbdherapies” represent is an
opportunity for rescueDoes everyone have a moral right (just claim) to such rescue (or
multiple rescues), no matter what the cost, no matter how small the gain iarigth of life, no
matter what the chance that the rescue attempt will be successfub matter what is
sacrificed in terms of meeting the health needs of others, no matter whitte age, no matter
what the quality of life, etc.? To put this more concretely, should it be thease (as a matter
of health care justice) that an AIDS patient at age 38 who has failed protease ihttors
should have ONLY an EQUAL RIGHT to expensive life-prolonging fusion inhilitor
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therapy relative to an 85-yr old with mild dementia who needs an artificial hedrat $300,000
for two extra years of life? Or should that AIDS patient have a stronger moral claim? Ad,
if so, what would be the moral basis for that stronger claim?

One of the more difficult issues we need to consider here are children who are ficad wi
terminal illness. As with adults, the cases we need to consider are enormouslydmsteus.
We can askDo they have stronger just claims to expensive, life-prolonging health reso@s
than adults with comparable medical problems and comparable prospects aiiccess/ failure
just by virtue of the fact that they are so young, that they have had little opportuty to live
a life? How should we think about the just claims to health resources for aneephalics
[Baby K problem]? For children with necrotic small bowel syndrome [cost®f $300,000+
per year to sustain their lives, maybe for 4-6 years]? For children born with Tsomy 18?
Trisomy 13? With a range of serious genetic disorders®ith early childhood cancers that are
usually fatal? Children who are HIV+ at birth? [Note: Most of the problems of¢usi discuss
are problems of social justice. But there may be problems of justice withinlg faatican have
consequences for various family members that are a problem of justice as well, leadiipt
addressed at the social level. Some of these very ill children may have théirchealpaid for
by public or private programs of various sorts, but the burden on parents (and other children) may
still be largely unrelieved. In such circumstances, may parents elect to farteer life-
sustaining care for these chronically ill children in order to more fairly theeteeds of other
family members? ]

A second category of patients we need to discuss are patients in a persistativeeget
state or patients in advanced states of dementia. How much do we as a society owéesigh pat
in the way of expensive life-sustaining health care as a matter of justppased to charity?
You need not think of any especially exotic or invasive medical procedures in this connection.
Most often we are simply talking about feeding tubes and antibiotics and basic nursinguia
individuals can be kept alive for many years under such circumstances with minpaeityeéo
appreciate the life they have. The most recent example that garnered all ofaratemal
political attention was the case of Terri Schiavo. An expanded version of our question might
include the profoundly retarded. Just to put some numbers to this discussion, it is eshiatated t
there are 10-25,000 individuals in PVS right now, and the annual cost of their care is about $2
billion. There are about one million individuals in nursing homes today at a cost of about $60,000
per person per year. {NOTE: Those are just the nursing home costs. Any additional caedical
to treat diabetes or congestive heart failure or failing kidneys etc. remésgtextra costs.] Itis
predicted that by the year 2025, when much of the baby boom generation will have aged out, there
will be four million individuals needing nursing home care.

The third large category is that of the catastrophically ill, or what Wikidr2aniels refer
to as "bottomless pits". In itself this is really a very heterogeneous grouplutteéacfor
example, individuals who have suffered very severe head injuries that have left thiyn mos
paralyzed, who now have enormous rehabilitative needs, plus a constant stream of otlaér medic
problems that repeatedly arise and need attention. The question we need to raigeeis whet
individuals ever reach "the limit" beyond which a society could deny further healttodhese

54



unfortunate individuals, that is, health care that is paid for from social resource® aré lots of
serious (but not immediately fatal) chronic diseases that would put individuals catbgory,

such as renal disease with the need for dialysis at a cost of $53K+ per year, notdo sieeti

effect problems requiring additional medical care and hospitalization. AID& imeganother

example we could mention. Dr. Fauci predicted in 1993 that by the end of this century AIDS will
just be a chronic disorder, not fatal. What he did not predict is the cost of keeping someone alive
with a broad assortment of very expensive drugs needed to respond to one or another health crisis
precipitated by the AIDS virus. Right now each of the individual drugs AIDS patientssneed i

very expensive. What becomes problematic is the fact that the number of suatdafflict

individuals in the future is likely to be very large (over one million) and grow each yeawhat

extent should such numbers "count”, morally speaking? Again, to give a specific example
protease inhibitors are the drugs that may in fact verify Dr. Fauci's predictBuighe cost of

those drugs is roughly $16-20,000 per year. Those drugs have had truly dramatic effects in
suppressing the AIDS virus, often to undetectable levels. But no one knows how long that effect
might last; the virus may be able to mutate after some period of time and overcdimitaitiens
imposed by various protease inhibitors. [In point of fact, we have learned since 1997 that the virus
does mutate around these drugs, eventually defeating all the protease inhibitorss dhetref
variation from individual to individual for reasons not well understood. In 2003 we saw the
introduction of fusion inhibitors, which will raise the cost of prolonging these lives to $35,000 per
patient per year. And often these drugs have costly medical side effects mb¢dafiehat $35K
figure. Yet other drugs are in the pipeline for the time when the fusion inhibitors vdéfeated

as well. You should also know this same argument has recently been made with regaverto ans
That is, few expect to defeat a cancer, especially if it has metadtaSiaenow the clinical hope

is that cancer in its advanced stages can be “reduced” to a long term chroniaithelsigs

that will in various ways prevent cancer cells from multiplying by defeatingrionaways their
capacity to access healthy cells.] In the meantime, given the cost and ungevtzanis a just

and caring society morally obligated to do by way of assuring access to these Hmgsitgh a

priority ought access to these drugs have, relative to all the other unmet healtmroaeds i

society? Relative to all other chronic health care needs in our society? |bwilhxoduce

comparable issues related to hemophiliacs, where the cost per life-year sgivelden$100,000

and where some interventions can cost up to $5 million for one person with only a 30% prior
probability of success. Roughly 15% of hemophiliacs will not be able to tolerate FHtttnéy

are the candidates for that intervention that can cost $5 million. Today, this intervention i
considered for children around age five. This lowers the cost to around $2 million per child.

Finally, there are those patients that some analysts call RHSDs, or Repeate
Hospitalization for the Same Disease. They may be responsible for 17% of our tothhaaitha
expenditures [$390 billion in 2007]. This category includes individuals who are drug abusers,
alcoholics, smokers with COPD or other lung problems, diabetics, very obese individuals,
individuals with heart disease who fail to follow their diet and medication regireemdVhat is
distinctive about this group, morally speaking, is that at some level we wouldgge that they
are repeatedly responsible for their current health needs (hospitaiation), and this seems to
impose a very significant burden on the rest of the health care system, a bemwhich some
would call unfair. Is that a correct moral judgment? Do we have some sort of rule or loér

55



relevant moral considerations that would allow us to set a limit to the amount ofdalth care
that had to be provided to such individuals as a matter of justice?
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X. HEALTH CARE, JUSTICE, ORGAN TRANSPLANTS AND OTHER EXPENSIVE
LIFE-SAVING, LIFE-PROLONGING MEDICAL TECHNOLOGIES: THE
CHALLENGES OF ‘LAST CHANCE' THERAPIES

William Schwartz has argued that the largest single factor responsil@scflating
health care costs is the expansion of medical technology. The more technology we haveg the
we can do by way of responding to medical problems of individuals. The problem is that
relatively little of this technology is curative in any definitive sense. Mogti®ivhat is referred
to as "half-way" technology, which will prolong life without curing the underlying ceddi
problem, such as renal dialysis, or bypass surgery, or much cancer chemotherapy eetceiMor
much of this technology adds to the total expense of health care because of sidthatfacts
generated and that themselves require further medical interventions. Needk@gsmuch of this
technology seems to do a significant amount of good, at least in the eyes of those whatrecei

Among some of the larger questions we need to address are the following: On the
assumption that we cannot fund in the future for everyone all that might become avaitable i
way of life-sustaining medical technology, what criteria should be used for detegravhich
technologies will be introduced into the health care system and which will not? To focus our
attention, you might consider the case of the totally implantable artificigl h@alike natural
hearts (only a limited number of which are available for transplant purposes)stla@remlimited
number of artificial hearts that could be produced. Should we just ban the development of such a
device? Should we limit the production of the device to a certain number each year, such as
10,000? Would that be unjust in any sense, given that the potential need for such devices could be
as high as 350,000 per year? [Note: That figure of 350,000 assumes restriction of abeg¢ss to t
device to those with a predicted gain in life expectancy of five years. If we finkhtitation
unacceptable, then the numbers and cost balloon rapidly. At the 350,000 level the TIAH would
add $100 billion per year to the total cost of health care in the US.] If we were tctrestri
production of TIAHs to some figure less than 100,000, then what sort of morally justifiable
criteria could be used to determine which specific individuals would have access thahdse
Each of those surgeries, by the way, would cost $300K ($2007). Another dimension you have to
bear in mind as you think about this issue is that of the financing of health care in Antfeyma
ask this question in the context of our presently highly fragmented system for fig&ace you
get one answer. If you think of it as a question in the context of a single system forl rinegtadiina
insurance, then you get a very different answer. Keep in mind that the artifictabhiya
represents a response to heart disease, a partial response at that. Does anyofersiinonsuf
cancer, COPD, liver failure, stroke, etc. have any justified moral complaintéf éine
comparable technologies for their medical problems which have not been publicly funded?
[NOTE: An artificial liver is in development right now, somewhat comparable tartifecial
kidney. In this same category would be lung reduction surgery for COPD, or the leftwentri
assist device for congestive heart failure.] Something to keep in mind is the matiomadéd
dialysis program that was put in place in 1972 under the Medicare program. That progsam pay
for dialysis or kidney transplants for ALL who have kidney failure. Itis a sort of nhteadth
insurance program for failed kidneys. Is such a program unfair to those with othmgy éagans?
That program currently (2007) supports 410,000 individuals in the US at a cost of about $23
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billion per year. Projections are for that figure to rise to 600,000 patients by the end afate.de
You should know that kidney failure is most often associated with diabetes and hea€, diseas
which means that the cost of dialysis represents only a fraction of the total araitrathee costs
for the vast majority of this class of patients.

In this class we will examine justice and allocation issues at both the micrcaanal m
levels. One macro question we can discuss (which | address in my essay) is wkethe
[citizens in a just and caring society] are open to moral criticism if we fhto maximize by
whatever morally legitimate means the supply of transplantable organsThat takes us off in
the direction of “required request’ policies, “presumed consent” policies, xenoaatsspig
organs], paying people to donate organs as an incentive to relatives, liberalizidgadelbnor’
rule, etc. At the micro-level, when we have some absolutely scarce life-saving good, wieeth
a transplantable organ or an ICU bed, what criteria are most just in determinig who ought
to have access to such a good®ne large question would bEo what extent should future
quality of life play a major role in shaping such allocation decisions? Also, in thigeld of
organ transplants, there is the issue of re-transplantation: If an organ, sucas a liver, fails
too soon after transplantation (less than a year) should that unfortunate indidual be
moved to the top of the transplant list for a second organ?

But there is a broader issue we will need to address, which is much more complicated tha
the organ transplant problem. That is the “last chance therapy” problem. The orgplatitans
problem is in some respects morally manageable because the bottom line ig¢haetldsolute
limits (or near limits) on the availability of these natural organs. When, howesereate
artificial substitutes for natural organs, there is no natural limit on theiahugay. This is why
there are currently about 410,000 individuals on dialysis. As we discussed earlier in fge cour
dialysis creates enormous moral pressure because it does literallyirefeigials from
imminent death. It was believed in 1972 that this technology was unique, and therefore, deserved
social investment to prevent these otherwise premature deaths. But we know todweey that t
technology is not unique; there are dozens of medical interventions that can be desc¢lastd as
chance therapies,” including drugs such as Xigris for septic shock, which can hava egstss
of $500K per life savedNOTE: Just so you understand what that $500 K figure means, the drug
itself costs about $7,000 per dose. That $500K figure means that administering the drug rarely
makes a difference in outcome. That is, the patient was either doomed to die or destined to
survive whether or not they received the drug. Only in a small percentage of cases isame outc
altered.

Further, there are literally millions of individuals in any given year who can be
beneficiaries of one or another of these last chance therapies................. often severat time
very great cost each time. Because life itself is at stake we areetetapghink we are morally
obligated to make available each and every one of these last chance therapiesy nédhatéatie
cost, no matter what the probability of success, no matter what the quality of lifefteowkeat
other health care interventions are given up for others, no matter what the age ofdbosed
no matter how brief the length of life that is saved. But, as | argued earlier, ibisaseasonable
or morally defensible conclusion to draBo then our question is: What are the morally
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relevant considerations that can yield just rationing decisions with rggect to last chance
therapies?

Fleck, Leonard._Just Caring, chaps 6 and 7. (20@29)

Fleck, Leonard. “Last Chance Therapies: Can a Just and Caring Society Do Health Ca
Rationing When Life Itself is at stake?” Yale Journal of Health policy, Lad/ Fdhics
2 (Spring, 2002), 255-98.

Fleck, Leonard. “Multi-Organ Procurement for Transplantation: Ethical Issues,”
in The Multi-Organ Dongredited by Robert Higgins et al (Blackwell
Science, 1998), 59-80.
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Mathieu, Deborah. "Organ Substitution Technology: Identifying
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Ethical, Legal, and Public Policy Issueslited by Deborah
Mathieu (Boulder: Westview Press, 1988), 3-21. This is an
excellent collection, which | strongly recomme Al

Wikler, Daniel. "Ethical and Ideological Assumptions of Organ
Substitution Policy," in Organ Substitution Technolpg2-30.[A]

Rhodes, Rosamond. “Justice in Transplant Organ Allocation,” 34B\pin
Medicine and Social Justice.

Menzel, Paul. "Scarce Dollars for Saving Lives: The Case of Heart
and Liver Transplants,” in Organ Substitution Technology
155-64.

Menzel, Paul. Strong Medicinehap. 10, "Raising Transplants.”

Engelhardt, Tristram. "Allocating Scarce Medical Resources and
the Availability of Organ Transplantation," in Organ
Substitution Technology21-31[B]

Kamm, Frances. “Distribution of Resources: Need and Outcome,” “Distribution
of Resources: Urgency and Outcome,” “Distribution of Resources: Outcome,
Waiting Time, and Money,” all very philosophically sophisticated, very
difficult chapters in her book Morality, Mortality: Death and Whom to Save
From It, Vol. | [Oxford University Press, 1993), 233-303.

Peters, Thomas. “Life or Death: The Issue of Payment in Cadaveric Organ Donation,”
Edmund Pellegrino, “Families Self Interest and the Cadaver’'s Organs: What
Price Consent?” Andrew Barnett et al, “Improving Organ Donation: Compensation
versus Markets,” Arthur Caplan et al., “Financial Compensation for Cadaver Organ
Donation: Good Idea or Anathema?’ J. Radcliffe-Richards et al., ‘The Case for
Allowing Kidney Sales,” P.J. Morris and R.A. Sells, “Paying for Organs From
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Living Donors,” all of which are in The Ethics of Organ Transplants: The Current
Debate edited by Arthur Caplan and Daniel Coelho (Prometheus Books, 1998),
196-241]B,C,D-------- everyone just pick one of the above that is your favorite]

Childress, James. “Fairness in the Allocation and Delivery of Health Carasé Study
in Organ Transplantation,” in Ethical Issues in Modern Medijcified., edited
by John Arras and Bonnie Steinbock (Mayfield, 1999), 724-35.

Moss, Alvin and Siegler, MarkAShould Alcoholics Compete Equally for Liver
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Transplantatior@ in The Ethics of Organ Transplants: The Current
Debate edited by Arthur Caplan and Daniel Coelho (Prometheus Books, 1998),
275-93.

Ubel, Peter, and Arnold, Robert and Caplan, Arthur. “Rationing Failure: The Ethical
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Transplants: The Current Debagglited by Arthur Caplan and Daniel Coelho
(Prometheus Books, 1998), 260-74.
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in Biomedical Ethicsedited by Thomas Mappes and Jane
Zembaty (New York: McGraw Hill, 1986), 542-52.
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Rationing Schemes for Organ Transplantation,” in Biomedical
Ethics op. cit., 553-57.

Caplan,Arthur. "Equity in the Selection of Recipients for Cardiac
Transplants," in Biomedical Ethicsp. cit., 557-67.

Moskop, John. "The Moral Limits of Federal Funding for Kidney
Disease," The Hastings Center Rept#t (April, 1987), 11-15.

Prottas, Jeff. "Case Studies: In Organ Transplants, Americans
First," The Hastings Center Repal6 (October, 1986), 23.

Annas, George. "No Cheers for Temporary Artificial Hearts," The
Hastings Center Repoit5 (Oct., 1985), 27-28.

Annas, George. "Life, Liberty, and the Pursuit of Organ Sales,"

The Hastings Center Repoit4 (Feb., 1984), 22-3.

Evans, Roger. "The Quality of Life of Patients with End-Stage
Renal Disease," New England Journal of MedicB¥ (Feb. 28,
1985), 553-59.

Iglehart, John. "Transplantation: The Problem of Limited
Resources,” New England Journal of Medicid@9 (July 14,

1983), 123-28.

Manga, Pranlal. "A Commercial Market for Organs: Why Not?"
Bioethics 1 (October, 1987), 321-28.

Mehlmann, Maxwell. "Health Care Cost Containment and Medical
Technology: A Critique of Waste Theory," Case Western Reserve
Law Review 36 (Summer, 1986), 778-871.

Peters, David. "Marketing Organs for Transplantation," Dialysis
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and Transplantatioh13 (Jan., 1984), 40-42.

Peters, David. "Protecting Autonomy in Organ Procurement
Procedures: Some Overlooked Issues," Milbank Quaytedly
(Spring, 1986), 241-70.

Peters, David. "Rationales for Organ Donation: Charity or Duty?"
Journal of Medical Humanities and BioethigqFall, 1986),
106-21.

Schwartz, Howard. "Bioethical and Legal Considerations in
Increasing the Supply of Transplantable Organs,” American
Journal of Law and Medicind 0 (1984), 397-437._Organ
Transplantation: Ethics and Public Polieglited by James
Blumstein and Frank Sloan, The Journal of Health Palitics,
Policy and Law 14 (Spring, 1989). The entire issue of this
journal is devoted to this topic. A number of the articles
are very good. | would recommend in particular the article
by James Childress, "Ethical Criteria for Procuring and
Distributing Organs for Transplantation,” 87-113. See also
the article by Peter Schuck, "Government Funding for Organ
Transplants,” 169-90.
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Xl. JUST CARING: THE MORAL CHALLENGE OF FAIR ACCESS TO EMERGING
GENETIC AND REPRODUCTIVE TECHNOLOGIES

While it may seem that the debates on health reform are already complex enouagtt, the f
is that the emerging field of genetic technology is going to make them even morexompére
are issues related to the development and dissemination of somatic cell ggne Wisich we
will need to discuss as well, especially since these therapies are begnsitogvt some promise.
These therapies are novel, but from a moral point of view, they do not seem to raise any
distinctive problems of health care justice. However, germline genetic engindees raise
what seem to be some unique moral challenges. Here we have in mind the geneionaifera
eight-cell embryos in vitro, either the removal of genes associated with sgenesc disorders
(CF, HD, AD, Tay-Sachs, Fragile X, etc) and their replacement by normal copiest gene, or
else the enhancement of an individual genome by replacing normal genes with supeoios vers
of those genes (connected with parentally or socially desirable traitsyofduiced the discussion
of this issue in a paper published in Lappe/Murphy, Justice and the Human Genome project
(1994), and there have been a couple excellent articles by Buchanan since that address thes
issues.] Rawls sees the problem of justice as starting with the acceptanc@atural genetic
endowment, then going from there, because when he wrote A Theory of destidane genetic
engineering was nothing more than science fiction. But it is very nearly scieedhity today, so
there are justice issue$f we have the capacity to do germline genetic engineering (and it is
likely to cost $50,000 per engineered embryo), then is access to such technology aenaft
social justice? If so, what precise considerations of justice might shafyee particular
allocation policy we develop? How high a priority in the total scheme of health nde should
this technology have? Would we provide access only to negative germline enginegan
social expense? Would a just and liberal society, anxious to prevent the emergent a
genetic superior class be justified, in preventing the disseminati of germline engineering
aimed at embryonic enhancement? [NOTE: The focus of this seminar sessiis on genetics
and reproductive decisionmaking. So, much of our discussion of “enhancemérgsues in
medicine will have that focus. However, “enhancement” can be achieved in manigfdrent
non-genetic ways in medicine. This is really what Viagra and Cialis are about. édtifying
what counts as “enhancement” is far from obvious in many cases. Impotence is a raad
serious medical problem for a man who is 30 or 40. Is it equally thought of as a genuine
medical problem at age 70 or 80? Prozac is effective in treating serious depressior
many. But Prozac can also be used to treat “shyness.” Is this another form of
enhancement? And how should we think about this from the perspective béalth care
justice? If we had a national health insurance program, would we be morally obligatl to
cover Prozac as a treatment for shynessfNote: A nice collection of essays around these
“enhancement questions” is Enhancing Human Traits: Ethical and Social Ingpigcatlited by
Erik Parens (Georgetown University Press, 1998).]

Note: The point of some of these questions around reproduction is to suggest that other
values besides justice must come into play when it comes to thinking through some aisihese |
as social policy issues. Certainly one large value will be the value of preerkladirty. We
might all agree in a vague way that society ought to be respectful of procreative lityg i.e.,

63



ought to not interfere with the procreative decisions made privately by ingiduals. Does
such respect also include financial support for exercising such lidg so that it can in fact be
“effective liberty”? Apart from the liberty issue there is the issue of‘genetic

responsibility,” either as a private moral obligation or as a social obligation. Here, #re is
first the conceptual/ normative issue: How can we distinguish “genetily responsible” from
“genetically irresponsible” decisions? Ought a society be more “geneticallgsponsible” by
providing resources to parents who wish to avail themselves of alternate reqiuctive
technologies that will allow them to avoid the conception/ gestation of a childtw serious
genetic disorders? And, can a ‘liberal’ society have social policies aimed afpgorting/
incentivizing “more responsible” reproductive decisions?

Apart from these more radical forms of genetic therapy/ genetic enhancéerenate
today numerous issues related to fair access to genetic testing. There areradtam 1000
genetic tests that are commercially available that can be used for § sapeatposes, including
prenatal genetic testing, diagnostic genetic testing, asymptomaticcgesghng, pre-marital
genetic testing, genetic testing directed toward “susceptibility” getes These tests are at least
somewhat expensive and often yield very mixed results. The average test maystsio¢ about
$300, but tests that involve identifying as many as several hundred mutations of a singhs gene
in the case of the BRCAL gene, associated with breast cancer, can easily cost $234@0 ts an
just and caring society morally obligated to pay for all these tests? Someetdbts? How
could we determine how much priority (from a justice perspective) these tests@hgle
relative to one another, or relative to other sorts of medical tests? Do employesrers have a
right to know the results of these tests (in order to protect what insurers reséiatdiuarial
fairness”?

From the perspective of health care justice, how should we think about the problem of
infertility? Is a just and caring society morally obligated, as a matjesti€e, to provide some
level of access to alternative procreative options for those who cannot reasonably hope to
conceive children of their own in any other way? Or is access to such serviceleftstiyirely
to market mechanisms and individual ability to pay? Going back to our genetic issuzs)pfa
knows they are at risk for having a child with a serious genetic disorder [25% chansg&af cy
fibrosis], is a just and caring society morally obligated to provide them with fadasupport
[100%; 80%; 50%] for accessing some alternate reproductive technology that wouldthbemmit
to avoid having an affected child? In vitro fertilization might cost $15,000 to achieve a
pregnancy; pre-implantation genetic diagnosis will cost about $40]G8iming over this entire
discussion is what we introduced earlier as the “liberalism” problem. Vtually all of the
genetic and reproductive technologies we will discuss have been theu®of intense social/
ethical controversy. Is it therefore morally objectionable that we (societyhrough
government policy) should force members of society who have objections to tees
technologies to pay taxes to support various public programs that could pay for these
interventions? Why or why not?

We do not ordinarily think of Medicare in connection with issues of genetics and
reproductive decision making. However, this is where the issue of cloning is beinget=ijras
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part of the emerging world of regenerative medicine through embryonic sterasgsich. This
area of medicine will prove most useful to a largely older population that will neegdwo r
diseased brain tissue or heart tissue or pancreatic tissue or nerve tissuebmiime stem cells.
These cells will have to come from individuals themselves in the form of embryon&sabf
themselves, grown to the 100-200 cell stage, from which these embryonic stem call®&voul
harvested and manipulated and mass produced for a specific medical plspoaest and
caring and liberal society morally obligated to support through Medicare acceds these
new technologies in the field of regenerative medicine, despite theral and political
controversy that surrounds them?

Buchanan, Allen and Brock, Dan and Daniels, Norman and Wikler, Dan. From Chance
to Choice: Genetics and Justig@ambridge University Press, 2000),
chaps 1, 3, 4, 5, 6[A]

Fleck, Leonard. *“Just Caring: Do Future Possible Children Have a Just Claim to a
Sufficiently Healthy Genome?” in Medicine and Social Justidé:58.[A]

Warren, Mary Anne. “Does Distributive Justice Require Universal Accesssietés
Reproduction?” in Medicine and Social Justié26-37.[A]

Fleck, Leonard. "Just Caring: The Moral and Economic Costs of APO E
Genotyping for Alzheimer's Disease,” _in The Bulletin
of the New York Academy of Scien&2 (Fall, 1996), 128-38.

Fleck, Leonard. “Justice, Rights, and Alzheimer Disease Genetics,” in Genetic
Testing for Alzheimer Disease: Ethical and Clinical Issielted by Stephen
Post and Peter Whitehouse (Johns Hopkins University Press, 1998), 198}208.

Mahowald, Mary. “Preimplantation Genetic Diagnosis and Abortion,” in Genes, Women,
Equality by Mary MahowaldOxford University Press, 2000), 209-2A]

Farrelly, C. 2008. “Genetic Justice Must Track Genetic Complexitgthbridge
Quarterly of Health Care Ethicd7: 45-53. [A]

Farrelly, C. 2002. “Genes and Social Justice: A Rawlsian Reply to MoBre€thics
16: 72-83.

Farrelly, C. 2004. “The Genetic Difference Principldimerican Journal of Bioethics
4 (2): W21-W28.

Farrelly, C. 2005. “Justice in the Genetically Transformed Sociétgrinedy Institute
Of Ethics Journall5: 91-99.

Lindsay, R. 2005. “Enhancements and Justice: Problems in Determining the
Requirements of Justice in a Genetically Transformed Soci&tgrinedy
Institute of Ethics Journdl5: 3-38. [A]

Brock, D. 2000. “Enhancements of Human Function: Distinctions for Policymakers.”
In E. Parens (edBnhancing Human Traits: Ethical and Social Implications.
Washington, D.C.: Georgetown University Press, 48-69.

Burley, J.C. “The Price of Eggs: Who Should Bear the Costs of Fertility Tratg®ien
John Harris and Soren Holm (eds), The Future of Human Reprod(©Ot¢ord
University Press, 1998), 127-49.

Harris, John._Clones, Genes, and Immortality: Ethics and the Genetic Revolution
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(Oxford University Press, 1998).

Robertson, John. Children of Choice: Freedom and the New Reproductive Technologies
(Princeton University Press, 1994).

Kitcher, Philip. _The Lives to Come: The Genetic Revolution and Human Possibilities
(Simon and Schuster, 1996).

Harris, John._Enhancing Evolution: The Ethical Case for Making Better People
(Princeton University Press, 2007).

Savulescu, Julian and Bostrum, N. (eds). Human Enhancé@wdord University
Press, 2007).

Knowles, Lori and Kaebnick, Greg. (eds). Reprogenetics: Law, Policy, and Ethies Iss
(Johns Hopkins University Press, 2007).

Rai, Arti. Symposium: Genes and the Just Society. “Genetic InterventionsA{t)er
Challenge to Allocating Health Care,” San Diego Law Revi8&,(Summer, 2002), at
657-68.

Hall, Mark. Symposium: Genes and the Just Society. “Genetic Enhancement, Distribut
Justice and the Goals of Medicine,” San Diego Law Revg9v(Summer, 2002)
at 669-82.

Capron, Alexander Morgan. Symposium: Genes and the Just Society. “Punishing Reproductive
Choices in the Name of Liberal Genetics,” San Diego Law RevABWSummer, 2002)
683-92.

Richards, Janet. Symposium: Genes and the Just Society. “How Not to End Disability,”
San Diego Law RevievB9 (Summer, 2002), 693-714.

Arneson, Richard. Symposium: Genes and the Just Society. “Is Moral Theory Perplexed by
New Genetic Technology?” San Diego Law Revied9, (Summer, 2002) 715-26.

Dresser, Rebecca. Symposium: Genes and the Just Society. “The Ethics of IGenetiction:
Human Research and Blurred Species Boundaries,” San Diego Law R&9i€8ummer,
2002), 737-46.

Shapiro, Michael. Symposium: Genes and the Just Society. “Does Technological Emmancem
Of Human Traits Threaten Human Equality and Democracy?” San Diego Law\Revie
39 (Summer, 2002), 769-842.

Rakowski, Eric. “Who Should Pay for Bad Genes?” California Law Re9@{Oct., 2002),
1345-1414.

Magill, Gerard. “The Ethics Weave in Human Genomics, Embryonic Stem CekiRbse
And Therapeutic Cloning: Promoting and Protecting Society’s Interests,” Alkamy
Review 65 (2002), 701-29.

Adams, Harry. “A Human Germline Modification Scale,” American Journal of Lagdi®ine,
And Ethics 32 (Spring, 2004), 164-73.

Fleck, Leonard. "Just Genetics: A Problem Agenda," in Justice and
the Human Genome Projeetdited by Tim Murphy and Marc
Lappe, (University of California Press, 1993), 133-52.

Daniels, Norman. "The Genome Project: Individual Differences and
Just Health Care," in Justice and the Human Genome Project
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edited by Tim Murphy and Marc Lappe (University of
California Press, 1993), 110-32.

Lappe, Marc. "Justice and the Limitations of Genetic Knowledge,"
in Justice and the Human Genome Projedited by Tim
Murphy and Marc Lappe (University of California Press, 1993),
153-68.

Buchanan, Allen. "Choosing Who Will be Disabled: Genetic Intervention
and the Morality of Inclusion,” Social Philosophy and Polk¥
(Summer, 1996), 18-46.

Buchanan, Allen. "Equal Opportunity and Genetic Intervention,” Social
Philosophy and Poligyi2 (Summer, 1995), 105-35.

Attanasio, John. "The Constitutionality of Regulating Human
Genetic Engineering: Where Procreative Liberty and Equal
Opportunity Collide," University of Chicago Law Review
53 (1986), 1274-42.

Jecker, Nancy. "Genetic Testing and the Social Responsibility
of Private Health Insurance Companies,” The Journal of Law
Medicine and Ethig21 (Spring, 1993), 109-16.
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XIl. JUST CARING: SETTING HEALTH CARE PRIORITIES REGARDING TH E
HEALTH CARE NEEDS OF PERSONS WITH MENTAL AND PHYSICAL
DISABILITIES

There are sometimes very expansive definitions of who “the disabled” are, sudhttieat a
cases discussed in the prior two chapters would have to be discussed again in this capter. |
to circumscribe that category a bit more. | may not be able to do that in a perfattiyayebut
some rough boundaries may be possible. | have in mind individuals who have suffered various
sorts of catastrophic injuries, often as a result of accidents, leaving thenaplegias or
quadriplegics or as vent-dependent quadriplegics, or perhaps as a result of a strokenjuryead i
or birth injury. With advances in rehabilitation medicine there are virtually uigchpossibilities
for restoring various degrees of functioninQur key questions in this chapter are: How do we
determine what the limits are for such patients in access to rehalgitive medicine? Do they
have a just claim to anything and everything that offers any benefit, no matter how cibg,
in terms of functional restoration? Does rational democratic deliberation dér any
resources for addressing an issue such as this? Or are such individual$narable to
discrimination by individuals who cannot adequately understand their neds?We might be
tempted to say (to avoid prejudicial societal attitudes) that only persons witiitdesashould be
allowed to make rationing decisions for themselves through their own rational démocrat
deliberative process. But we need to try to imagine what that might look like. Thaere ar
generic persons with disabilities behind a veil of ignorance. There are only indiwdtraigery
specific disabilities who are very mindful [not impartial] with regard tortepecific health needs
related to their disabilitieslf their deliberations must occur within the confines of limited
hard budgets, then how do they avoid irreconciliable conflicts with res to how priorities
must be set among a broad array of disability needs? [There is no veil of ignorance tcase
impatrtiality.] What sorts of reasons would they offer one another for setting purities one
way rather than another, for this rationing decision rather than rationing decsion, etc.?

And how should “we” address the rationing problem with respect to personwith
disabilities who are incapable of speaking for themselves due to cognitivefitits or
incapacities resulting from disease or injury? The broader issue is thguestion of whether
“quality of life” criteria should have moral legitimacy in making just rationing or allocation
choices. A recent book that addresses these questions (like | have notgiyeu enough to
read already) is_Quality of life and Human Difference: Genetic Testing, Ealth Care, and
Disability, edited by David Wasserman, Jerome Bickenbach, and Robert Wachbroit
(Cambridge, 2005).

This is another chapter where there can indeed be argument as to whether or not these
issues ought to be given separate treatment. As things are now, mental healtensstebe
treated in a separate category by insurance companies. As with the restrotdrealthere are
enormous problems related to heterogeneity of mental health needs. [At some |baebve
discuss very serious mental disorders, such as manic depression, forms of psychosis,
schizophrenia, etc., as well as less serious forms, such as various phobias, aoxgsysdistc.
to “life adjustment problems,” to problems that spill over into the criminal justiseem, as when
we speak of a variety of “conduct disorders.”] And there are equally heterogeneous lagptoac
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addressing mental health needs and degrees of effectiveness associatedeviappghmchesSo
we will want to address the question of whether we can establish fair &léh care priorities
among such a broad range of mental health needs, then address the additional sfien of
whether in the final analysis mental health needs must be part of an irgeated approach to
just health care priority setting, as opposed to remaining as a “carve out” of some sofThe
outlines of this issue are nicely worked out in The Hastings Center volume (Bddb&D,
What Price Mental Health? The Ethics and Politics of Priority Sekting

Buchanan, Brock, Daniels, Wikler. From Chance to Choice: Genetics and ,Jcistips.
7 and 8.[A]

Silvers, Anita. “Bedside Justice and Disability: Personalizing JudgmesenRirg Impatrtiality,”
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Bickenbach, Jerome. “Disability, Justice, and Health System Performarnessisnt,” in
Medicine and Social Justic890-404[A]
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by Phillip Boyle and Daniel Callahan (Georgetown University Press, 1995), 1TA}92.

Brock, Dan. “Some Unresolved Ethical Issues in Priority Setting of MentallHealt
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Crossley, Mary. “Medical Futility and Disability Discrimination,” lowaw Review
81 (1995), starting at 179.

Mehlman, Maxwell. “When Do Health Care Decisions Discriminate AgairrsbRs with
Disabilities?” Journal of Health Politics, Policy, and L.&& (1997), 1393-1402.
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Limits,” Seton Hall Law Review?25 (1995), 883-926.
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Discrimination Against the Sick,” Harvard Civil Rights-Civil Libertieaw Review
31 (1996), 49-87.

Stein, Mark. “Ronald Dworkin on Redistribution to the Disabled,” Syracuse Law Review
(2001), 987-1015.

NOTE: You will notice that a significant number of references inclued for different
seminar meetings are derived from law journals. Many good essays pertinent to s@and
political philosophy and health care ethics appear in very fine law journals. fiis is a source
that you should be familiar with if your research work is in the areas centrato this course.
Often these journals devote whole issues to a specific topic related wbfic policy and some
issue in health care ethics. An excellent very recent example is a sympasissue titled
“GENES AND DISABILITY: DEFINING HEALTH AND THE GOALS OF MEDIC INE.”
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Peters, Philip. “Health Care Rationing and Disability Rights,” Indiana Lawndbur
70 (1995), 491-547D]
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Report 20 (July, 1994), 27-42.

Daniels, Norman. "Four Unsolved Rationing Problems: A Challenge,” 27-29.
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X, JUST CARING: MEETING FAIRLY THE HEALTH CARE NEEDS OF THE
POOR/ OREGON AND THE CHALLENGES OF NON-IDEAL JUSTICE
(and some further thoughts on Medicare as well)

Our working assumption is that for the foreseeable future we will continue to hawetdisti
health plans for meeting the health care needs of the poor. That is, we will not have arCanadi
style approach to health insurance. If so, how do we know when the health plans we establish for
the poor are “just enough”? We are going to focus much of our discussion on the Oregon model.
We want to know whether Oregon was justifiably criticized for instituting a progif health
care rationing within the Medicaid program. | will argue again (as | did in a paperat years
ago) that Oregon’s efforts do meet the relevant tests of non-ideal justice. r Rilnthe are some
generalizable lessons regarding just priority setting that can be leaoned rlose examination
of the Oregon experience. We also need to address Menzel’s challenges, nantbirelhsit
something illiberal about giving the poor access to health care instead of givingaklerand
allowing them to decide for themselves what their own overall welfare preontight be.

This is a continuation of the prior class in part; but there is also some shift in esnphasi
Specifically, what Oregon developed was an approach to health care prioritg-sektie
"priority-setting" was to a large extent "for the poor.” But there is a marergkissue, which is
this: Is it possible to come up with a fair, feasible, rationally and liberally defesible
approach to health care priority-setting? Oregon represents one approach. We wizio
look critically at that approach and alternatives to it. [NOTE: As | construct tis syllabus,
| want to keep things as current as possible. So | am tempted to say that we oughbe
discussing the Medicare program in this class as well, and the various effeland proposals
for reform that have been directed toward Medicare (for the elderly). Thee has been the
debate about the prescription drug benefit (and actual legislation), buthat legislation looks
increasingly problematic as | write (for both political and moral reasons). Soafr as health
status goes they are an extremely diverse group. More than half of them will spkless
$700 for health needs in any given year (while the per capita cost to Medicasea bit over
$12,000.) What we tend to find in any given year is that the bulk of health costs for the
elderly are concentrated in about 10% of that population. We also need to note thatah
$12,000 per capita represents less than half the actual costs of health care far éiderly in
any given year on average. The political significance of this should not be lost. If we
“really” wanted to meet somewhat adequately the health care NEEDS of the eltig we
would have to nearly double tax revenues devoted to Medicare.............. right now in 2008.
That means an increase in Medicare costs from $430 billion this year to about $860 ibiti.
BUT this is before the post-WWII “baby boom” generation becomes eligible for Mdicare,
starting in 2010, which will result in doubling the US elderly population by 2025a around

Oregon gained national attention in 1987 because it proposed an explicit, rational,
deliberate approach to health care rationing. In this regard Oregon should be mossly pra
because they rejected the invisible approaches to health care rationing thad bedire norm
everywhere else. But Oregon in fact was subjected to a firestorm of moral arghpaoiiticism
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for its efforts. The main criticisms were that it was the poor and disadvanthgedeve going to
be the victims of this rationing scheme (while middle class taxpayers asldiers were safely
ensconced in their Blue Cross/Blue Shield), that rationing was not really mydessause
Oregon could simply have taxed the middle class more heavily to raise the money oeeded t
expand the pool of individuals who could be covered by Medicaid, and that morally invidious
quality-of-life considerations were being used to determine whose life was rbtsaemg from
the perspective of the limited budget of the state. In my article below | offeriegudéfense of
Oregon and argue that Oregon's efforts were "just enough,” something less thetty paste but
clearly better than the Medicaid program that had been in place. Daniels vghedisath me.
David Eddy will defend Oregon for the most part, and, | ask that you read his articlepauithl s
care because | think he offers a helpful perspective on the more general problem of tlow heal
care rationing can be accomplished most fairly in our society.

Menzel, Paul._Strong Medicin€érhe Poor and the Puzzle of Equality,” 116-BA].
Fleck, Leonard. "The Oregon Medicaid Experiment: Is It Just
Enough?" Journal of Business and Professional Et8ics
(Fall, 1990), 201-17. [Note that the entire issue of
this journal is devoted to papers analyzing moral issues
connected with health care as a busings$.]
Jennings, Bruce. “Health Policy in a New Key: Setting Democratic Pesyiti
Journal of Social Issued9 (1993), 169-84A]
Garland, Michael. "Health Care in Common: Setting Priorities
in Oregon," The Hastings Center Rep@@ (Sept./Oct.,
1990), 16-18.
Garland, Michael. "Justice, Politics, and Community: Expanding
Access and Rationing Health Services in Oregon,” Law,
Medicine, and Health Car20 (Spring/Summer, 1992), 67-§4]
Daniels, Norman. "Is the Oregon Rationing Plan Fair?" JAMA
265 (May 1, 1991), 2232-3fA]
Eddy, David. "What's Going on in Oregon?" JAMZ66 (1991),
417-20[A]
Eddy, David. "Oregon's Methods: Did Cost-Effectiveness Fail?"
JAMA, 266 (1991), 2135-41A]
Kingdon, John. “The Reality of Public Policy Making,” in Ethical Dimensions of Health
Policy, edited by Marion Danis et al (Oxford University Press, 2002), 97{A]16.
Oberlander, Jonathan and Brown, Lawrence. “Health Policy and State Initiatives,” in
Ethical Dimensions of Health Policgdited by Marion Danis et al. (Oxford University
Press, 2002), 184-20JA] [Note: Kingdon and Oberlander/Brown are skeptics with
regard to the utility of ethical argument and analysis in policy debates. You need to be
prepared to respond to their arguments, which is why you need to read these essays.]

Here is another symposium issue of a law journal that is pertinent to our intereistss dntitled:
“Symposium: The Future of Medicare, Post the Great Society and Post PlushGice: Legal
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and Policy Issues.”_Washington and Lee Law RevieyFall, 2003). Contributors include:

Oberlander, Jonathan. “The Politics of Medicare Reform.”

Marmor, Ted and Martin, Spencer and Oberlander, Jonathan. “Medicare and
Political Analysis:Omissions, Understandings, and Mis-Understandgs.”

Harris, Dean. “Beyond Beneficiaries: Using the Medicare Program to Accomish
Broader Public Goals.”

Stanton, Thomas. “The Administration of Medicare: A Neglected Issue.”

Kinney, Eleanore. “Medicare Coverage Decision-Making and Appeal Procedures
Can Process Meet the Challenges of New Medical Technology?”

Pauly, Mark. “What if Technology Never Stops Improving? Medicare’s Future
Under Continuous Cost Increases.”

Aaron, Henry and Schwartz, William. "Rationing Health Care: The
Choice Before Us," Scienc247 (Jan. 27, 1990), 418-22.

Engelhardt, Tristram. "Why a Two-Tier System of Health Care
Delivery is Morally Unavoidable," in Rationing America's
Medical Care: The Oregon Plan and Beyoedited by
Martin Strosberg and others, (Brookings, 1992), 196-207.

Evans, Robert G. "lllusions of Necessity: Evading Responsibility
for Choice in Health Care," Journal of Health Politics, Policy
and Law 10 (1985), 439-55.

Brown, Lawrence. "The National Politics of Oregon's Rationing
Plan," Health Affairs10 (Summer, 1991), 28-51.

Fox, Daniel and Leichter, Howard. "Rationing Care in Oregon: The
New Accountability,” Health Affairs10 (Summer, 1991),
7-27.

Callahan, Daniel. "Ethics and Priority Setting in Oregon,"
Health Affairs 10 (Summer, 1991), 78-87.

NOTE: The debate about priority-setting has intensified over the past tentiiearsjume of
literature is enormous. It is important to note that this is not just an issue in titadJ3early an
iISsue gaining increasing political attention in Canada and throughout Europe. The lest sing
collection of essays of which | am aware is Priority-Setting: The Heaitd Bebateedited by
Joanna Coast, Jenny Donovan, and Stephen Frankel, all of the UK (Wiley, 1996), 278 pp.
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XIV. JUST CARING: MUST WE HAVE NATIONAL HEALTH INSURANCE?
BENCHMARKS FOR FAIRNESS IN ASSESSING PROPOSALS FOR
NATIONAL HEALTH INSURANCE

This is intended to be a critically integrative class. Our focus is on broad heealth ca
policy as the key to just health reform, especially fair access and fain bagdt rationing.

Though we often think of ourselves as being attentive to the health needs of the poor in
our society because we have the Medicaid program, the fact is that only 40% of the poor are
eligible for Medicaid because of assorted restrictions imposed by various Stédecover, there
are 47 million Americans without any health insurance at all (the vast majovityarh are
employed, but at low-paying jobs in 2008). For these individuals access to needed health care is
sporadic and insecure at best. Further, apart from South Africa the United Stiagesnly
Western industrialized nation lacking a universal health care program. For mos ipeoyt
society access to health insurance is tied to having a job with health insuranceef#.aAtone
time this might have meant secure access to health care. Given large ecdrammgeéesadn the
world and national economies, this is no longer a safe assumption. Changing jobs, for whatever
reasons, typically means a window of exposure during which one's health coverage may be
significantly diminished (if, for no other reason, because of pre-existing ilth&sses in many
health insurance contracts.) Is such a situation just, or even just enough?

There are a lot of ways in which we might hope to remedy this state of affairs. ddlte w
be to add a whole bunch of state or federal programs that would make sure that everyone had the
opportunity to have some sort of health care coverage. This is patchwork reform, which, on the
face of it, would mostly just reproduce the present pattern of inequities in acceakhahee,
but at greater cost. At this point we need to note that, historically, the topic of nhgaital
insurance has been on the policy burner since the 1930s in the US. For the first severaltdecades
was rejected as being socialistic or communistic, threatening too greadytonomy of
physicians (both clinical and economic). It was rejected in the late 1970s as beingeiosiex
for the federal government. Now, it seems, health insurance is too expensive for evdiyene
implication of this last claim is that no proposal for universal health insuranideenaken
seriously unless strong cost containment mechanisms are built into the propodaésall t
concerns are reflected in the shape of the latest proposals put forth for various kindsaf nat
health insurance, more accurately, approximate national health insurance.

One proposal that got a lot of attention in the early 1990s was the Enthoven-Kronick
proposal, which would have everyone covered under either a public or privately sponsored HMO
(managed care plan). These plans would offer different types of packages, memscetsat
various price levels. Plans would have to compete successfully for members or go out of
business. The poor would be given health vouchers with income-adjusted (maybe
health-adjusted) values that would allow them to purchase some sort of health planh@ot at t
high end, however). Competition is what is supposed to contain costs. This would be a
multi-tiered health system since there would be many different health packlges would be
regulated, and there would be a minimal package of services that would have to be provided by
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each plan. Would this be just enough?

A second proposal we will examine is the Canadian system of national health insurance
This is seen as a promising model because the Canadians seem to have a vatyhetiitie
system of very high quality that covers everyone with essentially the samg@adkeealth
services. Further, the Canadians spend only 9-10% of GNP on health care compared to the 16.2%
we spent in 2007 on health care [$2.3 trillion]. They achieve the bulk of their savings by having a
single financing system, as opposed to the 1500 health insurance plans we have in the United
States with their enormously complex and differentiated benefit packages. uBes fjequire
that we adopt a system of health financing as comprehensive and equitable as vehiat exis
Canada? Or does their system represent some degree of social beneficehcajgbtiinot be
strictly required of us?

The Canadian system is not without its stresses and strains. The biggegirsibighe is
the upward push on costs that is exerted by constantly expanding medical technology. This is
certainly not a pressure that is unique to the Canadian system. However, as weeshdhe
article by Lomasky, when there is a single universal system for healthrcamneifig, then
rationing decisions at the macro-level are very visible, and are likely to be sofiioéense and
divisive public debate. Hence, Lomasky will argue that the best reason for avoidingg@ay si
financing mechanism for health insurance is that tragic rationing choiceghhg\isible. The
Lomasky paper is also important because he will argue that any form of nationalinaaiance
is fundamentally illiberal. That is, individuals will be forced to pay for healtd sarvices for
others which they consider morally abominable. The most obvious example is abortion, but there
is quickly emerging an enormous range of other health services that will be eqoblgnpatic
for specific religious groups, such as various kinds of infertility treatments ailndisgorts of
genetic manipulations. In my paper on national health insurance | respond to most of these
objections by Lomasky.

We will also examine the Clinton Administration proposal for health reform, which in
many respects is a blend of the Canadian model and the managed competition approach of
Enthoven/Kronick. Among other things we will critically examine is the paper our group, #17,
prepared in Washington in which we attempted to articulate a moral vision for héaidth.re
That paper (in published form) is the JAMMece listed below as authored by Brock/ Daniels.
More recently, there is the libertarian approach to changing the way in which reealik c
financed, which is expressed in the form of Medical Savings Accounts [MSAs] tied to
individuals, partially funded by employers and/ or federal/ state government in ¢hefche
poor. The MSA approach is highly individualized in the way that Menzel (maybe) and Lomasky
would applaud.

For purposes of having a coherent perspective to organize our discussions around, my
recommendation would be to start by reading carefully the Brock/Daniels/ Workaugp Gi.7
paper. The question we can ask ourselves is this: Are the values listed therdficient to
identify more or less morally defensible approaches to reformed health cafinancing?
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That is, could someone justifiably claim that that value scheme is skeweal 'fit" the

Clinton reform plan; and hence, it does not represent a fair and impartial ormative scheme
for assessing competing proposals? If so, what values are missing to develop a fairer
scheme? Or what values ought to be deleted®/e do not have the time to get into all the nitty-
gritty political details associated with various proposals, but there are bahieate been central
to recent political debates. One such detail is the inescapability of competinamechanism

for controlling overall health care costs. The Clinton Administration saw thiviasia of their
proposal, adding to its feasibility (at least as long as the competition wasyedaona regulated.
Others would see this as a moral flaw that would make virtually impossible easiea st
approach to achieving a more just health care system. What sort of judgment would you be
inclined to make, and why? What we have today in our health care system may be properly
described as “unmanaged competition.” This clearly can have a high price, morally and
psychologically. When | taught this seminar a couple offerings ago or so [Jan., 2006] Pilgr
Health Plan in Boston, often seen as a model form of managed care, was looking at a 1999 defici
of nearly $200 million; and the prediction that this plan will fail, thereby leaving 1.Bmjlan
members to fend for themselves. Many plans have in fact failed with a range obdsast
consequences for patients attached to those plans.

Let me offer one further observation regarding competition in health care. Ofteoggeol
drives the belief that competition will yield great efficiencies and trecede control of
escalating health care costs. This is an economic truth in virtually evesy seotur economy
except health care. In health care competition typically takes the form ohtusyatals ALL
wanting the very latest in the way of extraordinarily expensive new technqltdggesby assuring
that not enough patients will use those technologies, which means sunk costs have to be spread
out over a smaller base. Just a few weeks ago (April, 2008) there was a story about FIVE
hospitals in Michigan EACH wanting to invest $160 million to build one of these proton beam
accelerators used to treat prostate cancer with exquisite precision (atagbeancers as well).
None of these hospitals would allow any of their “competitors” to have one of these devices by
themselves, thereby capturing “all that business.” These systems would have aritimillion
dollar maintenance costs as well. Each treatment would cost at least $50,000. How sisuld a |
and caring society with limited resources address this problem?

I will give you a quick summary of the German system (or other European systers). Al
of them must deal with the rationing problem for many of the same sorts of reasonstwe mus
address it. However, they devote a much smaller fraction of their GDP to healtGearany
and Canada both being around 10% of GDP. One major reason for this discrepancy is that we
have extremely high “administrative costs” for our health care system leeit@iso fragmented,

So private, and so driven by the profit motive at critical junctures. Himmelstein andhaidédr

are two physicians who have done the most research in this area (mostly published iwthe Ne
England Journal of MedicineThe “most conservative” estimate of our “excess administrative
costs,” (relative to Canada or Germany) is ten percentage points. That repabsent$230

billion in 2007 that could otherwise have gone to patient care for the uninsured. The political
challenge of actually reaping those savings is unimaginable because wkiageatabut $230

billion in entrenched economic interests. | should also point out that there is another $100-$140
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billion that would be available for the uninsured if the middle class were denied the “tax
exclusion” for their health insurance. That means that | pay no federal or state itsc@® on

the $11,000 value of my MSU health insurance package. If the uninsured are able to purchase
private health insurance, they must do that with after-tax dollars. It looks likeisheiserious
injustice here as well, though again, few in the middle class would be willing tbesasdlves
pay a couple thousand dollars more per year in taxes (giving up the tax break) for thteobenefi
the uninsured The bottom line questions are these: How much “inefficiency” and
“inequality” in access to services should a just and caring society tolerate arder to
approximate some form of national health insurance? Also, what should the contepe of a
“minimally decent health insurance package” that we would be morally obligatedo
guarantee to all in our society? And would it be morally tolerable to continue to havie
Medicare and Medicaid programs as distinct programs for the elderly and th@oor as part

of some sort of national health insurance scheme? That is, would such a systéithize too
inequitable to be judged even non-ideally “just enough?”

Fleck, Leonard._Just Caring, Chapter 1€008) [A]

Callahan, D. and Wasunna, A. 200dedicine and the Market: Equity v. Choice
Baltimore: Johns Hopkins University Press.

DeGrazia, D. 2008. “Single Payer Meets Managed Competition: The Case for Public
Funding and Private Delivery.Hastings Center Repo88 (Jan./Feb): 23-384]

Emanuel, E. 2008. “The Problem with Single-Payer Plarsstings Center Report
38 (Jan./Feb.): 38-41A]

Emanuel, E. and Fuchs, V. 2005. “Health Care Vouchers---A Proposal for Universal
Coverage.New England Journal of Medicirgb2: 1255-60[A]

Levine, M., Wynia, M., Schyve, P., Teagarden, R. et al. 2007. “Improving Access to
Health Care: A Consensus Ethical Framework to Guide Proposals for Reform.”
Hastings Center Repo8&7 (Sept./ Oct.): 14-19A]

Mahar, M. 2006.Money-Driven MedicineNew York: Harper Collins

Vladeck, Bruce and Fishman, Eliot. “Unequal by Design: Health Care, Distributittee])asnd
The American Political Process,” in Medicine and Social Jusfi®2-20. [A]
Mann, Patricia. “Health Care Justice and Agency,” in Medicine and Sociale]d2ic33[A]
Crisp, Roger. “Treatment According to Need: Justice and the British NatioatihtBervice,”
In Medicine and Social Justic&34-43.[A]
Hope, Tony et al. “Rationing Decisions: Integrating Cost-Effectiveness wliter @alues,” in
Medicine and Social Justic#44-55. [A]
Brock, Dan and Daniels, Norman. "Ethical Foundations of the Clinton
Administration's Proposed Health Care System," JAIIAL
(Apr. 20, 1994), 1189-96A]
Menzel, Paul. "Equality, Autonomy, and Efficiency: What Health
Care System Should We Have?" Journal of Medicine and
Philosophy 17 (Feb., 1992), 33-58A]
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Fleck, Leonard. “Just Caring: Health Reform and Health Care Rationing,”
Journal of Medicine and PhilosopHy9 (Oct., 1994), 435-484]

Emanuel, Ezekiel. “Patient v. Population: Resolving the Ethical Dilemmas Poseedbynd
Patients as Members of a Population,” in Ethical Dimensions of Health Raditgd
By Marion Danis et al. (Oxford University Press, 2002), 227{45.

Danis, Marion and Patrick, Donald. “Health Policy, Vulnerability, and Vulnerable
Populations,” in Ethical Dimensions of Health Poliegited by Marion Danis et al.
(Oxford University Press, 2002), 310-38]

Menzel, Paul. Strong Medicinehap. 8, "Real Competition."

Morreim, Haavi. "Of Rescue and Responsibility: Learning to Live
With Limits," Journal of Medicine and PhilosopHy9
(Oct., 1994), 455-70A]

Moffitt, Robert. "Personal Freedom and Responsibility: The Ethical
Foundations of a Market-Based Health Reform," Journal of
Medicine and Philosophyl9 (Oct., 1994), 471-81B]

Engelhardt, H. Tristram. "Health Care Reform: A Study in Moral
Malfeasance,” Journal of Medicine and Philosq®y
(Oct., 1994), 501-16A]

Daniels, Norman. Just Health Cachap. 6. [This chapter is
important because it raises the issue of whether certain
kinds of health insurance unjustly infringe on the rights of
physicians, for example, by establishing fixed fee schedules,
and not allowing physicians to bill patients over that set
amount.]

Lomasky, Loren. "Medical Progress and National Health Care,"
Philosophy and Public Affaird0 (Winter, 1981), 65-88C]

Channick, Susan. “Come the Revolution: Are We Finally Ready for Universal Health
Insurance?” California Western Law Revié® (Spring, 2003), 303-323.

Oberlander, Jonathan. “Are Americans Closer than we Think to National Health Ireiranc
Health Affairs (July/Aug., 2002), 103---

Woolhandler, Steffie and Himmelstein, David. “Paying for National Health Insex-arand
Not getting It,” Health Affairs(July/Aug., 2002), 88---

Marmor, Theodore and Oberlander, Jonathan. “Paths to Universal Health Insurance: Lessons
From the Past for the Future,” University of lllinois Law Revi@®04), 205-231.

Reinhardt, Uwe. “Is There Hope for the Uninsured?” Web Exclusive Health Affairs
(Aug. 27, 2003). [Reinhardt is always a good read; great speaker t00.]

Hoffman, Sharona. “Unmanaged Care: Towards Moral Fairness in Health Caredégvera
Indiana Law Journal78 (Summer, 2003), 659-721.

*Bayer, Ronald and Callahan, Daniel and others. "Toward Justice
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in Health Care,” American Journal of Public HealtB
(May, 1988), 583-88.

Brody, Baruch. "Justice and Competitive Markets," Journal of
Medicine and Philosophy 2 (1987), 37-50.

Brody, Baruch. "The Macro-Allocation of Health Care Resources,"
in Health Care Systemedited by Hans Martin-Sass and
Robert Massey (Dordrecht: Kluwer, 1988), 213-36.

Fleck, Leonard. "National Health Insurance: How Just Must We Be?"
Biomedical Ethics Reviews 1998dited by Robert Almeder and
James Humber (New York: Humana Press, 1990), 131-88.

Brennan, Troyen. "An Ethical Perspective on Health Insurance
Reform,” American Journal of Law and Mediciri® (1993),
37-74.|D]

Daniels, Norman and Light, Donald and Caplan, Ronald. Benchmarks of Fairness
for Health Care RefornfOxford University Press, 1996).

Enthoven, Alain and Kronick, Richard. "A Consumer-Choice Health
Plan for the 1990s: Universal Health Insurance in a System
Designed to Promote Quality and Economy,” New England Journal
of Medicing 320 (Jan 5 + 12, 1989), 29-37; 94-101.

Himmelstein, David and Woolhandler, Steffie. "A National Health
Program for the United States: A Physicians' Proposal,”

New England Journal of Medicind20 (Jan. 12, 1989), 102-08.

Evans, Robert and others. "Controlling Health Expenditures: The
Canadian Reality,” New England Journal of Medi¢ciB20
(March 2, 1989), 571-77.

Linton, Adam. "The Canadian Health Care System: A Canadian
Physician's Perspective," New England Journal of Medicine
322 (Jan. 18, 1990), 197-99.

Dougherty, Charles. "An Axiology for National Health Insurance,”
Law, Medicine, and Health Car20 (Spring/Summer, 1992),
82-91.

American College of Physicians. "Universal Insurance for American
Health Care,” Annals of Internal MedicinEl7 (Sept. 15,

1992), 511-19.

Ginzberg, Eli. "Health Care Reform---Where are We and Where Should
We be Going?" The New England Journal of MedicB®7
(Oct. 29, 1992), 1310-12.

Welch, Gilbert and Fisher, Elliott. "Let's Make a Deal:

Negotiating a Settlement between Physicians and Society,"
The New England Journal of Medicir#27 (Oct. 29, 1992),
1312-15.

American College of Physicians. "Universal Access to Health Care

in America: A Moral and Medical Imperative," Annals of
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Internal Medicing637-61. NOTE: It is significant that some
major physician groups have endorsed comprehensive
national health insurance. This is for a mix of self-serving and
altruistic reasons. Other physicians strongly endorse medical
savings accounts; but those are for mostly self-serving reasons
(since individuals with personal accounts would have no
bargaining power regarding fees and prices).

Brown, E. Richard. "Principles for a National Health Program: A
Framework for Analysis and Development," The Milbank
Quarterly 66 (1988), 573-617.

Bodenheimer, Thomas and Grumbach, Kevin. "Financing Universal
Health Insurance: Taxes, Premiums, and the Lessons of Social
Insurance,” Journal of Health Politics, Policy, and | aw
17 (Fall, 1992), 439-62.

Grogan, Colleen. "Deciding on Access and Levels of Care: A
Comparison of Canada, Britain, Germany, and the United
States," Journal of Health politics, Policy, and | &

(Summer, 1992), 213-32.

Binns, T.B. and Firth, M. Health Care Provision Under Financial
Constraint: Need, Demand, and Resou(tesidon: Royal
Society of Medicine Services, 1988).

Fein, Rashi. Medical Care, Medical Costs: The Search for a
Health Insurance PolicfCambridge: Harvard University Press,
1986).

Changing to National Health Insuraneelited by Robert Huefner and
Margaret Battin [part of the series "Ethics in a Changing
World," (University of Utah Press, 1992).

Patient Power: Solving America'a Health Care Ciisisohn Goodman
and Gerald Musgrave (Cato Institute, 1992). This volume
reflects primarily a libertarian perspective on health reform.

Just Doctoring: Medical Ethics in the Liberal Stdig Troyen
Brennan (California University Press, 1992).

It would certainly be an understatement to say that the literature on nationhal healt
insurance and health reform is voluminous at this time. Here are a few items yowdugjht t
aware of that | believe are essential for your own thinking on this topic.

In general, there are a few health policy journals that philosophers ought to readyregula
if they wish to be part of the health policy debates and comment intelligently on these The
journals include Health AffairsThe Milbank QuarterlyThe Journal of Health Politics, Policy,
and Law American Journal of Law and Medicirend_Law, Medicine, and Health Care Ethics
All of these journals have had special issues largely or entirely devoted to theftbpaith
reform. For example, Health Affaitead a spring "supplementary" issue (1993) titled "Managed
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Competition: Health Reform American Style,"” which will give you a good understanélthg

range of issues and proposals out there that fall under the rubric of "managed competition."
Likewise, there are a number of useful articles in the American Journal of Lawedidiné
19(Numbers 1/2, 1993). The theme of this issue is "Implementing U.S. Health Care Reform."
Then in the Journal of Health Politics, Policy, and lthey have two complete special issues
under the title "Health Care Reform: Lessons from the Past: Prospects Faittine.” These are
their Summer and Fall (1993) issues. You might also note that there have been at laast te
journals that have done special issues in the recent past on health reform and selesed is
Likewise, you will find leading medical journals with solid critical discussiointhese issues.

The two you should certainly pay attention to are The New England Journal of Meahdifiéne
Journal of the American Medical AssociatioAgain, an extremely helpful contribution from

JAMA on the issues of health reform is a paperback volume they published titled Caring for the
Uninsured and Underinsuréii991). Below I list three articles that represent well the kind of
“ancillary thinking” you must be able to do to respond effectively as a philosopher to the
challenge of health reform. | have also attached to the this syllabus a couple tablgs s

from recent thematic issues of the Journal of Health Politics, Policy, anevha philosophers
writing in this area should be aware of. More recently (2002—2003stieute of Medicine

has published a series of volumes addressing different dimensions of the broad probleth of heal
care reform.

Light, Donald. “The Rhetorics and Realities of Community Health Care: ThesLahit
Countervailing Powers to Meet the Health Care Needs of the twenty-Firsirgéent
105-45.

Emanuel, Ezekiel and Emanuel, Linda. “Preserving Community in Health Care,” 147-84.

Frankford, David. “The Normative Constitution of Professional Power,” 185-221.

All three articles are from the Journal of Health Care Politics, Policy, ang22
(Feb., 1997).
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ADDITIONAL TOPICS:

There are numerous other issues of health care justice that we did not have timed&y.donsi
mention the following issues to you in case any seminar members might choose to pursoe the
a final paper for the course.

Just Caring: Health Care Rationing and Physician-Assisted Suicide

Sulmasy and others have claimed that the sort of rationing that is inherent in maaraged c
is very likely to increase pressure for access to physician-assistetesnieind of life
circumstances. He sees the loyalty of physicians to their dying patients umettrmsubtle ways
as physicians convince themselves (self-deceptively) that it would be kinder toagecaur
quicker death in their patients than force them to endure a drawn out dying process. Even hospice
care would be subverted, since there are significant and recently increasingesxagsociated
with such care. Therefore, Sulmasy concludes that this increased risk of degit@gsfcian-
assisted suicide warrants rejecting managed care and the rationingtadsetthait. | believe
this line of argument is flawed; and | have presented a strong line of counter-arginmeent
article of mine, “Just Caring: Assisted Suicide and Health Care Rationihgyersity of Detroit
Law Review72 (1995), 873-899.

Just Caring: The Moral Challenge of Fair Access to Experimental Medical Resrch

The key issue in this chapter is: How do we determine as a just and caring soctety wha
counts as just access to experimental medical research, especially whigluaisiiare faced with
death or needless suffering or permanent injury/ disability if they are deniessaocsuch
research? Should access to such medical opportunities be seen either as emditely Gt
markets and ability to pay, or as a matter of social beneficence, not a mattéicefguall, the
underlying idea being that no one has a just claim on any medical research? Or, if wevdo bel
there are matters of social justice here, then are we justified in comprgmwisat we might call
our egalitarian intuitions in these circumstances for the sake of improvingitislitgl of the
research that is done? That is, are we justified in excluding some patientsengteant
medical needs from some research trials (though they are then doomed to death)tbegause
have co-morbid conditions that are likely to “contaminate” or “compromise” the gicent
integrity of the data that results? That is, if we see this as primariljtarian rationale [we do
this for the sake of all future patients who will then know what will really work and witiat
not], then is this a situation in which our utilitarian judgments justifiably overgdétarian
considerations?

There is another large issue that needs to be addressed, namely, whether there are
considerations of justice that ought to control the dissemination of “still somexg&iraental”
medical technologies. A recent painful example pertains to the disseminatiomatr kB
connection with the treatment of breast cancer when prior therapies have faile@chrtadgy
has seeped into the marketplace and into the clinic for lots of reasons long before whdtave w
would seem to be a reasonable degree of medical certainty regarding ésyefti@ppropriate
medical circumstances for its use. This has generated all manner of inesyuitieg women who
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are in advanced stages of breast cancer. This technology had costs of $100-$150,000 per case for
what was claimed to be a10% chance for three-year survival. But by 2000 it was ¢l&as tha

very costly technology offered no survival advantage over much less costly alesndtough it

took ten years to acquire this knowledge (due largely to the fact that women would NOThenr
controlled clinical trials due to the fact that their access to the technologg ewinly 50%).

Callahan, Daniel. What Price Better Health? Hazards of the Researchtingper
(University of California Press, 2003).

Callahan, Daniel, False Hopes: Why America’s Quest for Perfect HealtResipe
For Failure(Simon and Schuster, 1998).

Lo, Bernard. “Values in Research: Picking Research Priorities Ethicialithical
Dimensions of Health Policedited by Marion Danis et al. (Oxford University
Press, 2002), 337-54.

Just Caring: The Moral Challenges of Personal Responsibility for Failing He&h

There is a very large range of health care needs that at least in part come eédnase bé
decisions individuals have made for which they might be thought to be personally (morally)
responsible. These health needs are often associated with what we culturalpsjtidge
habits,” smoking, illegal drug use, excessive consumption of alcohol, bad eating halutss vari
sexual practices, injury associated with bad driving or excessively riskg spturt More
specifically, there has been research on one large category of patientsdrefdry Zook and
Moore as RHSDs, or Repeated Hospitalization for the Same Disease. This iadudad range
of non-compliant patients, such as diabetics, or individuals with COPD who continue to smoke, or
cardiac patients in CHF who are non-compliant in various ways, etc. The justice/ésaeed to
address is: Do any of the above individuals have diminished just claims to needed héealth care
May they justly be given lower priority in competition for scarce and expensesprdionging
resources, such as ICU beds or liver transplants, etc., than patients who have beenyeasonabl
attentive to their health, and whose health problems have come about “through no fault of their
own"?

JUST CARING: PRIORITY-SETTING AND PUBLIC HEALTH

This is another topic that we will likely not be able to discuss in the seminar Baslit
has been gaining increasing attention in debates about health care justice, ingp@Ee id@s
generally been ignored as a result of a focus on acute and chronic health care iotexventi

Powers, M. and Faden, R. 2006ocial Justice: The Moral Foundations of Public
Health and Public Policy New York: Oxford University Press.
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Buchanan, D. 2008. “Autonomy, Paternalism, and Justice: Ethical Priorities in Public
Health.” American Journal of Public Healt®8 (1): 15-21.

JUST CARING: WHO IS RESPONSIBLE
FOR INTERNATIONAL HEALTH NEEDS?
This is yet another topic that we might not be able to say much about in the semiar itsel

but it might be a good focus for a seminar paper. In the required books for the course a number of
chapters address different aspects of this topic.
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APPENDIX MATERIAL

JUST CARING: RATIONING, LAST CHANCE THERAPIES, DISABILITY, AND
THE ROLE OF RATIONAL DEMOCRATIC DELIBERATION

Leonard M. Fleck, Ph.D. Center for Ethics and Humanities in the Life S@nces
College of Human Medicine, Michigan State University

Instructions: You will be given a series of case scenarios and policy options below. For each of
these you will respond using your computer keypad on a five-point scale:

A. Strongly Agree

B. Agree

C. Unsure

D. Disagree

E. Strongly Disagree

We saw in late 2001 the successful development of a Totally Implantable Artifeaat [TIAH].

It has been implanted in seven patients on an experimental basis. All were expdateslithin

30 days. Two survived nearly a year. In early 2008 clinical trials are underway in wheelsta

100 of these devices will be implanted in individuals. In the US there are 350,000 people per year
who could benefit with five extra years of life on average if they received a.TTA&l cost of

such transplants would be $300,000 each (2007$). About 70% of these individuals are over age
65. This one device alone would add $100 billion to the cost of health care per year if 350,000 of
these were done. The dissemination of this device would cause enormous moral and political
problems.

1. If we had the opportunity to have some sort of national health insurance in the US that
covered everyone [47 million currently uninsured] by the year 2009, then the TIAH ought
not be a covered benefit in that plan. The moral judgment | would endorse is that it is
morally preferable to provide a good package of health benefits for everyone befoie there
any public funding for the TIAH.

2. lwould also endorse the judgment that it is morally permissible that individuals whb coul
afford the $300,000 cost from their own pocket (or supplementary insurance) ought to be
allowed to buy it. No one is made worse off as a result of such purchases as long as no tax
deductions are given for these purchases.

3. There are very substantial unmet health needs associated with persons withod range
disabilities. | believe a just and caring society ought to make certain those repdsd a
BEFORE there is any social spending to provide artificial hearts (even if gaissisome
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10.

relatively young individuals would die for lack of timely access to an artifiealt).

Everyone should have the opportunity to achieve a normal life expectancy if that is
medically possible. Therefore, we ought to produce 100,000 TIAHs per year that would
only be available as a covered benefit to those under agéisls just enough and caring
enough, given other urgent medical needs.

In general, | would endorse as morally just severely limiting access to kfespyolonging
medical technologies for those over age 70 so long as the savings thereby achieved were
redirected to meeting the health needs of younger individuals with a broad range ofglisabli
conditions for which costly amelioration/ functional restoration was availakéen(jgle:
myoelectric arms at $70K each).

| would endorse as morally just #8ly if the money saved by denying the elderly expensive
life-prolonging care were used flife-prolonging goalsof younger individuals with
otherwise life-shortening disabilities.

| would not endorseas morally just the elderly rationing protocol in #5 if the money saved
were used mostly for quality-of-life enhancing purposes among a range of younger persons
with disabilities.

There is intense debate now in the US about a Medicare prescription drug benefit-The ten
year cost of that benefit would likely be at least $800 billion (which would only cover 25%
of drug costs for the elderly during that period). If the artificial heart weowyered

Medicare benefit, annual costs would be $55-65 billion. If we had to choose between
covering the TIAH under Medicare or the prescription drug benefit, then the faires¢ choi
would be the prescription drug benefit.

In November of 2001 the New England Journal of Medicine reported the results of a trial in
which 68 individuals in end-stage congestive heart failure received the left uintassist

device [LVAD]. Patients in heart failure survive an average of 5 years. TieeBenaitlion

such patients in the US. We add 550,000 to that number each year. The patients in this trial
had predicted survival of only six months to one year if nothing was done. Two years after
implantation of the LVAD 77% had died. The cost of implantation is about $180,000 each.
The cost per life-year saved is about $90,000. | believe that a just and caring managed care
plan/ Medicare/ Medicaid ought to include the LVAD as part of its basic benefitgmcka

It's morally wrong to allow these individuals to die if we can give them an exarsoyewo

of life which they want. NOTE: We could do at least 200,000 of these procedures each
year, which would add $36 billion each year to health care costs in the US.

More patients who have serious heart attacks are surviving those heart attadkey B t
surviving with the “risk” of suffering an arrhythmia that could be fatal. A relgtiaew

device, the cardiac defibrillator can be implanted in an individual to “shock” a heart into a
normal rhythm. Dick Cheney has one. The cost is $40,000 for the device and surgery. Last
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11.

12.

13.

14.

15.

16.

17.

year we implanted 220,000 of these devices. Itis projected that we will implant 400,000
per year in four more years, which would add $16 billion to the cost of health care in the US.
This is clearly an effective device; a just and caring managed care plamakdédiedicaid

ought to cover this as part of a standard benefit package. We ought not let people die from
arrhythmias that are preventable and correctable. NOM& primary reason there is an

issue here for discussion is that 81% of these devices never fire over a five-y@hoper

time (because the person with the device fails to have an arrhythmia). The baitisryone

be changed at five years at a cost of about $20,000 (not your ‘bunny batteries’). Only 10%
of these devices fire and save someone from death at that time.

When | think about all these interventions around potentially fatal cardiac eventzd rea
we must make hard choices. | would endorse as a reasonable, just, and caring trade-off
having my managed care plan [or Medicare] support access to cardiac dediigrithat deny
access to both LVADs and TIAHSs at plan expense.

If an individual is 60 yrs old and in a persistent vegetative state (PVS), and if ¢hatyresk
of dying as a result of a heart arrhythmia, then | believe they have just as mucHanust ¢
to an implantable defibrillator at a cost of $40K as Dick Cheney.

If an individual is 60 yrs old and in the advanced stages of Alzheimer’'s (as Reagam was f
the past four years), and if they are at risk of dying as a result of a heart arghytien |
believe they have just as much a just claim to an implantable defibrillator dtaf 49K

as any other person with a similar cardiac problem.

If an individual is 60 yrs old and has been a vent-dependent quadriplegic for the past ten
years, and if they are at risk of dying as a result of a heart arrhythmia, thesveliaiy

have just as much a just claim to an implantable defibrillator at a cost of $40K as@my ot
person with a similar cardiac problem.

If an individual is 50 yrs old and has Down’s Syndrome, and if they are at risk of dying as a
result of a heart arrhythmia, then | believe they have just as much a just claim to an
implantable defibrillator at a cost of $40K as any other person with a similaacardi

problem.

Many individuals with Down’s Syndrome may be able to work only at relatively low-wage
jobs with no health insurance. If such an individual develops a heart arrhythmia at age 50
(as above) and needs an implantable defibrillator to prevent sudden_death, then it would be
unjust to create a special public policy that would pay for defibrillators for perschsas

that while other uninsured individuals with cardiac problems had to accept the risks of
sudden death without public help.

Herceptin is a cancer therapy for the roughly 25-30% of women with metastasized
breast cancer who have HER-2 receptors, which cause their cancers to progres®rauch m
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18.

19.

20.

21.

readily than women lacking these receptors. A course of Herceptin will cost about $70,000
and, according to a study in NEJM [March 15, 2001]] will yield on average only five extra
months of life expectancy for these women. This gain in life expectancy is tomaharg
relative to the cost and alternative interventions for breast cancer. Therefore,igo one
treated unfairly if this is not a covered benefit within our managed care plan/dviedige

would do this both for the sake of equity and to control costs.

A just and prudent society with only limited resources to meet virtually unlimited
health needs should shift cancer care dollars to prevention and to aggressiventreitme
earlier stages of the disease when there is a greater likelihood of a good outcome. T
generate these resources in our managed care plan/ Medicare we ought to haves a poli
withholding aggressive and expensive cancer interventions from individuals for whom we
can confidently judge they have less than a 10% chance of surviving another year. | would
endorse such a policy as being just and caring

I would not endorse the policy in item #18 unless it was restricted to individuals over age
65, i.e., persons who have had the chance to live most of a life. A just and caring society is
morally obligated to spend more to save and prolong the lives of relatively younger
individuals who have not had the chance to live a full life.

About 210,000 patients die of sepsis each year in the US. In a recent report in NEJM [Sept.
26, 2002] it was found that when recombinant human activated protein C [Xigris/ Lilly] is
given to patients with severe sepsis and greater severity of illness [APAGEbres of 25

or more, no cancer, age less than 80] there was a 6% increase in lives saved compared to
current therapy. But this drug costs $7000 per course of treatment. This yields cost-
effectiveness results of $28K per year of life gained, $47 K per QALY gained foe#tedr
cohort of patients. Though a marginal chance of benefit exists for severe sepsits péth
APACHE scores below 25, the cost per life-year gained for that larger cohort would be
$575,000._lt is not unjust to deny Xigris to patients with severe sepsis whose APACHE I
scores are below 25.

Michael S was born with necrotic small bowel syndrome to uninsured teen parentdly Initia

his life was sustained on TPN for six months at a cost to the hospital of about $250,000. But
the hospital was faced with a serious and sustained financial crisis. The CEClhpgroa

the attending physician and explained the hard choices he faced. If Michael reméneed at
hospital until liver failure from the TPN, the hospital faced costs of $1-$2 million. & loc
nursing home would take Michael, and care for him until he died in two weeks. If the
physician insisted on keeping Michael, then the CEO would have to shut down the ER to all
indigent patients except for true emergency care. Given these awful choieagldinot be

unjust to allow Michael to die in order to protect access to the ER for the poor and

uninsured.
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There are 6000 infants born each year with necrotic small bowel syndrome in the US. Their
lives can be saved for four years with hyperalimentation, which costs $300,000 per year per
child. But the hyperalimentation that saves their lives will also destroy ieis,| which

will cause death at age four. We can save their lives for two more years if wavelo a |
transplant at a cost of $250,000. We can also prolong their lives for some brief period of
time with a total bowel transplant at a cost of $600,000 per transplant. A just and caring
community is morally obligated to fund these medical interventions as part of its
commitment to the well-being of its poor and vulnerable citizens

While it is regrettable that these children are afflicted with small beyvelrome and, are
doomed to die, the cost of saving each cohort of these children is $3 billion. If we saved
each cohort for four years, that would mean annual costs to our health care system of $12
billion. There are higher priority health needs for children (such as children witiya oA
disabilities who could benefit with more health care resources) that have a niataijus

on these resources. Therefare, a just and caring community with only limited resource
meeting health needs should simply allow these children to die at birth.

Protease inhibitors (as part of triple therapy) for AIDS have costs of about $15-20K per
patient per life-year saved. These aggregated costs are now in the vicihibpb$as

billion in the US. _Though these are high health care costs, this is an effective life-
prolonging therapy for mostly younger patients that a just and caring society ought to
underwrite.

Protease inhibitors are now failing for many patients with AIDS. But fusion inrshitery
be equally successful in controlling HIV replication, though their cost raises to $35K pe
patient per year the cost of each life year saved. Still, a just and caring gooetally
obligated to underwrite these costs, especially if these drugs are aseifegrolonging

life as the protease inhibitord\ggregated annual costs could rise to $30 billion per year
over the next five years.

Last year of life costs can be very high for AIDS patients, and several other chronic
degenerative disorders. Trade-offs are needed to establish more just and more prudent
allocations of health care resources. | would endorse the following society-tidagnc
protocol: If | have been the beneficiary of multi-year expensive life-prolongimticadecare
(say, greater than $250K), then | would deny myself very expensive last year afdifi¢ c
there is reasonable medical certainty that | had less than a 20% chance of surviyiearone

Angel Diaz is 69 years old with very advanced Alzheimer’s. He had been a machine
operator and part-time minister in Philadelphia. [Wall Street Journal, Sept. 12, 20@8]. Fi
signs of AD were in the early 1990s. His brother cared for him until May 2002 when Angel

choked on some food and required emergency hospitalization. He emerged vent dependent
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and with a feeding tube, was discharged to a nursing home. In Feb of 2003 Angel developed
pneumonia and intestinal bleeding. Since then he has spent 140 days in the hospital at a cost
of $280,000 only half of which is covered by insurance. Given Mr. Diaz’s overall
debilitated state, he has no just claim to this level of health care. It would not have been
unjust if, back in February, he had been given palliative care only and allowed to die.

There may be 300,000 patients in the United States who are in the end stages of
Alzheimer's Disease in any given year. In any given year they are likely fihictecwith a
potentially life-threatening pneumonia or a cardiac arrhythmia or other such eveethad
as a social policy the non-treatment of such life-threatening illnesses énciresmstances,
and if we saved $30B per year in care costs, and if this $30B were redeployed to meet other
health care/social service needs of the elderly where more good was likelyctmbghshed,
then a just and caring society ought to endorse such a policy.

Patient “H” is 20 years old with severe hemophilia A. He has been cared for & a larg
medical center in Boston for the past ten years. His hemophilia is complicatedf&gt the

that an inhibitor problem developed when he was very young. This means factor 8 cannot
be used to treat bleeding episodes. Other alternatives must be used that have ssstconsi
results. Mr. H now has chronic joint disease with gradual loss of function. Bleeds have
become more frequent, in part as a result of the disabilities. Treatment reuoiceged
hospital stays and long rehab. Mr. H’s physician states that hemophiliacs who have
inhibitors can be tolerized by exposing them to daily high doses of factor 8 over a prolonged
period of time. This tricks the immune system and the inhibitor disappears. Ideally, thi
therapy is used with very young patients with a 70-80% success rate. In the case of Mr. H
predicted success would be 30-40% because he is so far out of the window of opportunity.
This would be an eight-month course with a cost of $5 million. After that (if successful)
yearly costs of factor 8 would be $100,000 plus hospitalization and rehab costs. Mr. H has
an extremely supportive family. Assume that the state of Massachusetts bhewid all

these costs. Given all the pressures and shortfalls for state budgets, and dieeathért

unmet care needs for young people (especially those with disabilities) in thelstat

patient has no just claim to $5 million worth of care with such a low prediction of success.

If this hospital had a charity care budget of $100 million, it would be unjust (relative to all
the other claims on that budget) for $5 million to be used for one patient, especiallg if ther
is only a 1 in 3 chance of success.

$5 million would pay for fusion inhibitors atop triple therapy ($35K each) for 150 AIDS
patients for one year. From the perspective of health care justice, | believe wiebeoul
morally obligated to direct these dollars to these AIDS patients rather thath. Mr
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With $5 million we could pay to sustain the lives for one year of fifty patients such & Ang
Diaz, i.e., advanced Alzheimer’s disease and potentially life-threateningahpthblems.

If this was my choice, then | believe the norms of health care justice would be bettey m
spending this money on Mr. H rather than fifty patients like Mr. Diaz.

Imagine that we have twenty patients below age 70 with failing hearts [age5S@+&9)].

All will be dead within a year. With $5 million we can save all of them for, on average, fi
extra years by providing them with an artificial heart. From the perspectivalti lcare
justice | believe our first priority with these funds ought to be to sustain the life.bf. M

One morally important feature of the case of Mr. H is that we are not dealing tnigh a
“last chance” therapy. There are alternative therapies that will sussdifehthough their
use will likely result in continued deterioration in his functional capacities analbver
quality of life. _Still, this is another reason for saying that no obligation of juistiielated
by failing to provide him with this therapy.

There are about 6000 children born each year in the US with hemophilia. If the vast
majority of these children must rely upon public dollars or charity care to get thie tee

that they need, and if the average cost to save a life-year for these children is $100000, the
fifty of these life years can be paid for with that $5 million. From the perspectiveatth

care justice | see this as another reason why it would be unjust to spend this money on Mr.
H.

Myoelectric arms for amputees have costs of about $70,000. They provide much more in
the way of functional restoration than other alternatives. From the perspectivétioichea
justice | believe we would be morally obligated to fund fifty of these instead of untlegwr
the $5 million cost of experimental therapy for Mr. H. That is, we should think of those
prosthetic arms as having higher priority from the perspective of health cace.just

Roughly an equal number of babies are born each year in the US who have hemophilia and
who have necrotic small bowel syndrome. If we had one billion dollars per year to sustain
the lives of individuals in either cohort, then health care justice would justify usitingal

money for the benefit of the children with hemophilia (who could look forward to quite long
life expectancy on average) as opposed to the infants with small bowel syndrome.

We could imagine that Mr. H is an extremely rare sort of case, one in a thousand among
hemophiliacs. If that were true, then there might be a moral argument that woudyd justi
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spending $5 million on him for this intervention. However, 15% of hemophilia patients
each year would be in this same category, roughly 1000 individuals. If Mr. H has a moral
right to this therapy, then justice would require offering it to the other 999 as welh whic
would result in aggregate annual costs for this cohort alone of about $5.billion

Prior to 1970 hemophiliacs had a life expectancy of about 10-20 years. Today they can
achieve an average life expectancy in the mid-60 range, though there are very lailgh soci
medical costs attached to making this possible. As with dialysis patients angatignts

we have annually increasing cohorts of survivors with very high annual costs to sustain
those lives. For hemophiliacs those annual aggregated cost increments will besis ax

$1 billion in constant dollars. A morally significant feature of hemophilia is thet it
genetically transmitted. Given the need to control health care costs over thengeryr, it
would be neither unjust nor otherwise morally objectionable to require that individulls wit
hemophilia who choose to have children use alternate reproductive mechanisms (IVF with a
sperm donor, or preimplantation genetic diagnosis) to minimize the birth of futureschildr
with hemophilia.

If an individual has been blind from birth, and if advances in embryonic stem cell research
prove capable of restoring sight to most of these individuals at a cost of $100K per
intervention, then this should be regarded as a higher priority health need from the
perspective of health care justice than sustaining the lives of patients in FAéSoogt
advanced stages of Alzheimer’s.

If an individual has become either a paraplegic or quadriplegic (perhaps as a rasult of

auto accident), and if advances in embryonic stem cell research prove capablariafrast
substantial degree of motor function at a cost of $100K per intervention, then this should be
regarded as a higher priority health need from the perspective of health caeetjuesti
sustaining the lives of patients in PVS or the most advanced stages of Alzheimer’'s

| would endorse a fair equality of opportunity account of health care justice for dedtith
care priorities. This means higher priority for resources ought to be given to teealth c
interventions that restore major functional capacity (even if very costly) loose t
interventions that are likely to offer only minor functional restoration or only al simahce
of major functional restoration.
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