Syllabus  HM 491/ 591: Medical Ethics and Health Policy in London
Summer 2012  [June 30----Aug 4]
Instructor: Len Fleck, Ph. D.  Professor of Philosophy and Medical Ethics
Pre-Course reading material:

Leonard Fleck, Just Caring: Health Care Rationing and Democratic Deliberation [Oxford University Press, 2009], introduction and chapter 1.  The biggest problem that must be addressed by all health reform efforts is the problem of health care cost containment/ health care rationing.  This material will help you to understand this problem as a moral problem, as a problem of health care justice.

PowerPoint Presentation: “Health Care Organization, Health Policy, Health Care Justice: A Comparison of the US and UK health care Systems”.  Review these slides before you begin reading the Bodenheimer and Grumbach book; I will elaborate on these slides the afternoon of the first day of class.
Faden, RR and Chalkidou, K.  2011. Determining the value of drugs---The evolving British experience.  New England Journal of Medicine 364: 1289-91.  [This article is about NICE, the National Institute for Clinical Excellence, charged with determining whether very costly drugs should or should not be a covered benefit for the NHS [National Health Service].  We will hear a lot about NICE in the course, including a guest speaker.

Roland, M and Rosen, R. 2011.  English NHS embarks on controversial and risky market-style reforms in health care.  New England Journal of Medicine 364:1360-66.  This is about health reform efforts in the UK, which we will be discussing extensively.

[Both the above articles exist as pdfs in the course file in ANGEL under “Things to be read before you arrive.”]

Course Description: We will provide an introduction to some of the basic concepts of health care ethics, politics, and policy in Europe [primarily the UK] and America. We will then discuss several issues in health care from a coordinated ethical/historical/policy perspective. Our main focus will be on a comparative study of the US and UK health care systems–the nature of each “system,” how it got that way, and desirable directions in which each might develop in the future as it struggles to provide a high quality of care with limited resources.  We will give considerable attention to the problem of health care rationing/ health care cost control/ health care priority-setting as problems of health care justice.  We will critically assess the policy mechanisms already in place in the US and the UK aimed at addressing this problem.  We will also be giving special attention to the way in which our emerging knowledge in genetics is affecting both medical care and health care policy.
One of the newer problems we will be discussing this year is what some would call the “liberalism” problem in relation to “ethically controversial” new technologies, most especially technologies linked to genetics and reproductive decision making.  The core question is: Should citizens who are deeply opposed to certain interventions, such as the use of pre-implantation genetic diagnosis to produce a “savior sibling,” have to pay taxes in order to support access to that technology?  Individuals who are committed to a Right to Life perspective and some advocates for persons with disabilities would be among those who would have these deep moral objections to these technologies. Or should such technologies be excluded from funding by the National Health Service, or Medicaid in the US, or the “essential benefit package” that will be guaranteed to all Americans under the Obama Administration?  In such disputes, which side has the stronger claim for saying that the core values of liberalism are “on their side”?  As I draft this syllabus, the current issue is whether contraceptives ought to be covered as an “essential benefit” in the Patient Protection and Accountable Care Act (Obama Administration health reform).
Overall Objective: By the end of the course, you should be able to imagine that you have been put in charge of designing the ideal health care system for the US. You should be able to explain which elements of the current US or UK health care systems you would or would not plan to include in your ideal system. For each element you should be able to explain and defend both why it came to play the role that it does in the present-day system, and your ethical assessment of why it should or should not play a role in the ideal system. 

Enabling Objectives:

· Learn the basic history and workings of both the US and UK health care systems

· Understand what is at stake in today’s debates over health care in the US and UK

· Develop your ability to evaluate factual claims (what really happened? What will it really cost?  What are the likely consequences?  What represents misleading rhetoric?)

· Develop your ability to evaluate normative claims (What should be done? What moral values are at risk? What moral values need to be advanced by a particular public policy? )

· Strengthen your critical reading and writing skills

· Learn about life in London as an actual participant in its daily flow as well as from museums, newspapers, etc. 

Required Texts and Readings:

· Required articles (which are all either available on the ANGEL site “LONDON 2012”) or else readily accessible as electronic text through the MSU library.
· Bodenheimer TS, Grumbach K. Understanding health policy: a clinical approach. New York: Lange, 2012.  [6th edition]  NOTE: The entire text can be read online through the MSU library if you prefer that option (assuming this edition is loaded up by the library very soon; this was just released a couple months ago. I have not found this edition at the Msu library yet.)
· Aaron, H. and Schwartz W. Cox, M.  Can We Say ‘No’? The Challenge of Rationing 

     Health Care.  Brookings Institution, 2006.  NOTE: This is only a recommended

reading, but it is very valuable because it is the only book that directly compares the health care systems of the US and the UK.

Assignments: You will be required to do four papers in the 3-5 page range.  Keep in mind that this is a six-credit course.  You will choose one of the discussion questions from the daily “discussion guides” for that purpose (though you can get approval for an alternative relevant question from me). Each paper will be worth 20% of your final grade.  Class participation counts, especially related to the readings for which you are responsible.  That is the other 20% of your grade.
Adjustments to grades

· Attendance. Except as excused by emergency or illness, attendance is required at all scheduled class meetings and activities. Students who have more than one unexcused absence are subject to having the final grade reduced by .5


· Class participation. The frequency and quality of a student’s participation in class will be used to decide whether to raise borderline grades to the next higher grade. I will be observing whether students are coming prepared; contributing to class discussion without dominating it; using helpful examples from previous experience or reading; being attentive when not speaking; and engaging in behaviors that generally assist group learning.
Syllabus Note:  The syllabus is broken down into five weeks, as opposed to individual class meetings.  I have to do that now because I am in the middle of scheduling various British speakers throughout the five weeks.  When we are actually in London I will be able to give you a more precise picture of what we will cover in each individual session, when we will do museum visits, who guest speakers will be each week etc.  I strongly encourage you to do as much of the reading as you can BEFORE getting to London so that you only need review material to be prepared for class and to write course papers.

Discussion Questions: Course Pack Readings 

PREFATORY NOTE:  I have provided a number of detailed questions that are intended to call your attention to specific concepts and ideas and distinctive perspectives in the readings.  They are also intended to help you relate the readings to one another, to provide some clues as to what differentiates the views of one author from another.  NOTE: As I worked through the readings and created these questions I imagined that you might get too caught up in trying to answer each question as you read.  That could interfere with rather than enhance our having seminar style conversations.  So I am going to try to provide in this guide some sort of “big picture” cases or issues at the beginning of each week that will be the “real problem” we are trying to resolve through our seminar style conversations.

WEEK ONE BIG PICTURE:

GUEST LECTURE: Professor Chandak Sengoopta, MD, Ph.D.  Birkbeck College, University of London, History Dept.  “The History of the National Health Service [NHS]: From a Painful Birth to the Painful Present.”  

Week 1

Ethics—Ethical theories and reasoning; basic moral considerations

Benjamin M. 2001.  Between subway and spaceship: practical ethics at the outset of the 21st century. Hastings Center Report 31(4):24-31. 
Walker MU. 1998.  Moral understandings: a feminist study of ethics. New York: Routledge,  Selections, pp. 7-18.   
Smith B. 2002. Analogy in moral deliberation: the role of imagination and theory in ethics. Journal of Medical Ethics 28:244-248.  

   Lo, B. 2000.   Resolving Ethical Dilemmas: A Guide for Clinicians (2nd ed)

 New York: Lippincott, 30-41.  

   Callahan D. 2003. Principlism and communitarianism. Journal of Medical 

Ethics 29: 287-91.  

   Harris J.  2003.  In praise of unprincipled ethics.  Journal of Medical 



Ethics 29: 303-06.  


   Holm S.  Bioethics down under----medical ethics engages with political



philosophy.  2005.  Journal of Medical Ethics 31:1. 

   Nuffield Council.  2005.  The Ethics of Prolonging Life in Fetuses and the



Newborn: A Consultation Paper.   


    Liebowitz S.  2004.  Baby’s case fuels medical treatment debate in Britain.



Boston Globe (Oct. 17)  

    Leeman S.  2005.  British court says baby with ‘no feeling other than pain’



should be allowed to die.  Associated Press (April 21)  
Health Policy: Basic Organization of US Health Care System
For week 1 please read chapters 1, 5 and 6 from Grumbach and Bodenheimer text, Understanding Health Policy: A Clinical Approach 6TH Ed.
GOAL ONE: We want to understand how these health care systems evolved to the form they have today.  We want to understand the political and economic and technological and cultural forces (and larger historical factors) that have given the health systems and health policy in the US and UK their present form.

GOAL TWO: We want to begin thinking critically about both health care systems.  That is, we want to assess these systems from a moral point of view, specifically, the perspective of health care justice.  As I have already argued in my Power Point slides, we cannot avoid the need to do health care rationing, resource allocation, priority-setting, cost containment.  How can this be done “fairly enough”?  Or, another way of asking that question is: How can we recognize what are justifiably regarded as unjust instances of rationing or resource allocation or priority-setting?

Ethics:

What we are trying to figure out is how we ought to solve ethics problems in the field of health care.  What sorts of considerations are “morally relevant”?  How should these different considerations be weighed relative to one another?  When should a “moral rule” determine the outcome of a specific moral problem?  When should the application of a moral rule or “moral understanding” be modified to reflect very distinctive cultural or contextual circumstances associated with this case?  [This last question is about what you will see referred to as “moral particularism” in the readings.]  When are physicians morally justified in “making an exception” to a rationing protocol for one of their patients, i.e., providing some intervention to their patient that would be denied  to other patients in similar clinical circumstances?
CASE:    So, for WEEK ONE, here is a case we can use for a concrete focus.  It is the case of the Lakeberg conjoined twins.  These twins were born connected at the chest.  They shared a single six-chambered heart (instead of the normal four chambered heart).  If nothing at all is done, then these twins might live in this state for one to two years.  If the twins are separated, then only one could be saved.  A novel surgery would have to be attempted that would involve reconstructing surgically a single normal heart.  There is less than a 1% chance this surgery will be successful.  The parents want the surgery done, but they have no health insurance.  The cost of the surgery and very long recovery time would be more than one million dollars.  Those costs would have to be covered as charity care because the parents had no health insurance.  Loyola University in Chicago refused to do the surgery, primarily on the grounds that it would be unjust to use such a large sum of charity dollars for a procedure that was so costly and so unlikely to be successful.  

QUESTIONS: Was Loyola’s choice a morally correct choice?  Why or why not?  What other “morally relevant considerations” do you imagine should be thought about in this case?  For example, some commentators on the case have claimed that the proposed surgery is “intrinsically immoral.”  They said that because the surgery would require “killing” one of the twins in order to save the other (as opposed to “allowing both of them to die” from natural causes at some point in the future).  Do you agree or disagree with that claim?  What sorts of reasons and arguments would you give for your view (whichever it is) to someone who disagreed with you? And what sort of moral weight should be given to the decision of the parents to insist that the surgery be done?  Is this a “moral right” (a matter of respect for autonomy) that ought not be overridden?  Why or why not?  What sorts of reasons would you give for your view?

Finally, we can imagine alternative versions of this case (something you will see discussed in WEEK ONE readings).  Here is a start to some imaginative alternatives. Coming up with these imaginative alternatives is one way in which we can do moral analysis.  That is, we try to figure out the extent to which modifying this or that factor in the case results in our modifying our moral judgments.  Here are some questions I would propose. What others might you propose as being useful tools for moral analysis?  I have given the case facts as they actually happened.  But, here are other alternatives: What if the surgery had a 10% chance of success? 20% ?  30%?  50%?   75%?  Do these numbers alter your initial judgment?

What if the parents were uncertain about the value of the surgery and disagreed with one another on this point?  What should the doctors do then?

What if some anonymous benefactor was willing to pay $1 million for the surgery?  Would that dissolve the moral problem?  Why or why not?

What if the surgery were delayed until a donor heart became available?  In other words, one twin would get a donor heart (and have an excellent prognosis for survival), the other twin would get the reconstructed heart and have only a 1% chance of survival).  How would you judge the case then?  Would a flip of the coin have to decide which twin got the donor heart (the assumption being that no medical factors would decisively alter likelihood of survival for either infant)? 

What if the physicians were enthusiastic to do the surgery and the parents agreed with them, but the nurses who were familiar with the outcome of such surgeries were morally shocked at the suffering the surviving child would have to endure (and then ultimately die)?  What should be the moral weight of the concerns of the nurses?  Can their concerns be largely ignored?  Would you find it morally problematic if the nurses tried very hard to persuade the parents to forego the surgery and accept whatever life was available to both twins in a conjoined state?  Why or why not?

One of the readings you find in Week One is a working paper from the Nuffield Council exploring some ethics issues raised in the NICU (neonatal intensive care unit).  They call our attention to the fact that some countries (Scandanavian) will simply not treat extremely premature infants below a certain birth weight/ gestational age: 750 grams/ 25 weeks.  This means these infants will be allowed to die over a period of days.  Do you believe such a social policy is morally defensible?  Why or why not?  The prognosis for such infants is not very good, on average, especially as you approach 500 grams and 23 weeks gestation.  The large majority will simply die in spite of expensive medical efforts to save them.  Of those who survive the majority will survive with major lifelong physical or cognitive deficits.  Only 10-15% of that cohort would survive with only minor damage.  The direct cost of producing each of these survivors is about $400-500K. 

Here are some other questions to consider:  How is the policy of these countries like or unlike the sorts of moral issues raised by the Lakeberg case?  Is the state really killing these infants, just as the surgeons would have to do in order to reconstruct a single heart to try to save one twin?  Or is that description really unfair?  Can the state say that nature is really killing these infants, that the state is simply refusing to provide the resources needed to try to save their lives (which in most cases will be unsuccessful anyway)?  Are the parents the ones who ought to have the ultimate moral authority to make these decisions, even if they have no capacity to pay for the care that will be needed?  Why or why not?  Is the state open to the charge that it is engaging in invidious discrimination when it allows these infants to die because otherwise the survivors would often be left with costly disabilities?  Is this a form of discrimination that advocates for persons with disabilities can rightly object to?  If so, what are the implications with respect to your view on whether parents should have ultimate moral authority in making these decisions?  That is, if you believe the state is acting in a morally objectionable way, is the same action by the parents equally morally objectionable?  If so, should the policy of the state really be to require maximal treatment of these infants to prevent unjust discrimination by these parents?

Finally (again-----annoying when professors do that----sorry), you have a couple news articles at the end of the first week’s readings (Liebowitz and Leeman) that discuss the cases of Baby Charlotte and Baby Luke.  What is distinctive about these cases is that in the first British courts ordered the withdrawal of life-sustaining care contrary to the wishes of the parents. Do you believe that it was morally appropriate to do that?  Why or why not?  Do you believe that such authority should be granted to the courts through a rational democratic deliberative process? Why or why not?

TASK (Paper #1):  Write your first paper (1000—1300 words) answering one of the cluster of questions above.  In this paper (1) state clearly the questions you are addressing and the view you take with respect to that question; (2) justify your view by providing moral arguments (derived from the readings, class discussion, your own thinking things through) in support of your view; (3) consider a strong objection from the perspective of someone who would say the opposite of you and then respond to that objection.  Part of what you are reflecting on in this first paper is your method of moral argument and analysis, that is, the sorts of moral arguments and moral considerations and analogies and conceptual distinctions you see as useful for addressing moral problems.  This is the point of several of the readings we will be discussing.

DUE DATE: Thursday of Week Two.   NOTE: I want you to write these papers thoughtfully but quickly.  If you are paying attention to the class discussion and engaged in it, this should happen fairly naturally.  When you are writing, you should imagine that I have yielded the floor to you in class and that I am permitting you to explain your position for thirty minutes (in your dreams!!!!!!!!!!!…………ooooops…..another expression of professorial arrogance…………sorry).

Benjamin: “Between Subway and Spaceship”

Read this carefully in order to get a “big picture” of what ethics is, what sorts of questions it can answer for us (if any), and how one might approach the subject. Critically compare any model of ethics you have from your previous education, reading, or experience with the model that Benjamin proposes. Assume that ethics in health care is a branch of what Benjamin calls “practical ethics.”

1. Does it surprise you in any way that Benjamin claims that ethics can be practical? If so, why?

2. Benjamin seems to use the terms “[practical] ethics” and “morality” interchangeably. Do you agree or disagree with this usage? Why? Does Benjamin offer any defense for using the terms the way he does?  [Why might a defense be needed?]

3. What is wide reflective equilibrium? Why does Benjamin put it in a place of such importance in his schema?  [This is a somewhat complicated notion, but we will talk about it.  I think it reflects other practices we already have in place (especially in the area of law).  Here is a clue that might help you: The basic reason why we talk about reflective equilibrium is that we need some way to achieve some degree of objectivity when we talk about ethical judgments.  That is, we need to know that our ethical judgments are not entirely arbitrary.

4. Moral pluralism is an idea that makes many uncomfortable; they would argue that any “morality” that cannot resolve pluralism and arrive at those principles or rules which are always and everywhere right, without disagreeing with one another, does not deserve to be called “morality.” Do you think Benjamin succeeds in arguing for the inclusion of moral pluralism as an essential part of his model? [This is another very important question.  Moral pluralism is the view that there is no single dominant moral value or single always correct ordering of moral values when there are conflicts among them.  It means, for example, that neither the “value of life” nor “respect for patient autonomy” nor “maximizing social good” are THE most important of moral values.]  

5. Many would argue that what Benjamin calls “democratic temperament” and “compromise and accommodation” is really another word for wishy-washy relativism–you simply should know what’s right and you ought to do that, no matter who else disagrees. Again, does Benjamin succeed in arguing for these propositions, or does he merely state them without adequate defense?  [As most of you know from the introductory lectures I did, I will want to defend a certain notion of rational democratic deliberation as the key to addressing in a morally defensible way the problem of health care rationing and health care justice, more broadly.  So this is a very important question for me.]

6. In his section, “Ethical Theory,” Benjamin argues for a conception of ethics in which theory and practice are intimately intertwined rather than in separate spheres. What role do the other 5 characteristics of ethics that he has argued for in previous sections of the paper play in allowing him to claim this? Do you find his model coherent in the end (whether you agree with it or not)?

Walker, Moral Understandings (selection)

Read this piece and consider it alongside the model of “practical ethics” developed by Benjamin. Basically, Walker seems to claim that there is an established model of ethics that has been accepted almost without question by most people in our society for many years; and she finds fault with this established model. 

Read critically to decide: a) what the old established model (or models) looks like; b) what sort of alternative model might replace it. What is most important in reading Walker is to decide whether you agree that the established model of ethics is contingent rather than necessary–that is, that the way we do ethics in Western society may reflect the history and culture of our society, rather than the only logically possible way to do ethics.  [Here is another alternative you might consider: Might it be the case that some of our ethical judgments are contingent, reflective of certain features of our culture?  Is that necessarily a bad thing?  You might think about ethics issues connected with sexual behavior in this regard as well as one or another issue in health care ethics.  Is it the case that we can be as morally indifferent about, say, premarital sex as about whether we should regard respect for patient autonomy to be “just as good” a fundamental value for health professionals as medical paternalism?]

1. Explain what Walker means by her “theoretical-juridical model”.  How does this fit with your understanding of ethics?  

2. In this selection, we get only a brief sketch of what Walker plans to propose in place of the old established model(s). The sketches include terms such as “narrative,” “imagination,” and “metaphor.” Do you think these sorts of terms belong in a description of a model of ethics? At this point do you think that Walker will be able to propose a coherent alternative model, or do you think her project basically incoherent?

3. Two terms that Walker employs in her discussion, and that seem to capture important ideas that she finds relatively lacking in the old established model, are moral understanding and moral responsibility. Why does she think these terms important? What is lacking from one’s model of ethics if one neglects these as central concepts?

4. Compare Walker and Callahan on this point: Walker’s claim that the established model of ethics is strictly an individualistic model, and that a superior model of ethics would be interpersonal and relational. Callahan, you will see, is a critic of liberal individualism in ethics, which puts considerable emphasis on the concept of rights.  He advocates a more communitarian type of ethics, though he does not want to give up the concept of rights altogether.  I think it is clear that ethics is necessarily a social enterprise.  That is, it is about the minimal respect we owe one another in order to live together peacefully and tolerantly.  If that is true, then what should an appropriate balance of rights and communal welfare/ communal interests look like? This question will be especially important when we begin to talk about issues of health care justice, which is essentially about a morally defensible distribution of limited resources.
5. Compare what Walker says in the section, “Morality itself consists in practices, not theories” with Benjamin’s conception of “practical ethics.”

6. Is the established model of ethics strictly a religious conception? A secular conception? Both? 

7. Taking the three ethics readings so far (Benjamin, Walker, Callahan) together as a package, what support do they offer as to why this course ought to be an interdisciplinary ethics-political science course rather than solely a course in ethics?

Smith. Analogy in moral deliberation


Smith makes reference in this essay to some clever analogies that Judith Jarvis Thomson has introduced into medical ethics discussions.  The most famous of these is the “violinist” analogy, explained in the article, but I can explain it in class as well.  In another article she offers other engaging analogies to help us think more clearly about the “killing/ letting die” problem, which seems to be one of the core issues in the Lakeberg twins case. The other analogy introduced by Thomson almost forty years ago was the “trolley problem.”  This problem has generated over 100 scholarly articles with as many variations.  Here is the core problem.  You are riding on a trolley near the front when the motorman suddenly falls over dead.  The trolley is headed down hill.  You can see clearly ahead that there are five workmen on the tracks. The brakes have failed.  If you do nothing, the trolley will kill those five workmen.  But the trolley has a steering mechanism.  And there is a side spur down which you can steer the trolley.  However, there is a small child playing on those tracks who will be killed if you steer the trolley in that direction.  What should you do?  What are you morally permitted to do?  What are you morally forbidden from doing?  As we will see as the course develops, this analogy is very closely related to the problem of health care rationing, especially when we [physicians or policymakers] “steer” life-prolonging resources this way [to one patient group] or that way [to another patient group].  

Smith writes (p.246), “The very act of constructing analogies and their subsequent contemplation, helps minimize our limitations as moral beings and Wiland rightly claims, ‘that the whole point of using analogies in moral philosophy is… to get us past our self interest, inertia, lack of empathy, lack of imagination and defensiveness.’”  Is this a view you agree with, especially after we have discussed some of Thomson’s analogies?

One of the more challenging aspects of ethics is dealing with cultural differences.  So, the VERY LARGE critical question I want you to have in mind is this: When should cultural differences be accorded moral respect?  And when should cultural differences be the object of serious moral criticism? Think of female circumcision----very brutal and deforming.  Think of the Scandanavian practice of not saving those extremely premature infants.

Lo chapter 4:  This material is here to give you a quick overview of the core principles of clinical medical ethics.  This is a good example of the “principalism” that Callahan and others (Harris) are critics of.  Do you agree with Lo’s analysis and resolution of the brief cases he introduces in the text?  How would you apply what Lo says here to the Lakeberg case?  Or the case of extremely low birthweight infants?

Harris essay:  Harris is a critic of principalism.  He does not think that view offers anything helpful for addressing the following problem: Should individuals be allowed to sell one of their kidneys (say, for $25K) or a lobe of their liver (which will regenerate itself, 4% mortality attached to this surgery)?  Why or why not?  Is this something that a liberal society must permit as a matter of respecting individual autonomy?  Or are there other strong moral considerations that ought to override respect for autonomy in this case?  How would you respond to this problem?  What sorts of arguments would you give to support your view?

WEEK TWO

Ethics—Conceptions of Health Care Justice

Brock DW, Daniels N. 1994.  Ethical foundations of the Clinton administration’s proposed health care system. JAMA 271:1189-1196.  
          Engelhardt, H. T. 1997. Freedom and moral diversity: the moral failures of health 



care in the welfare state. Social Philosophy and Policy 14(2): 180-96. 
Daniels N. 1988. Justice in Health Care (Ch. 4) In Am I My Parents’ Keeper. New York: Oxford. 66-82.. 
Hoedemaekers R. and  Dekkers W.  2003.  Key concepts in health care priority-



setting.  Health Care Analysis 11 (Dec.): 309-23.  
         Hoedemaekers R. and Dekkers W.  2003.  Justice and solidarity in priority-setting



in health care.  Health Care Analysis 11 (Dec.): 325-43.  
Fleck L.  2002.  Last Chance Therapies: Can a Just and Caring Society do Health



Care Rationing When Life Itself is at Stake?  Chapter 7 from Just Caring: 



Health Care Rationing and Democratic Deliberation.
            Fleck L.  1999.  “Just caring: Managed care and protease inhibitors.” In  Ethical



Issues in Modern Medicine 5th ed. Edited by John Arras and Bonnie



Steinbock, 679-86.  

Health Policy: Financing Health Care and Controlling Health Care Costs


For Week 2 please read the following chapters from Bodenheimer and Grumbach:  2, 3, 8, 9, 13.
BIG PICTURE:  What does it mean to be a just and caring society when we have only limited resources to meet virtually unlimited health care needs?  This is our most central question.  Philosophers have offered competing conceptions of health care justice.  There is a libertarian conception, a strong egalitarian conception, a utilitarian conception, a moderate egalitarian conception, a luck egalitarian conception, and a sufficientarian conception of health care justice. 

Q1: Should any of these conceptions be seen as dominant or “morally best” when it comes to addressing all the specific problems of health care rationing and priority-setting I introduced in April (and you see again in my essays in the readings for this week)?  If so, which one should be dominant in your view?  And what arguments would you offer to support the superiority of your view?


Q2: If you do not think that any ONE of these conceptions should be dominant, that different conceptions are more or less useful for addressing specific rationing problems, then how should we decide which to apply to very specific rationing cases?

CASES:  As with WEEK ONE, here are some concrete cases to help you focus your thinking across the readings.


Case #1:   Would it be neither unjust nor uncaring if we (our society, through Medicare) were to deny Implantable Cardiac Defibrillators [ICD] to patients who were in the end-stages of Alzheimer’s or who were in a persistent vegetative state [PVS, think Terri Schiavo]?  These devices (and surgery) cost $40K each.  They are used to prevent fatal cardiac arrhythmias.  If patients in either of these categories were found to have a heart disturbance that could be fatal, then nothing would be done.  This would mean they would die “prematurely,” before some other disease process would cause their death.  Would allowing those deaths be unjust (when we have this technology that could “save their life.)?  Why or why not?  Here are a couple additional facts to help you appreciate this problem.  Only 19% of patients will have the ICD “fire” over a five-year period of time.  That means that for 81% of these patients these devices did no actual good.  That is, the feared electrical disturbance in the heart never happened.  They die of something other than an arrhythmia.  The best research now suggests that we ought to implant 50,000 of these devices per year in the US.  That cost is $2B.  We actually implanted a bit over 200,000 in 2006.  Projections are that we might be implanting 600,000 per year by 2012.  That cost would be $24B.  This looks like a very expensive marginal benefit.  And we cannot predict perfectly which individuals are MOST LIKELY to benefit from one of these devices.


Case #2:  Would it be neither unjust nor uncaring if we (our society) were to deny lung-reduction surgery to individuals in the end-stages of COPD (emphysema)?  This surgery costs about $70K.  It might give these individuals one extra year of life.  In theory, we could do 100,000 or more of these procedures per year in the US.  Is it unjust and uncaring if we allow these patients to die “one year early” when we have this intervention that could rescue them from death for a year?  What is your view?  What considerations of justice do you appeal to in order to justify your view?  Is the fact that most of these individuals are smokers morally relevant?  Why or why not?  As you will see, John Rawls and other philosophers (and maybe your moral intuitions) would say that those who are “medically least well off” have the strongest moral claims to needed health care resources.  Are these end-stage COPD patients among the “medically least well off”?  Why or why not?  Who would you say are the “medically least well off”?  And do they deserve first priority when it comes to allocating health care fairly? Note: I have added to the introductory material for the course a Power Point presentation of mine on the “medically least well off.”  You might find what I offer there helpful.

Case #3:  This is the case of Mr. H, the 20-year old hemophiliac.  We saw this case in April, so get out the full description of this case there.  (This is in the handout with all the case material.)  The basic problem is this: He cannot tolerate Factor VIII, which hemophiliacs need to clot their blood.  This problem was clear shortly after birth.  About 15% of hemophiliacs are like this.  Mr. H is becoming more and more crippled because of what the alternative drugs do to him.  There is a medical intervention that might work.  His immune system would be “challenged” with extremely high doses of Factor VIII (which is extremely expensive---average hemophiliac needs $100K of this drug per year to live).  Mr. H has no health insurance.  This intervention would cost $5 million (because it requires an 8-month ICU hospitalization) and has a predicted success rate of only 30%.  Q: Does Mr. H have a just claim to this intervention?  Would a society or hospital that denied him this intervention be unjust?  Why or why not? What considerations of health care justice seem to support your response?  Is Mr. H among the “medically least well off” entitled to top priority so far as meeting his health care needs is concerned?  Or is Mr. H a “bottomless pit,” absorbing huge quantities of health resources for little new benefit?  Note:  If this therapy were successful, Mr. H would still need $100K of Factor VIII each year to sustain his life.
Case #4: Should individuals in end-stage heart failure, such as Dick Cheney (to pick a prominent example) be required to choose between a Left ventricular assist device [LVAD] at a cost of $200,000+ (Likely gain of 1-2 years of life) and being placed on a heart transplant list (where he might or might not get a transplant) at a cost of $350,000+. As things are now, some patients get an LVAD as a “bridge to transplant” and others get an LVAD as a “bridge to nowhere.”  That seems unfair.  Defend or criticize that position.
TASK  (Paper #2):  Write a paper in which you take a position with respect to one of these cases.  Your key question is this: What does justice require or permit with respect to one or another of these cases?  Alternatively, what would you consider a “clearly unjust” choice with respect to any one of these cases?  Same directions as with the first paper.  So the idea is to integrate the relevant readings into your response to the case you choose to write about.  The VERY BEST model of the sort of thinking and writing I am asking you to do for this paper is the paper I did on protease inhibitors in your reading packet!!!! [Please stop thinking that thought.  I am NOT being arrogant and self-congratulatory; this is good practical advice……… HONEST………

.REALLY!!!!!!!………….. though I will concede I have a modest degree of pride in my written work………though not so much that it adds up to a deadly sin.]  Paper will be due Thursday of week 3, after we have had sufficient discussion so you feel comfy writing the paper.

READINGS

Brock/Daniels:  “Ethical Foundations of Clinton Administration’s Proposed Health Care System.”


Give this essay a medium quick read.  The question this essay is asking and answering is this:  What moral considerations are most relevant for purposes of assessing a health care system from the perspective of health care justice.  They identify 14 such value considerations.  Do you agree with their conclusions in this regard?  Why or why not?  The view that is the philosophic basis for their proposal is what is usually referred to as a “moderately egalitarian” perspective.  Daniels is a major proponent of this view.  His most central claim is that the goal of a just health care system ought to be to protect “fair and effective equality of opportunity.”  He explains that point of view in his essay, which is the next reading in the packet.  At the very opposite of that point of view is the libertarian perspective.  Engelhardt is an effective advocate of that view.  Read his essay carefully.  In essence his view is that market mechanisms (ability to pay for needed health care by individuals) is the morally fairest way of meeting health care needs.  Otherwise, the coercive powers of government are used to make people do something they do not want to do, such as paying for very sick elderly patients in Medicare, or to pay for health services for others that they are deeply opposed to on religious grounds (such as contraceptive services).  That there are 47 million folks without health insurance in the US is not seen as a moral problem by Engelhardt.  That is just bad luck or bad choice.  Do you agree with that conclusion?  Why or why not?  How inclined are you to defend a libertarian perspective on these issues?  And what does it mean to say that we ought to have a “more equal” distribution of health care resources?  What precisely ought to be equalized for egalitarians?  For you?  NOTE:  If you read these essays together, you ought to have a very good sense of the foundational issues that define this course.

Hoedemackers/Dekkers, “Key Concepts in Health Care Priority-Setting”


This is a nice essay that calls attention to the basic concepts we need to understand in talking about health care priority-setting.  For example, is life-saving and life-prolonging always more important than the relief of pain and suffering in health care?  Why or why not? 

What disease burdens are acceptable and what disease burdens are unacceptable?  

How do we distinguish adequate, minimum and optimal qualities of life?  And what should the goals of medicine (and social policy) be relative to those distinctions?  

What health risks are “serious” and ought to be prevented (when possible) by society; and which health risks can be left to individual judgment and response? [Think of various kinds of public health risks.]  Should the goals of our health care system be to reduce the “burden of illness” in our society or the “burdens of disease”? [Read carefully so you understand what this distinction is.]

Do all “abnormal” health states represent health needs which make some sort of moral claim against society?  In trying to establish health care priorities as a society, where do individual differences fit and the medical judgments that physicians make with respect to individuals?  Where do probabilities of future disease states fit in or uncertainties of individual response to specific medical interventions?

One of the key tensions throughout this essay seems to be this: How do we reconcile “sensitivity to individual health needs” (as judged by either the patient or the physician) with the need to have objective reference points for establishing health priorities and making rationing decisions?  As these authors note, as well as many others, the more sensitive we are to individuals as individuals the less likely will be our capacity to control costs or to maintain an overall fair health care system.  Do you agree with that conclusion?  Why or why not? 

Hoedemackers/Dekkers,  “Justice and Solidarity in Priority-Setting in Health Care”

This is really a continuation of their prior essay.  They recommend a four-stage priority-setting process, which is nicely summarized on pp. 341-43.  Read those pages carefully.  What is your assessment of their proposed priority-setting process?  Is it reasonable?  Will it yield a fair enough outcome? What sorts of outcomes do you think that process would yield with respect to our three cases? Here are some more specific questions to think about:

If we do not owe every citizen in our society everything they might need in terms of health care, then what are people owed as a matter of justice and what may people obtain or not obtain as a matter of charity?  What criteria do you imagine might be used to distinguish health needs that ought to be met as a matter of justice from health needs that could be met as a matter of charity only?  Note: an implication of this is that we will have a two-tiered health care system.  Tier One will be comprised of some set of health services we will guarantee to all; Tier Two will be comprised of health services that only some will obtain, either because they can afford to pay for those services out of pocket or because they evoke a charitable response from someone.  Is that a morally acceptable (just enough) outcome?

Read p. 330 for their definition of what is required by a “principle of solidarity.” Is this a fundamental moral principle we ought to embrace?  How would such a principle apply to our three paradigm cases at the top of this handout?  The authors see this as an important moral counter-weight to the pressures of individual need or demand.  Do you agree with that conclusion?  That is, is that something we definitely ought to have as part of a priority-setting process?  

One of the test cases these authors call to our attention are statins.  These are cholesterol-reducing drugs.  They cost about $1200---$1400 per person per year. That number is not obviously outrageous.  However, the problem is that tens of millions of people could use these drugs, which yields aggregate health costs to either government or insurers in the tens of billions of dollars per year.  So on p.334 the authors call attention to the Dutch view that statins should not be prescribed for patients over age 70.  How do you think the Dutch got to that conclusion?  Do you agree with that conclusion?  Is this an invidious form of age-based rationing? Why or why not?  Note: The US spent about $15B on statins (such as Lipitor) last year.  That was for 13 million patients.  But some believe 65 million Americans ought to be taking these drugs because they might do some good for these patients (lower the risk of stroke or heart attack or various forms of heart disease).  

The authors note that one way of dealing with the “total cost” issue (as with the statins) is to require patients to pay a large part of the cost of these drugs from their own pockets, maybe 25%, maybe 50%.  Does this sound like a good idea to you?  Why or why not?  What if we said as a society, “Of all the people who might benefit to some degree, any degree at all, we ought to identify the 20% whom we believe will benefit the most from statins, pay the whole cost socially for them, but require a steep co-payment from everyone else.”  What do you think of that idea?  Is it fair enough?  Could we do the same thing with ICDs?

Fleck readings:  You should just read these essays quickly.  What I would most ask you to understand is the concept of “rational democratic deliberation” as I outline that notion.  I believe this notion (really this “practice”) is absolutely essential for addressing the problem of health care rationing.  We do need our different conceptions of justice, but those theories (in my opinion) are insufficient to address by themselves most of the problems of health care rationing we will have to address as a society.  You may not agree with that conclusion, which is fine.  But then that should certainly be something we discuss in our seminar.  That is, ask yourself: What is the alternative that you would recommend for addressing all the rationing questions I will introduce.  The “Oregon” article I did puts the rationing debate in the US in a helpful historical context.  I actually testified before a Congressional committee in defense of the Oregon plan around 1990.  The article on “protease inhibitors” brings together a number of complex issues because this is about HIV/AIDS.  And even though I wrote that essay around 1998 the questions raised remain very relevant and difficult today. This is because additional AIDS drugs have been introduced (the fusion inhibitors), which are even more expensive than the protease inhibitors but apparently equally effective.  The “last chance” therapy article really pertains to all of us, primarily because of all the advances in the past twenty years around costly life-sustaining medical technologies.  I tried to give you a sense of that in the introductory lectures I did in April, but we will discuss that more thoroughly in the middle portions of the course.

Aaron and Schwartz book:  You may read the first four chapters.  This is going to be a recommended reading.  There is no other text that makes careful comparisons between the US and British approaches to rationing.  This is a pretty quick read.  You want to get a more detailed sense of how the British health care system is currently organized; and you want to get a sense of the rationing problems with which Britain has had to cope since the early 1970s.  As I mentioned earlier in the course, the British spend less than half as much as we do per capita for health care.  They spend roughly 8.5% of GDP on health care while we are now at about 17.8%.  Aaron and Schwartz focus on several key disease comparisons between the UK and the US: dialysis for kidney failure, treatment of hemophilia, treatment of heart disease and cancer in various stages.  Pay special attention to these comparisons.
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Introduction


This week’s conversation will be largely an extension of the prior week’s conversation.  There are some ideas that we will come back to again and again.  One of them is (1) the role of cost-effectiveness in doing health care priority-setting.  The large question is this: To what extent should costs be a morally legitimate consideration in determining what counts as a just setting or health care priorities and allocation of health care resources?  An issue for British GPs (as you will see in one of the readings) is the cost of statins, drugs that are used to reduce cholesterol levels in patients with various degrees of heart disease.  They have limited budgets they need to stay within.  So is it OK, morally speaking, for these physicians to prescribe statins only for patients who are in the 20% highest category for cholesterol (even though [we will hypothesize] 1000 patients will die in the UK this year who otherwise would have survived if we had allowed the prescribing of statins for the top 30%)?  How do you imagine we ought to go about answering this question?  Make sure you understand what the concept of cost-effectiveness means and how it is used by health policy analysts.


Another large issue we will address in this week is the issue of age-based health care rationing.  (2) The core question is this:  Is it ever morally permissible (not unjust) to deny access to expensive life-prolonging medical care to those over a certain age, such as age 70 or 75?  Think about the TIAH [totally implantable artificial heart] issue we discussed in my Power Point slides.  There is a need for 350,000 of those devices per year in the US at a cost of $300K each, total cost per year of $100B+.  We could restrict access to those devices to those who were below age 70.  This would mean that we would implant about 100,000 per year, which would cost about $30B.  If we had a national health insurance program in the US, would you see such a trade-off as being “just enough”?  Why or why not?  What if this was one way in which we could accumulate the resources needed to make a national health insurance program possible?  That is, there would be a number of expensive life-prolonging medical technologies, such as lung reduction or the ICDs discussed in Week Two that would be given up as well.  As a result of these savings (plus administrative savings of around $100B or more) we would be able to offer a good benefit package to the 47 million now uninsured.  Would that make this sort of age-based health care rationing morally acceptable to you? Why? Think about Daniels argument in support of some form of age-based rationing. Do you find his argument persuasive?  Why or why not?


Another large issue is that of personal responsibility for health.  See the article by Dan Wikler. (3)  If individuals are “responsible” for their health problems, then is it morally permissible (not unjust) that they be denied access to expensive life-prolonging medical care unless they are able to pay for that care from their own pockets?  To answer this question responsibly, you need to consider a very broad range of behaviors that can have adverse consequences for health.  You also need to consider the question of how you would judge when someone is “responsible enough” for their behavior, and how you would do that in a non-arbitrary sort of way.  Bad health status can be a product of a number of health factors, some of which an individual has some capacity to control, others of which are beyond that individual’s control.


Yet another issue is the question of whether all health care rationing should be visible or invisible.  (4) Should individuals who are going to be denied access to what they regard as needed health care be told that this is what is happening?  This question comes up in its most concrete form in a physician’s office.  As your readings will show, a number of physicians argue that invisible rationing is to be preferred over visible rationing.  They find it psychologically difficult to face a patient and explain to them that they are denying them some form of medical care they want because it is not cost-effective and is too likely to yield only a small benefit for that patient, and other patients have a more just claim on limited resources, etc.  Read very carefully the article by David Eddy for Week Three. Are his arguments helpful in thinking about this issue?


Here is yet another issue we must address.  (5) Is NICE overall a good idea as an approach to assessing the value of costly new technologies from a societal point of view?  Is NICE deeply morally flawed (as critics like Harris would say)?  Or is NICE just enough, i.e., non-ideally just, as just as is reasonable to expect?
TASK (Paper #3):  Write a paper that addresses one of the five questions above; same directions as for paper #1.  CLUE:  Keep in mind the need to make “comparative” judgments of justice. Example:  Is it more important to fund protease inhibitors for AIDS/HIV+ patients or Implantable Cardiac Defibrillators for patients with advanced Alzheimer’s or lung reduction surgery for end-stage COPD patients?  Also, keep in mind this question. What sorts of health care interventions can be justly left to health care markets/ individual ability to pay?  In other words, under what circumstances would you judge that it would not be unjust if an individual died prematurely because they did not have the ability to pay for either a life –sustaining technology or a medical technology that reduced the risk of premature death?  Note:  As a society we seem to have agreed that we will not allow patients in kidney failure to die prematurely of their disease, which is why we are paying more than $67K per patient per year to sustain their lives through the ESRD program. In 2011 that sustained the lives of more than 470,000 individuals at a cost of about $31B.  This paper will be due on THURSDAY of WEEK FOUR.

Menzel et al.  “Toward a broader view of values in cost-effectiveness analysis of health.”


The authors want to defend cost-effectiveness generally, though they are mindful of a number of specific criticisms of cost-effectiveness analysis when applied to the rationing problem.  Put succinctly, cost-effectiveness analysis is fundamentally utilitarian.  It goal is to obtain as much health good as possible for any given sum of money.  This practically means that patients with the greatest health needs and/or the lowest quality of life are most likely to be denied access to the care that they need.  That seems to be contrary to considerations of “equal treatment” or “fair treatment” or “human solidarity/ compassion for the least well off.”  It also is seen by some as a threat to the rights and welfare of persons with disabilities.  Read the essay carefully with this fundamental conflict in mind. Then ask yourself this follow-up question:  If I want to protect the values of equal respect and fair treatment of all, but I also need to do something to control costs, then under what circumstances might I judge considerations of cost to be a reasonable and permissible and “not unjust” factor to consider in making rationing decisions?  Think of Mr. H from Week 2; Think of the ICD issue from Week 2; Think of the question of whether we should spend $2.4 M to provide needed health care for an individual who has been in an accident of some sort that has left him as a vent-dependent quadriplegic.

“Many people wish to preserve the hope of treatment for everyone, and to accomplish this, they are willing to devote some resources to ‘inefficient’ treatment.” This is a passage from this essay.  What do you think this should mean with respect to the cases I mentioned above, or the age-based rationing issue, or autologous bone marrow transplants for women with metastatic breast cancer (as discussed below in the David Eddy article)?  That latter treatment costs more than $150K and offers no more than a 5% chance of three extra years of life?  Is that “worth it” morally speaking?  Is a society that denied access to this treatment unjust or uncaring?  Why or why not?


Many people would say that it would take saving more than one 70-year old for ten years to “equal” (morally speaking) saving one thirty-year old for ten years.  Do you agree or disagree with that claim? Why or why not?  

Klein et al, “Rationing in the NHS: The dance of the seven veils---in reverse.”


Here is a passage from this essay; tell me whether you agree or disagree with it, not as a factual statement about what actually occurs, but as a normative statement.  Should rationing decisions be deliberately obscured to avoid what Calabresi and Bobbitt call the “tragic choice” problem?  “The last point reinforces what has turned out to be the theme of this paper: rationing in the NHS is, since 1991 as before, a dance of the seven veils in reverse.  It is a process of disguising or obscuring decisions rather than revealing them.  Indeed, the most significant rationing decisions are probably the non-decisions taken by health authorities.” (p.776).   The issues suggested by this passage are issues you might be able to raise in some fashion on your GP visits.

Weale, “The Ethics of rationing.”


This should be a quick read article.  Just get a sense of what he regards as the major moral problems raised in connection with health care rationing.  See what you think of the issues raised by this passage, “A special difficulty in this context is that published information about effectiveness may not be reliable…..The lesson that emerges is that, although in the abstract the principle of effectiveness seems unexceptionable, the pervasive uncertainty about various aspects of medical practice means that it is not always easy to make the elimination of ineffective procedures the first priority of prudent health care rationing.” (p.835). If this is true, then what should our practical moral response be?  Imagine a cancer drug that costs $70K for a course of treatment; the average yield from the treatment is five extra months of life expectancy (with a range around that average of six weeks to some cases of three years extra survival).  Should we (Medicare, the NHS, some future national health plan in the US) fund the treatment or not?  And what about ABMT for breast cancer that David Eddy discusses in a later article?  What if I said to you that about 10% of patients might achieve that three-year survival mark?  5%?  1%?  Would these lower percentages make a difference to you so far as the sort of moral judgment you would make?  NOTE: We have cancer drugs today that have costs of $50,000----$130,000 for a course of treatment and can promise on average only six extra weeks of life.
Ham, “Synthesis: What can we learn from international experience?”


What lessons should we learn from other countries?  Here is a quick summary:

“ From the UK perspective, a key lesson is that there is a choice to be made between setting priorities by defining core services, as in Oregon, or by developing guidelines for the provision of a full range of services, as in New Zealand.”  (p.827)  Make sure you understand precisely what this passage is saying so that you can critically assess the point of it. What do you imagine “guidelines” for the use of services ought to look like?  This invests a lot of power and authority for applying these guidelines in physicians.  Will that work?  Why or why not?


On p. 829 the author notes another lesson, namely the need to combine the views of experts with the values of the public in setting priorities and making rationing decisions.  How precisely do you think that should be accomplished so that fairness is adequately protected?  Which “expert views” should be sought out?


Next, the author writes on p. 829 “Finally, the rationing debate draws attention to the trade-offs involved in health policymaking.  This includes balancing equity and freedom of choice, and comprehensiveness and cost containment.”  Make sure you are able to explain exactly what the author is saying here.  Can you think of some examples from stuff we have already discussed that would serve as good illustrations of the authors point?

Jacobson/ Bowling, “Involving the public: practical and ethical issues”


These authors raise some critical questions about what I refer to as “rational democratic deliberation.”  Here are three of their criticisms: (1) Public forums will never be “fairly representative” of all those who have a stake in a rationing or priority-setting decision.  (2) The questions the public is being asked to address (think of any of the items I have given to you to consider) are too difficult and complex for the public to assess in a rational and stable and consistent way.  (3) We do not have reliable enough information on the effectiveness of many medical interventions.  How can the public be expected to judge this information when experts cannot come to agreement?  How would you respond to these criticisms?  If you are tempted to think this shows rational democratic deliberation cannot work (and for those of you who are Catholic you should know this is a temptation that could put your immortal souls in peril……. Every now and then I become dramatic….. it is just one of my psychological quirks), then you need to ask yourself what would be a better, more just, more rational approach than RDD.

Hunter, “Rationing Health Care: The Political Perspective”


This is another article worth a close read.  Hunter will criticize many judgments I want to strongly affirm.  Two big issues are raised by him.  One is whether rationing should be “implicit” (hidden from those affected by it) or explicit.  The other is whether rationing (in a national health care system such as the NHS) should be local or national.  Hunter defends the virtues of implicit rationing, especially at the doctor-patient relationship level.  Read carefully pp.878-79 for his arguments; then decide in your own mind how you would respond.  One argument is that clinical care is too complex to rely upon general rationing rules, so he wants doctors to make implicit rationing decisions, which he believes would be more sensitive to individual patient needs and preferences. [BUT, ask yourself, to what extent should patient “preferences” have a role to play when matters of justice are at stake, especially if those patient preferences involve making self-serving claims on limited health care resources?)


Hunter quotes the following passage from Klein: “….the greater the visibility of rationing in the sense of prioritization, the more difficult it may become to steer resources towards the most vulnerable groups.  Lack of visibility maybe a necessary condition for the political paternalism required to overcome both consumer and producer lobbies.”  What does this passage mean?  Do you agree or disagree with what it expresses?  Why?

Terry, “An Integrated Approach to resource allocation”


She wants to defend the importance of including “public values” in the resource allocation/ prioritizing process.  She calls our attention to NICE, the National Institute for Clinical Excellence.  This is in Great Britain.  She notes a major criticism by the public of NICE, that it is taking into account the COST rather than just the clinical effectiveness of various clinical interventions in rendering its judgments.  Do you see that as a problem?  Is it wrong for NICE to consider costs?


One of the problems that the “cost issue” runs into is what is referred to as the “duty to rescue.”  We are not supposed to consider costs when we know an “identified life” is in peril.  This makes sense (to me) when the number of such rescue efforts is small.  But in health care (given contemporary advances in life-sustaining technology) the opportunities for invoking the “duty to rescue” are extraordinarily large and (to my mind) threaten to distort any fair or reasonable approach to health care rationing.  What do you think?

Wirtz et al.  “Understanding the Role of the ‘Hidden Curriculum’ in Resource Allocation---The case of the UK  NHS”  [Note: You do not have this article; just read my summary.]

The main point of this essay is the following: Public bodies such as NICE involved in resource allocation ought to make public their reasons for specific rationing and allocation decisions because this is a critical way of both educating the public and thereby achieving social legitimacy for those judgments.  They write (p.297): “At least up to a point it seems right that official accounts of authoritative bodies should concentrate on outlining the technical reasoning behind their decisions and on the scientific and processual rigor of their proceedings.  Judgments about the range of effectiveness and the risks and costs of treatment, alongside considerations of the kinds of evidence that support these judgments, are obviously central to the evaluation of these treatment choices….They provide an image of sound, reliable, secure or relatively ‘objective’ decision-making to underpin public confidence.  They provide a highly respectable ‘reason set’ for public choices of treatments.”  How does this “fit” with what Hunter has to say? Who are you are inclined to agree with and why?  Again, to focus your thinking, consider the cases and issues I posed for you at the beginning of the Discussion Guides for Weeks Two and Three.

Fleck, Just Caring: In Defense of Limited Age-Based Health Care Rationing


Here is the main question addressed in this essay:  Do we need to be concerned about the “aging out” of our population, especially the post WWII “baby boom” generation.  Why or why not?  I argue that we do need to be concerned, and hence, there is a serious moral argument to be made in defense of age-based health care rationing.  Others think this concern is exaggerated and that there is no need to call for age-based health care rationing.  Read my essay carefully.  What do you think of my arguments?   What do you think of Norm Daniels argument? I suggest that in your own mind you consider his moral argument by itself (apart from the social risks that justifiably concern him in the US).  Is his argument morally sound?  Would it yield a more just allocation of health resources, all things considered, than our present approaches to meeting the health care needs of the elderly through Medicare (and Medicaid for long term care).  Would Daniels approach work more readily in the NHS, i.e., not face the same moral risks as in the US health care system?  Why or why not? There is a considerable degree of uncertainty about projecting 25 years into the future.  How should that uncertainty be managed for purposes of protecting health care justice into the future (and risking intergenerational warfare)?

Eddy, “The Individual vs Society: Resolving the Conflict”


Eddy is a utilitarian (philosophically) who wants to defend the virtues of cost-effectiveness analysis.  Eddy is both a physician and an economist….. an interesting mix of perspectives.  The following passage nicely captures his main point: “Put in terms of some measure of effectiveness, such as life expectancy, it would be inequitable to give one person a service that adds ten days of life expectancy at a cost of $1000 while another person fails to receive a service that would have gained 100 days for the same $1000.” (p.2399)  Is this a general conclusion you would endorse?  Why or why not?


Eddy speaks of “two positions” for making rationing decisions.  The first position is when we are healthy and are capable of making more readily impartial (not self-interested), reasonable, fair decisions about what health care services are worth funding.  The other position is when we are sick, maybe with cancer or heart disease or COPD etc. and we are fearful that we might be faced with death in the foreseeable future.  It is a lot harder then to make fair and impartial decisions that take into account costs and limits on access to health care.  Eddy defends the virtue of that first position.  He gives a nice illustration of what that means in practice with the example of 1000 women working in a factory who are at risk of breast cancer.  They need to decide whether they will spend $1.5 M for annual screening mammograms or that same amount of money for ten autologous bone marrow transplants [ABMT] that would offer no more than a 10% chance of three extra years of life expectancy for women with metastatic breast cancer. Make sure you understand the point of this example and how Eddy uses it.  Ultimately he believes these women ought to choose the screening mammograms because more lives are saved that way.  But this means you need to ignore the “Rule of Rescue” and allow “identified women” with metastatic breast cancer to die without the chance to access ABMT.  Do you endorse Eddy’s conclusion?  Why or why not?


The next article in the packet is by Tony Hope.  This should be read in conjunction with David Eddy.  Tony Hope asks whether “identified lives” ought to be given special moral preference over “merely statistical lives.”  He argues that they should not.  He considers six arguments that proponents of the Rule of Rescue might give to support giving moral priority over identified lives.  He rejects (via careful moral argument and analysis) all six of those arguments.  Do you agree or disagree with his arguments and analysis?  Why or why not? This is a very nice model of the sorts of essays I am asking you to write when you are considering problems of health care justice.  Note Hope’s discussion of the drugs alglucerase and beta-interferon (this latter is a cancer drug).  I have a recent article about a large number of hugely expensive cancer drugs that seem to yield marginal gains in life expectancy for persons with metastatic cancer.  The point is that this issue is rapidly increasing in importance; this is not just some hypothetical academic example.  My 2006 essay in The Hastings Center Report addresses these issues.  You have this article in the introductory portion of this course.
Below are some additional questions to consider regarding the Brock/Daniels readings from Week Two and the Engelhardt reading from Week Two.   This year you have a different version of the Engelhardt article, but the questions are all pertinent….page references are irrelevant.

Brock and Daniels, “Ethical Foundations...”

This article grew out of a working group that was part of the task force that designed the health plan put forth by President Clinton in 1993-94, and you will see if you read the article carefully that some of us at MSU’s Center for Ethics have a strong bias with relation to this activity. Your task in reading the article is: Imagine that you can put to one side any feelings you may have about the Clinton Plan, or about any governmental approach to providing universal health care in the US. Instead imagine that this working group simply did its best to survey the American history and culture and to summarize the basic moral values that ought to guide any national health care program (even a free-market-based program). Read the article critically to see if you agree or disagree with the selection and the articulation of the key moral values. Focus your reading on the list of the 14 ethical values and skim lightly over the later sections of the article.

1. Almost everything hinges on the claim that health care is of fundamental importance. If it is not, there seems to be no reason not to treat health care as a market commodity, allocated according to whom is able and willing to pay whatever it costs, just like a Lexus or a flat screen TV. How well do Brock and Daniels defend their claim that health care is of fundamental importance?

2. One way to explain the failure of the Clinton proposal is to note that the ethical values in this list include both individually-oriented and community-oriented values. The Clinton Task Force was (one might say) gambling that community values would play a large role in the eventual choice of the US public through their elected representatives. In the end, fear and insecurity led the public to fall back into individual values and abandon concerns for community (“if we try to expand the health care system to provide care for those who are now left out, somebody will have to take away from me and my family the care that we are now entitled to, and I have to prevent that at all costs”). Was the inclusion of community values in the list of “American” values wishful thinking on the part of this working group? Or do you think they were justified?

3. If you were to try to prune this list, which of any of the 14 ethical values would you cut out? Why?

4. Suppose that instead of proposing a specific plan (and then getting attacked for sending Congress a 1400-page proposal that virtually no one could understand), Clinton had simply sent Congress this list of 14 ethical values, and put pressure on them to come up with whatever plan best accommodated all of the values? Do you think the results would have been any better? Why or why not?

Engelhardt, “Rights to Health Care...”

Read this chapter very carefully and be prepared to take it apart one paragraph at a time.  There are at least two threads of argument presented here, and if you can disentangle them, and explain why you might agree with the author’s conclusions on one thread without agreeing on the other thread, you will have proven your ability to analyze a very complex and sophisticated piece of philosophical/ethical writing!

1. In his first two paragraphs, Engelhardt asserts that 1) a universal, single-tier system imposed on the citizens of a country is morally unjustifiable; and 2) there is no basic human right to a decent minimum of health care. Is he saying the same thing twice, or two different things?

2. Engelhardt makes a basic distinction between “rights” which are “claims to goods and services” as opposed to “rights to forbearance” or noninterference rights (such as a right to free speech). This is a standard move in libertarian philosophy, sometimes called a distinction between positive and negative rights. On what basis does Engelhardt claim that one set of rights is defensible where the other set is not?

3. Engelhardt seems to make two claims (what we will call the “two threads” of his argument):


(1) That we cannot provide universal access to a decent minimum of health care for all citizens, because doing so would immorally commandeer private resources from some people in order to pay for social ends those people might not freely choose to endorse; and


(2) That we presently have vastly inflated expectations of any health care system because we are reluctant to accept the reality of finitude–the real limits on available resources, and on the power of medical technology to extend life and preserve health indefinitely.

Where exactly does Engelhardt make these claims (or do you think he makes different claims)? At this point do you see these claims as interconnected or separable?

4. Engelhardt seems to sketch out an argument that he does not pursue–that if the Clinton Plan really wanted to provide the best possible health for the American people, it should never have tried to do this by insuring access to high-cost, high-technology medicine–given the evidence that the health of populations may be much more affected by public health measures and by things like eliminating poverty and providing good education and good housing. What do you think Engelhardt would say in reply to Brock and Daniels’s claim about the “fundamental importance” of health care as a social good?

5. Engelhardt returns to a classic libertarian argument: To provide benefits for people, the government has to expend resources; but those resources are already the private property of individuals. To forcibly take away someone’s resources (in the form of taxes) may be justifiable when the goal is maintaining basic liberties (noninterference or negative rights), such as by maintaining a police force and a military for national defense. It cannot be justifiable when the goal is to secure benefits for others, since the (negative) right to be secure in one’s private property is more basic than any (positive) right to social benefits. Assess how plausible you find this libertarian line of argument when the social good being considered is health care.

6. Engelhardt seems to be arguing that whether a sick individual is seen as having fared badly in the “natural lottery,” the “social lottery,” or both, in neither case is society to blame for a bad outcome, however tragic the case may be. What does Engelhardt mean by each “lottery” and why does he use the term “lottery” in each? Do you agree or disagree with the proposition that no matter what happens, society cannot be responsible for people’s sickness, even if particular individuals might be responsible? How does this claim connect with Engelhardt’s dismissal of any “right” to health care?

7. Engelhardt claims that there are at least some circumstances in which the U.S. government might act unfairly in denying certain health care to certain people. What are those circumstances? What implications do those circumstances have for a general right to health care?

8. Engelhardt takes aim at the idea that we could ever provide equal health care for all, or provide care that would bring all people to a state of equal health. Is he arguing here with a straw man or with a serious, alternative theory? In what senses (if any) do universal, tax-supported health care systems in other nations aim to provide equal care? (You might wish to review Brock and Daniels to see exactly what role the values of “equality” and “equal benefits” play in their schema of ethical values.)

9. Engelhardt argues that any national system that prohibited the wealthy from purchasing extra medical care with their own funds would be unjust. Do you agree or disagree with this claim? What implications does this argument have for the NHS? For any reformed US health care system of the future?

10. Engelhardt claims that it would be illegitimate to use state force to do either of two things: a) prevent the rich from using their own money to purchase better care; or 2) slowing the rate of technological development to insure that when new therapies come on line, they will be affordable for all and not only for the wealthy. Do you agree with him that these uses of state power are equally illegitimate? Why or why not?

11. Engelhardt seems to make a different sort of libertarian argument: Suppose that a society has secured by fair means and by respecting all private property rights a sum of common resources. No one can claim that these resources ought to be used to provide health care for those who now lack it, rather than (say) to construct beautiful formal gardens. For the philosophical and ethical belief system that allows one to state that health care is a more fundamental need than formal gardens is a system that individuals must freely choose, and not something that can be established by state power without violating basic individual rights of free conscience and freedom of thought. How does this relate to Engelhardt’s claim that there cannot be any right to health care? Is this argument, in your view, a stronger or weaker argument than the more typical libertarian argument framed in terms of rights to private property (Q5 above)? 

12. Consistent with his libertarian leanings, Engelhardt argues that we have no moral grounds to forbid the buying and selling of transplant organs on the open market, since that is just one more example of consenting adults using their private property as they choose. Do you agree or disagree with this proposition?

13. In his long comparison of Rawls’ and Nozick’s contrasting theories of justice, Engelhardt describes Rawls’s theory as “ahistorical” and Nozick’s as “historical.” Apparently what he most has in mind by this distinction is that “Nozick...assumes...that people actually own things prior to any particular society”. By contrast, he characterizes Rawls’s theory as based on a purely hypothetical decision process that assumes that a group of negotiators are dividing up a pool of resources held in common, in which none of them, as yet, has any rights of ownership. Do you agree with this use of terminology? Is there any sense in which Nozick’s account is just as “ahistorical” as Rawls’s? What implications does this have for Engelhardt’s libertarian theory (which strongly resembles Nozick’s)? 

14. Engelhardt argues that one proposal for establishing a decent minimum of medical care for American society fails because it hinges in part on what counts as “sound medical practice,” and that in turn “is itself dependent on particular understandings within particular cultures”. Engelhardt then seems to think that any such understandings would lack moral authority because they are “as much created as discovered” (400). Engelhardt’s point seems to be that if all in our society freely agreed to follow these moral guidelines, they would then come to have moral authority; but it would be the free consent, not the actual ethical content of the guidelines, that gave them that authority. 


Imagine here that Benjamin were debating with Engelhardt. What would Benjamin say about Engelhardt’s apparent surprise at discovering that moral concepts are dependent on particular societies and cultures? On the idea that such a discovery somehow robs ethics of its authority?

15. Describe in your own words what sort of health care system you think Engelhardt would design, if he could have his way.

16. Go back to Q3. Now that Engelhardt has completed his chapter, assess the defense he has offered for each of the two threads of argument. Has he shown that they are strongly interconnected? If they are not strongly interconnected, has he adequately distinguished between them? You may wish to frame your answer here in connection to Engelhardt’s claim, made throughout the chapter, that no strongly egalitarian conception of a right to health care can be justified. 

Aaron and Schwartz book:   You may read the last four chapters so you can better appreciate the rationing issue. Again, this is a recommended reading.  I will discuss the material in class. Have the Brits made what you would regard as reasonable trade-offs?  We ask you this week and next week to think about health care reform.  Would you want to adopt certain elements of the British health care system?  Which elements and why?  Are there other elements you would reject?  Which elements and why?  In particular, since we will have a lecture by a former staff researcher for NICE, should something like NICE be part of the US approach to dealing with the health care rationing/ health reform issue?
WEEK FOUR
Ethics—Equality, Access and Markets


     Proposal of the Physicians’ Working Group for Single-Payer National Health


Insurance. JAMA, August 13, 2003 – Vol. 290, No. 6.  
     Barr, Fenton, Blane.  (2008).  “The claim for patient choice and equity.”


Journal of Medical Ethics 34: 271-74. 
Ethics—Physicians as Gatekeepers

Weinstein, M. C. (2001). "Should physicians be gatekeepers of medical resources?" J Med Ethics 27(4): 268-74.  
Eddy D.  1993.  “Broadening the Responsibilities of Practitioners: The Team 

Approach”, JAMA, Vol 269, April 14: 1849-1855 

Willems DL. 2001.  Balancing rationalities: Gatekeeping in health care. Journal of 



Medical Ethics 27: 25-29.
 Health Policy

Please read the following chapters from Bodenheimer and Grumbach: 4, 10, 14, 15, 16. 

Below is a long series of articles from the New England Journal of Medicine for the past year.  These are all VERY SHORT and EASY TO READ.  They will give you a good overall picture of the major challenges to health reform in the US.  These articles are followed by a series of articles from the Nuffield Trust assessing health reform efforts in the UK.  These too will give you a much better sense of the major points of controversy regarding health reform in the UK.  You should read the NEJM articles in the order in which I have them listed, roughly from May 2010 to the present.


Chernew, Baicker, Hsu. 2010. The specter of financial Armageddon----Health care and federal debt in the United States.  NEJM 362 (April 1): 1166-68.


Kingsdale J. 2010.  Health insurance exchanges---Key link in a better value-chain. NEJM (June 10): 2147-50.


Jennings C and Hayes K. 2010.  Health insurance reform and the tensions of federalism. NEJM 362 (June 17): 2244-46.


Berenson R. 2010. Implementing health care reform---Why Medicare matters. NEJM 363 (July 8): 101-03.


Rosenbaum S and Gruber J. 2010. Buying health care, the individual mandate, and the constitution.  NEJM 363 (July 29): 401-03.


Orszag P and Emmanuel E. 2010.  Health care reform and cost control.  NEJM 363 (August 12): 601-03.


Luft H.  2010.  Becoming accountable---Opportunities and obstacles for ACOs.  NEJM 363 (Oct 7): 1389-91.


Neumann P and Weinstein M.  2010.  Legislating against use of cost-effectiveness information.  NEJM 363 (Oct. 14): 1495-97.


Rosenbaum S.  2010.  A “broader regulatory scheme”---the constitutionality of health care reform.  NEJM 363 (Nov. 11): 1881-83.


Oberlander J.  2010.  Beyond repeal---The future of health reform.  NEJM 363 (Dec. 9): 2277-79.


Porter M.  2010.  What is value in health care?  NEJM 363 (Dec 23): 2477-81.


Mariner, Annas, Glantz. 2011.  Can Congress make you buy broccoli? And why that’s a hard question.  NEJM 363 (Jan. 20): 201-03.


Chandra, Gruber, McKnight.  2011.  The importance of the individual mandate---evidence from Massachusetts.  NEJM 364 (Jan. 27): 293-95.


Shrank W and Choudhry.  2011.  Time to fill the doughnuts---health care reform and Medicare Part D.  NEJM 363 (Feb 17): 598-601.


Hall M.  2011.  Clearing out the underbrush in constitutional challenges to health insurance reform.  NEJM 364 (March 3): 793-95.


Struijs J and Baan C.  2011.  Integrating care through bundled payments---Lessons from the Netherlands.  NEJM 364 (March 17): 990-91.


Oberlander J.  2011.  Under Siege---The individual mandate for health insurance and its alternatives.  NEJM 364 (March 24): 1085-97.

Fineberg, H.  2012.  A Successful and Sustainable Health Care System---How to Get There from Here.  New England Journal of Medicine 366: 1020-27.


Naylor CD, and Naylor KT.  2012.  Seven Provocative Principles for Health Care

Reform.  JAMA 307: 919-20.


McMahon LF, and Chopra V.  2012.  Health Care Cost and Value: the Way Forward.  JAMA 307: 671-72.


Scheffler RM, Shortell SM, Wilensky GR.  2012.  Accountable Care Organizations and Antitrust: Restructuring the Health Care Market.  JAMA 307: 1493-94.

Berwick DM, and Hackbarth AD.  2012.  Eliminating Waste in US Health Care.

JAMA 307: 1513-16.


Jost TS.  2012.  Is Medicaid Constitutional?  New England Journal of Medicine 366: e27(1)-e27(3).

British articles on health care reform:

O’Flynn, N. and Potter, J.  2011.  Commissioning Health Care in England: An 


Evolving Story.  Annals of Internal Medicine 155: 465-69.

Glennerster, H and Lieberman, R.  2011.  Hidden Convergence: Toward a 


Historical Comparison of U.S. and U.K. Health Policy.  Journal of Health 


Politics, Policy, and Law 36: 5-31.
Sparer  MS, France G, Clinton C.  2011.  Inching Toward Incrementalism: 


Federalism, Devolution and Health Policy in the United States and United 


Kingdom.  Journal of Health Politics, Policy, and Law 36: 33-57.

Oliver A, and Brown LD.  2011.  Incentivizing Professionals and Patients: A 


Consideration in the Context of the United Kingdom and United States.


Journal of Health Politics, Policy, and Law 36: 59-87.

Gusmano M, and Allin S.  2011.  Health Care for Older Persons in England and the 


United States: A Contrast of Systems and Values.  Journal of Health Care 


Politics, Policy, and Law 36: 89-118.

Sampat B, and Drummond M.  2011.  Another Special Relationship? Interactions 

Between Health Technology Policies and Health Care Systems in the United 


States and United Kingdom.  Journal of Health Care Politics, Policy, and 


Law 36: 119-39.

Bevan G, and Janus K.  2011.  Why Hasn’t Integrated Health Care Developed 


Widely in the United States and Not at All in England?  Journal of Health 


Care Politics, Policy, and Law 36: 141-64.

Below is listed some relevant material from the Nuffield Trust regarding proposed health reforms in the UK.  This is optional reading (as if I have not given you enough already)!!!!!

Nuffield Trust, Liberating the NHS: Commissioning for Patients (2011)

Nuffield Trust, Liberating the NHS: Local Democratic Legitimacy in Health 



(2011)

Nuffield Trust, Liberating the NHS: Regulating Healthcare Providers (2011)


Nuffield Trust, Liberating the NHS: Transparency in Outcomes: A Framework



for the NHS (2011)


Nuffield Trust, NHS Resources and Reform [response to the White Paper Equity



and Excellence: Liberating the NHS] (2010).  The White Paper referred to



here contains the main proposals for reform of the NHS by the 



Conservative Government.  That document is about 160 pages long and



is easily accessible through a Google search.  I have a copy.


Nuffield Trust, NHS Reforms in England: Managing the Transition (March, 



2011).  Authored by Judith Smith and Anita Charlesworth
BIG PICTURE


In the course up to this point we have been talking about the rationing and prioritization issues mostly at the micro-level, at the level of individual patients, such as Mr. H.  But ultimately these kinds of choices need to be part of some macro-level health policy choices.  So our large question is this:  How should we organize and finance health care (and control health care costs) if we want a health care system that meets the vast majority of health care needs fairly AND cost-effectively?  To answer this question you need to have read the relevant chapters in Bodenheimer and Grumbach. 
Your choices among health care systems would seem to be the following:


>British NHS as it is now


>British health system under Conservative reforms


<>US health care system as it is now


<>Obama Administration reform of the US health care system


<>Canadian single-payer system (favored by Physicians Working Group)


<>Republican proposals for Medical Savings Accounts or “defined



contributions” by government or employers

Here are the big (inter-related) questions you need to answer:

<>How should health care be financed?   Primarily through taxes? Through some 

combination of employer-paid premiums and employee premiums, plus taxes to 

support Medicare and Medicaid?  Through privately purchased and privately 

managed medical savings accounts?  Which method of financing access to needed 

health care is most likely to protect fairness most effectively?

<>How should physicians be paid?  Salary? Capitation? Fee-for-service?

<>How should health care costs be controlled?  By limiting supply of expensive 

medical technologies?  By global budgets on various large health care providers, 

such as hospitals or managed care plans?  By constant utilization review?  By 

imposing various kinds of co-payments on consumers to give them an incentive to 

buy more efficiently?  By linking payments to physicians with incentives to use 

resources wisely?  By encouraging competition among large groups of health care 

providers?  By encouraging the use of medical savings accounts?  By government 

regulation (explicit, evidence-based rationing protocols, such as we see coming 

from NICE?  By eliminating tax incentives for the purchase of excess amounts of 

health insurance?  Through the use of physician gatekeepers (primary care 

physicians) who control access to medical specialists and costly specialized 

medical care?

 TASK 4/ PAPER 4:  I realize that what I am about to ask of you represents a complicated task, but it will give you a better appreciation of what the concept of reflective equilibrium (from Week One) means in practice.  Think about all the specific cases involving rationing that we have already discussed.  And think about what you regard as a just enough resolution of those very specific rationing problems.  Then ask yourself whether we would be likely to get to that “just enough” resolution under an NHS model, or under a single payer Canadian style system, or the Obama Administration plan or Republican Medical Savings Accounts, etc.  Ask yourself how all these various rationing decisions would get made fairly depending upon different methods for financing health care or reimbursing physicians or hospitals.  Is it a good idea that the Medicare and Medicaid programs are separated off from other ways in which individuals are insured for their health care needs?  The range of cases I want you to consider include our discussion of artificial hearts, ICDs, AIDS drugs (protease inhibitors, fusion inhibitors), lung reduction surgery, Michael S case (necrotic small bowel syndrome in premature infants), extremely low birthweight infants, (plus the more mundane sorts of cases, such as access to CT scans, MRI scans, HOCA/LOCA as contrast agents, the Alzheimer drug cases, and other cases discussed by David Eddy).


 The general idea that I want you to think about is that we cannot switch financing or reimbursement mechanisms to fit each different rationing problem.  So what sorts of mechanisms (and definitions of health benefit packages) will yield “just enough” results when we consider the entire range and types of rationing problems that need to be addressed.  To be clear on your task for this fourth paper, defend one or another of these reform proposals from the perspective of health care justice.  This paper would be due the last day of class, THURSDAY, Aug. 4.  

MORE SPECIFIC PROBLEM:  Read the Marthe Gold essay “Tea, Biscuits, and Health Care Prioritizing.”  Then consider the problem she raises there.  Her large question is this: “Is it right to disadvantage people with costly diseases because their condition takes a disproportionate share of care away from larger numbers of people?” She raises this question with regard to enzyme replacement therapies.  There might be 400 people in Great Britain who need these therapies as a result of a rare inherited genetic condition.  Alglucerase is one of the drugs used to treat this condition.  The cost of these drugs is about $225K per person per year for children and about $630K per person per year for adults.  Once started, these drugs will be needed for the rest of life for these individuals.  Part of what makes this problem very difficult is that these drugs do work, just like the AIDS drugs.  That is, they prolong life and quality of life for many years. Compare these drugs to the cancer drugs mentioned in Week Three that have very high costs and that seem to yield only marginal prolongations of life for most patients, such as Herceptin, Iressa, etc.  Herceptin is used with women with metastatic breast cancer and yields an average of 5.5 months extra life for about $70K per person.  These are women who have HER-2 receptors which promote a much more rapid metastatic process.


NOTE: Gold calls attention to the problem of “post code rationing” in the NHS. What does this concept mean?  Why does she see it as a problem?  Do you see it as a problem?

Evans, “Going for the Gold” [Just read my summary]
This long but important paper by a prominent Canadian health economist can be read as a work in both politics and economics. In politics, the paper appears to claim that a certain bit of political rhetoric that has been very popular in the US since 1980 and is seldom openly challenged, actually has an ulterior motive that is not openly stated and that, if stated, might arouse considerable opposition. The rhetoric is “privatization” and the ulterior motive is that privatizing services that were formerly publicly funded actually amounts to a net shift in resources from the poor to the wealthy. (You might call this the “reverse Robin Hood rule.”) The economic part of the paper is to provide an analysis and data to back up the idea that the “reverse Robin Hood rule” is a true description of reality. 

1. What does Evans think of characterizing the health care debate as being between a “government-run” or a “free-market” health care system? How does he proceed to back up his position?

2. On p. 435, Evans offers quick and very uncomplimentary summary of the status of the US health care system (while acknowledging that individuals and institutions in the US may be of the very highest quality). Based on everything else you have read and experienced so far this summer, is Evans being unfair in criticizing the US? Or do you think his summary is valid?

3. Also on p. 435, Evans points out that depending on how you calculate the governmental, tax-supported contributions to the health care system, about half of the health care budget in the US comes from public, not private sources. He contrasts this with the commonly heard ideology and rhetoric that characterizes the US system as a private, free-market-dominated system. Are his figures correct? (On p. 459, Evans notes that the amount America spends per capita in public funds on health care is $1599, compared to $1444 in US dollars for Canada, and those figures do not even take into account the extra 10 percent or so income tax subsidy for private insurance premiums.) If he is right, why is there such a disconnect between public perception and reality? How many Americans realize that they actually pay more of their tax dollars for health care, per person, than Canadians do, and then proceed to pay just about the same amount again on top of that in private funds? (Note: Evans here speaks of 1994 data but more recent international comparison data show the same thing, except for the fact that coasts have risen dramatically in the meantime.) Just to give you more recent statistics, we are at about $3500 per capita in 2006 for public funding of health care.  But if we look at specific publicly funded programs such as Medicare (for the elderly), then the public costs are a little over $10,000 per Medicare recipient per year.  In addition about 45% of all Medicaid dollars goes to nursing home care for the poor elderly (which is to say that the elderly draw from two pots of federal or federal/state dollars for health care).

4. Here is another way to ask Q3. One striking incident occurred during the campaign of 1994 to defeat the Clinton Plan (when ads on TV, funded by the insurance industry, were warning the public how terrible it would be if the “government” took over health care in the US). A prominent US senator reported that as he was going through an airport, an elderly woman constituent ran up and tugged at his sleeve, and pleaded, “Senator, whatever you do, don’t let the government get its hands on my Medicare.” Why is this incident amusing? How would Evans analyze its significance?

5. On pp. 439-446, Evans engages in a highly technical argument, which culminates in Figure 4. Try to explain in your own words what Evans is claiming in this portion of the paper, using general concepts, not mathematical formulas. Also describe what Figure 4 is intended to prove, in your own words. Does Evans manage to support his case adequately?

6. Pp. 447-448 contain in many ways the “meat” of Evans’s argument. To be sure you understand this argument fully, consider the effects of two different health care systems on four groups of people. The two systems are: one paid for mostly by user fees or private insurance, the other paid for by a progressive income tax; the four groups are: poor people who happen to be relatively healthy; poor people who happen to be relatively sick; rich people who happen to be relatively healthy; rich people who happen to be relatively sick. Why does Evans claim that the rich are better off under the “private” system, even if some of the rich people or their families are also sick? (Evans claims, correctly in our view, that all other things being equal, the poor are more likely to be sick than the rich.) How does Figure 4 contribute to this discussion?

7. Recent Republican administrations have pushed hard for medical savings accounts (MSAs) as “free market” solutions to the problems of the US health care system; and the US insurance industry has contributed heavily to Republican candidates toward this end. What is Evans’s response to this trend? How would he use the Singapore experience to support his position? How would defenders of MSAs respond? Go back to Richter et al. How would they respond to the MSA defenders’ claim, that MSAs will save money by decreasing unnecessary utilization of health services?

8. According to Evans, should physicians be supporters or opponents of evidence-based medicine? What evidence do you see among physicians that he is correct or not? Are all physicians equally situated with regard to the likely economic (income) consequences of EBM?

9. On p. 454, Evans repeats his point that the political rhetoric of “shrinking big government” actually provides “ideological cover” for a regressive redistribution scheme. Many people would be opposed to “let’s soak the poor and give the money to the wealthy,” but few in America seem to be opposed to “shrinking big government.” Does Evans manage to back up his claim? If so, what do you think would have to happen to political discourse in the US before the real nature of regressive redistribution becomes more clear to the entire electorate?

10. Evans notes on p. 455 that one factor that allows regressive redistribution in the US to remain undetected is the tendency of many to speak as if economics is a value-free basis for public policy–that if we simply do what’s best for the “free market” then we are serving all people’s interests equally. Evans responds that one cannot derive public policy direction from economics without also adding in ethical values. Do you think that Evans is correct, that much popular political discourse in the US proceeds as if economics provided an infallible, value-free guide to the correct public policy? What examples of this can you give?

11. On pp. 460-62 Evans seems not very respectful of the professional values of physicians. He recalls Bevan’s 1948 comment “that if you want to send a message to doctors, you should write it on a check” (461), and adds, “But the management task may be a good deal more difficult if providers think of themselves less as professionals with public responsibilities, and more as private businessmen beating the system any way they can. In the United States, that horse has already left the barn, but not elsewhere...” So there are two claims: a) physicians can be fairly easily manipulated by financial incentives aimed at their personal income, even as they mouth the rhetoric of serving the patient’s interests above all else; and b) “professionalism” has reached a lower ebb in the US than elsewhere. Assess each of these claims and provide any evidence you know of (from either the US or the UK) for or against either.

12. Evans writes about what we have dubbed  the “reverse Robin Hood rule” only in the context  of health care. Do you think it applies only to health care? Or is it a general feature of government-supported public services? Imagine analogous cases related to funding for education and mass transit, and compare the US and UK experiences, in considering your answer.
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Defining the boundaries of procreative liberty: ethics and politics
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NOTE:  There are three sorts of objectives we have in mind during this last week of the course.  First, we want to explore the question of what sorts of moral norms might legitimately limit the morally permissible scope of procreative liberty.  But we also want to explore the flip side of that question, what some might regard as the eugenic side of the question: To what extent are couples morally obligated to use alternative reproductive means to have children in order to avoid certain sorts of genetic harms befalling those children?  Put another way, are parents who fail to use such means open to legitimate moral criticism for being “irresponsible,” neglectful of the best interests of their future possible children?

Second, we want to keep justice issues in mind as well.  Is it morally sufficient if a society “permits” individuals to exercise their procreative liberty as they wish; or must society provide the necessary funding to underwrite the costs associated with accessing these alternate reproductive technologies?  Another way to ask that question is: Is procreative liberty an empty liberty right if individuals lack the financial means to exercise the right effectively?  On the justice question, should we distinguish between situations where a couple is “merely infertile” and simply wish to have a child that is genetically their own, as opposed to a situation where a couple would “need” to use an alternative reproductive technique in order to avoid having a child with a serious genetic disorder?  In other words, does this latter claim represent a “true” and “reasonable” matter of justice, while the former claim is no more than a matter of social beneficence, freely given or freely withheld?

Third, what if any social policies ought we have with respect to the range of ethics issues that we have identified?  That is, should we regard these questions and social practices as matters of ethics (to be resolved outside the realm of government and public policy), or are there public interests at stake that ought to be the focus of specific policy choices (prohibit certain options, or incentivize other options, or regulate various options to different degrees, or do public education at social expense, etc.)?  Of course, the prior question we want to examine is about what policies might already be in place on any of these matters in the UK and the US, and how we might assess the utility and legitimacy of these policies in what are supposed to be liberal pluralistic tolerant societies.

Something else to note:  Genetic testing is going to become an increasingly widespread feature of the practice of medicine as such.  Ordinarily we expect that our genetic endowment is protected by strong rights of privacy.  But, for example, we now know that certain individuals have a genotype such that there is a very high probability that they will fail expensive ($7000/ Xigris) interventions for sepsis.  Given limited resources, could we, as a matter of justice, require limited genetic testing for purposes of denying individuals expensive drugs (or other medical interventions) that were highly unlikely to be successful for them as individuals?  Or should individuals remain free to assert their rights to privacy?
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BIG PICTURE:


All the readings for this week have to do with ethics issues related to genetics and reproductive decision-making.  It might appear that there has been a major switch of topics, but that is only partially true.  There are issues of health care justice we will be raising again in connection with these topics.  For example:


<>When, if ever, would health care justice require that a national health insurance

plan pay for preimplantation genetic diagnosis [PGD] at $40,000 when the 

goal of the parents is to avoid having a child with a serious genetic 

disorder?


<>When, if ever, would health care justice require that a national health insurance 

plan cover in vitro fertilization at $8-10K per cycle?  If so, how many 

cycles would have to be covered?  An unlimited number?  If so, how 

many children could be conceived in this way by any one couple?  Could a 

couple choose to have four or five children in this way, and, would it be 

unjust for government to provide this level of assistance if they otherwise 

could have no children?


<>Then there is what is usually referred to as the “liberalism problem” in 

connection with the two questions above.  Specifically, how can we 

reconcile what might be the requirements of justice in connection with the 

issues above and the requirements of a liberal pluralistic society, one 

which wishes to be respectful of the diversity of reasonable religious and 

moral views prevailing in our society?  That is, how can we require 

persons committed to a Right to Life religious view to pay taxes to support 

interventions to which they themselves are deeply opposed (in the case of 

PGD there will be the necessary selection and discarding or destruction of 

eight-cell embryos that are genetically malformed).


But the very large problem we will address during Week Five is the problem of “procreative liberty.”  The reading by John Robertson will provide you with an excellent overall picture of the dimensions of this problem.  Let me try to provide you with a sense of some of the salient moral issues.


First, what should be the scope and limits of procreative liberty?  Robertson will say that it ought to be thought of primarily as a “negative liberty” or “right of non-interference” as opposed to a “positive right” or a “right for assistance.”  [Keep in mind that Robertson is a lawyer by training, so he often writes from a perspective that is both legal and moral.  You might find this a bit confusing.  So here are a couple pointers to keep in mind.  When we want to think about these issues as moral issues, then we ought to ask ourselves what we owe one another in terms of basic respect for the rights of others to make autonomous choices for themselves about how to live their lives.  Put more concretely, if a couple chooses to use IVF in order to conceive a child, do they harm the rights or interests of any other persons?  Does this action cause unjust harm to others (from the perspective of a secular morality, one that does not invoke any religious premises to generate its moral norms)?  If not, then there is no reasonable basis to judge that particular use of procreative liberty unethical.  

The other perspective is a legal or public policy perspective.  There are two notions here that overlap in practice but are not perfectly synonymous with one another.  I want to focus on public policy.  And I will contend that a legitimate and reasonable public policy, especially one that would constrain the liberty rights of its citizens, must be able to invoke a genuine public interest to justify a specific restriction of liberty.  For example, I have very strong privacy rights.  The government does not have a right to monitor my phone conversations.  But, if the government believes that I am involved in terrorist activities of some sort and has sufficient presumptive evidence that I am so involved, and if this evidence convinces a fair-minded judge, then the government will have a right to restrict my privacy rights to plan terrorist activities by phone by listening to my phone conversations.  There is a public interest at stake, and, in addition there is presumably no less intrusive, no less violative way of protecting that interest other than by violating my privacy rights (and the rights of anyone else who would use such rights to destroy a liberal society).  Again, to apply this concept to the problem of procreative liberty, if we are going to restrict or prohibit any particular exercise of procreative liberty through public policy, then we need to be able to show that there is a public interest that is harmed and there is no less intrusive way of protecting that interest other than by restricting that liberty right.]

Second, are there some uses of procreative liberty that can rightly be judged to be legally or morally irresponsible actions?  If a couple is told by a genetic counselor that there is a 25% chance or a 50% chance that they will have a child with some serious genetic disorder if they conceive in the normal way, and if they go ahead and continue to have unprotected sexual intercourse and conceive a child who is afflicted with that genetic disorder (or maybe not), then is such a couple open to justified moral criticism for having engaged in morally irresponsible behavior?  That is, is this a morally criticizable use of their procreative liberty?  Why or why not?

Third, is it only heterosexual couples who have rights of procreative liberty?  Should a lesbian couple have a moral and legal right to access various alternative reproductive methods for purposes of having a child that is their own?  Why or why not? And, if government were to provide some sort of social support for IVF for infertile couples, would government also have to provide similar levels of support for lesbian couples wishing to have children of their own?  Would fair treatment require that sort of consistency?  Would any age limits on the use of this technology (at public expense) be morally or legally justifiable, such as age 40 or 45?  Why or why not?  What about women who are single but want the opportunity to have a child of their own and seek IVF (or some other alternative means of reproduction) as a way of achieving that goal?  If such a woman is HIV+ and she wants to have a child of her own, and if there is a 2% chance of her transmitting HIV to the infant (if she takes all the recommended medical precautions), would it still be morally wrong for her to seek to have a child through some alternate reproductive means?  Why or why not?  Should it be made illegal for any physician to assist such a woman to achieve this goal?  Why or why not?  Should the relevant segment of the medical profession [OB/GYNS] have a policy saying it would be unethical for their members to assist anyone in conceiving a child through artificial means other than stable heterosexual couples?  Why or why not?

Fourth, there have been a number of prominent cases in which a couple chose to conceive another child using PGD in order to save from death another child already alive (but threatened by some medical problem).  The Ayala case is one such example.  This couple had to reverse a vasectomy in order to start the process. They needed to use IVF and PGD because they needed an embryo with a specific genetic makeup so that when that child was born a bone marrow transplant could be done that would (hopefully) save the life of their seventeen-year old daughter.  You have several essays in the Week Five readings that address this question.  Keep in mind that the child born as a result of this process is loved and cared for as well as any other child in the family, but that child would have come to be in order to save another.  In other words, this latter child is not harmed in any way (so this is very different, it seems, from the moral issues raised by the Lakeberg conjoined twins case).  Should we have any laws regulating this use of alternate reproductive technologies?  Do you judge such choices to be inside or outside the bounds of a morally legitimate use of procreative liberty?  Why or why not?

Fifth, PGD has been the focus of intense moral criticism by advocates for disability groups, most especially when PGD is used to avoid having a child with some specific genetic disorder, such as cystic fibrosis or Tay Sachs or Duchenne’s muscular dystrophy or juvenile diabetes or Fragile X syndrome or a number of other relatively rare disorders that can afflict children from birth on.  These advocates have claimed that this use of PGD represents a form of invidious discrimination against persons with disabilities.  As you will see in the readings, this is usually referred to as the expressivist objection.  It is the claim that use of this technology amounts to saying that “people like that [name the disabling condition]” are not good enough to be wanted in this society, that it is OK to prevent their coming to be by selecting embryos that are not afflicted with a particular disorder.  Is this a morally defensible point of view?  Are advocates for the disabled correct in seeing this as an unjust sort of discrimination?  If so, is this behavior that ought to be prohibited by law?  That is, should we have a public policy that would outlaw this use of PGD?  Why or why not?

Sixth, one of the results of PGD and IVF is that typically many excess embryos are produced.  These will be frozen for an indefinite period of time, then eventually discarded.  Should couples who created these embryos have the moral and legal right to donate these embryos to researchers engaged in various kinds of medical research aimed at improving the genetic quality of future possible children?  Imagine, for example, that some researchers want to see whether they can devise ways of deleting a “bad gene” from the cells of a four-cell embryo and replacing that gene with a good copy of the gene that is supposed to be there.  Is this research that a just and caring and genetically responsible society ought to encourage (through funding)?  Or is this a form of research that ought to be forbidden?  In either case should couples not be permitted to donate embryos for such research?  What about donating embryos for embryonic stem cell research?  This would involve “growing” the eight-cell embryos to about the 200-cell stage (day 12 after conception) in order to have a large supply of embryonic stem cells with which to do this research?  Is such research morally objectionable?  Why or why not?  Are there any sorts of public interest considerations that would justify banning such research altogether?  Why or why not?  The UK has taken a much more permissive attitude with regard to this research than the US?  Why is that?  Should they not have been so permissive?  Relying on embryos from IVF can be a hit or miss affair, and science might have needs for very specific sorts of embryos.  Should it be morally and legally permissible to pay couples capable of producing a desired sort of embryo for such embryos?  Why or why not? 

In connection with this set of questions I have added to the readings this year an article by Scott titled “Choosing Between Possible Lives: Legal and Ethical Issues in Preimplantation Genetic Diagnosis.”

Seventh, a couple of the readings address what you might regard as a strange variant of the use of PGD.  We have been talking about using this technology in order to prevent a child from being born with a certain genetic disorder.  But some couples want to conceive a child with what would normally be regarded as a serious disability.  Specifically, deaf couples have sought to create children via PGD that would be born deaf.  When deafness is associated with a certain genotype, then these couples want to choose an embryo with that genotype.  Is this a morally permissible choice?  Is this a reasonable or responsible use of genetic/procreative liberty?  Should “good doctors” refuse such requests on the grounds that such requests represent a misuse of medical talent (because it will be used to deliberately create a child with a substantial disability)? Should we have a public policy that would specifically forbid this use of PGD?  Why or why not?  Is such a future possible child harmed by such parents?  That is, is this a form of child abuse?  You have at least three readings that address these questions.  Use them to think through this issue more carefully.  This is another of those challenges that are raised for a society that wants to protect its liberal and pluralistic character.

Eighth, should it be legally permissible to develop the capacity to do reproductive human cloning?  Why or why not?  Are there strong moral objections to reproductive human cloning?  Why or why not?

Ninth, the British have the Human Embryology and Fertilization Authority [HFEA] to assess the permissibility of various novel reproductive technologies using a broad range of social norms to make these judgments.  Is this a reasonable mechanism for making these sorts of social judgments?  Why or why not?  If not, what would you suggest as a better social mechanism for this purpose?  Or should there be no such mechanism?

TASK (Paper #5A):  Write your fifth paper choosing one of the nine items above as a topic for that paper.  There are also four additional choices below.  Be sure to respond to an objection that might be raised by a reasonable person who disagreed with your view.  This paper will be due before Aug. 22.
BIG  PICTURE


First, to what extent should parents be free to shape the genetic endowment 

of their future possible children?  Should two individuals who are 

considering marriage be free to request a range of genetic tests of each 

other in order to minimize the risk of their having children with some 

serious genetic disorder?  Should we have government programs that 

would educate high school students about genetic testing prior to 

marriage?  Would such educational programs violate in any way our 

liberal pluralistic political commitments?  Why or why not?

Should we have government programs that would pay 70% or more of the costs of such genetic tests before marriage as a way of encouraging future possible parents to make more responsible choices about the genetic endowment of their future possible children?  Why or why not? [Such tests will have costs from as little as $100 to as much as $2400.] Should we have a public policy requiring all individuals prior to marriage to have some series of genetic tests paid for by the state.  The tests would not result in anyone being denied the right to marry any other person, nor would anyone be denied the right to have children with whatever sort of genetic endowment they might have.  But the tests would be a way of alerting individuals to the genetic risks they might pose for future possible children.  Is such a policy congruent with what a liberal democratic pluralistic state ought to be?  Would such a policy demonstrate that such a state was mindful of the need to pursue public policies that reflected a certain understanding of genetic responsibility (given considerable advances in our genetic knowledge as well as genetic technologies)?


Second, should the state have a public policy of paying for all or most of the 

cost of pre-implantation genetic diagnosis [PGD] when a couple is at 

risk of having a child with a serious genetic disorder that would very 

adversely affect either its length of life or its quality of life from very 

early on in its life?  And, is such a policy a requirement of justice?  

That is, would it be unjust if the state simply left it to the ability to pay 

of individuals to determine which future possible parents would have 

access to PGD (because they could afford the $40,000 cost) and which 

would have no access to such a technology (because they lacked the 

money to buy such access)? This is the question that I raise in my 

essay in the Week Six readings.  I clearly take a position in that essay. 

Do you agree or disagree with the position that I take?  If you disagree 

with me, what moral arguments would you offer to show where I have 

gone wrong?

There is another issue, a moral issue, which we might consider as part 

of this discussion. In a couple of the readings for this week the 

question is put this way: Do couples today have a duty to have “the 

best possible child”?  What would such a duty mean?  Is this a 

morally reasonable obligation?  We can think of this question in 

connection with a future in which we had the scientific capacity to do 

genetic enhancement.  Or we can think about that question with 

things as they are now, and then we would interpret it to be asking 

whether we are obligated to have a child (choose an embryo) with the 

fewest possible genetic risks over the course of their life.  Read in this 

connection the Parker article “The best possible child” (who will give 

a negative answer to our question) and the the Savalescu article “In 

defence of procreative beneficence” (who will give an affirmative 

answer to our question).  Of these two authors who are you more 

inclined to side with?  NOTE: John Harris (in his book that I 

referenced earlier) will side with Savalescu.


Third, what should be the scope and limits of genetic privacy?  Are there 

some circumstances under which we would have a moral obligation to 

reveal to others certain genetic facts about ourselves?  I may know 

that my father died of Huntington’s at age 52.  That would mean there 

was a 50% chance that I myself would have Huntington’s.  Pretend I 

am 26 years old.  I might refuse a Huntington’s test because I could 

not bear the thought of a positive outcome from such a test.  But if I 

wished to marry, would I be morally obligated to reveal such a fact 

about myself to a future possible marriage partner?  Why or why not?  

Would she have a moral right to know, not only because of the 

consequences for her in the future, but because of the consequences 

for future possible children (who would also have a 50% chance of 

Huntington’s if in fact I were positive for the gene)?  Should we have 

any laws or public policies requiring that such information be 

divulged to future possible marriage partners (most especially when 

the disorders were very serious and represented a threat to the best 

interests of future possible children)?  Can it be argued that this 

represents something that a genetically responsible society ought to do 

in order to protect those future possible children who would have no 

voice for themselves?  Can it be argued that this represents a genuine 

public interest as we discussed earlier in the course?


Fourth, one of the unique features of genetic tests is that they tell us about 

the genetic features of others as well as ourselves.  This is primarily true of other members of our family stretching in several directions.  There may be some genetic facts about themselves that my parents might not want me to know, but if I have a certain test, I will know those facts about both myself and them.  This creates a number of ethical conflicts around matters of confidentiality and respect for privacy.  It also raises a number of difficult ethical problems within families, as you will see in several of the essays for Week Six.

The second essay I did will give you a good picture of what of those problems.  So I would ask you to read it carefully.  The basic question is this: Ordinarily we would say that we have special moral obligations to “bring aid” and “not to harm” when it comes to members of our own family.  They have most often nurtured us; families are typically (not always) complex systems of mutual support.  So, if I have a genetic test which tells me something terrible about my own future health, then I may well know that other members of my family might be faced with the same risks.  But they might be able to avert some of those bad consequences (choose not to have a child; or choose to have a child using some alternate reproductive means), if I were to alert them to the results of my genetic test.  But what if for a range of possible reasons (bad feelings associated with past injustices imposed on me by another family member or religious beliefs or whatever) I refuse to reveal the results of such a test, or even that I had such a test at all.  That will put other family members at risk of harm that could have been avoided.  Have I done something for which I would be open to justified moral criticism?  Why or why not?  Can you think of situations in which it would be morally permissible to withhold such information and other circumstances in which I would be morally obligated to reveal such information?

TASK (Paper #5B):  Write your fifth paper on any of the four issues raised above (or any of the issues raised in the Week Five discussion guide above).  This should be sent as an e-mail attachment sometime before August 22.  Please be sure that you have attached the paper correctly in your e-mail.  You need to see the file name appear in the e-mail.  If not, you have not correctly attached it.

NOW you can enjoy your Study Abroad experience!!!!  (  
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