PHL 444     ETHICAL ISSUES IN HEALTH CARE/ SPECIAL TOPICS

ETHICAL AND POLICY ISSUES RELATED TO GENETICS AND REPRODUCTIVE DECISIONMAKING

LEONARD M. FLECK, PH.D.

OFFICE LOCATION: C-202 EAST FEE HALL

OFFICE PHONE: 355-7552

OFFICE HOURS: T/TH 9-NOON (though you should always make an appointment if you want to be certain of my availability……………too many uncertainties in my calendar due to primary appointment in a medical school)

ASSIGNMENTS:   I have in mind two papers in the 3-5 page range and a final paper in the 8-10 page range.  There are no exams in the course.  None of the papers are intended to be “research” papers.  All will be in the “problem-solving” mode, mostly problems that are the focus of various readings and class discussion.  What you will be seeking to demonstrate to me in your papers is that you have done the assigned reading thoughtfully and can utilize in a critical way what you have learned from the readings to address some ethical or policy issue.  The last paper will be worth 50% of your final grade.  The other papers will be worth 15%, 20% and a final 15% for class participation. 
Class participation is going to include an ANGEL discussion group to which you will be assigned (assuming all the technical details can be worked out).  At the moment I imagine three such groups which I will name “Angels” or “Bulldogs” or “Catwalkers.”  Alternatively, we could go with “Artichokes” or “Broccolis” or “Cauliflowers”.  Or, “Arachnoids” or “Beetles” or “Ciccadas”.  If you let me go on, it will get worse.  Apart from my perverse sense of humor, there is serious academic intent here.  Many students feel a little awkward or intimidated when it comes to class discussion.  Some students are not as “quick” to add to the conversation as others, so they end up feeling that what they had to say was no longer relevant.  The virtue of ANGEL discussion groups is that you can make your contribution to a conversational thread anywhere over several days.  I would be part of those discussions as well.  This is an experiment; I have not tried this before.  We will see how it goes.  I will provide more precise instructions the first day of class.
Required Texts:

Allen Buchanan, Dan Brock, Norm Daniels, Daniel Wikler,  From Chance to 

Choice: Genetics and Justice Cambridge University Press, 2000.
Justine Burley and John Harris (eds), A Companion to Genethics  Blackwell


NOTE:  The above book is NOT one that you need to buy.  The entire book is 


available in electronic form through the MSU library.  So please feel free to use that 


resource as a way to save a few dollars.

Michael Sandel, The Case Against Perfection Harvard University Press, 2007.

John Harris, Enhancing Evolution: The Ethical Case for Making Better People 


Princeton University Press, 2007.
Some number of articles will be made available electronically to supplement the above volumes.  Many will be listed elsewhere in this syllabus; others will be discovered as the semester progresses.  I assume for now that I cannot provide a direct link to the articles. Instead, I will provide a complete citation which will allow you to access these articles through the MSU library.  You are then free to print a copy for yourself (if you wish).  This is clearly a lot cheaper than paying all those copyright fees.  NOTE:  If I cite a law journal article below, it is likely you can access that article most easily through Lexis-Nexis.  If you are not familiar with this electronic resource, ask me about it in class.
NOTE: Please do not be put off by the volume of reading listed above.  We will try to be selective.  Here is the problem I am facing.  We will be addressing what are clearly ethically and socially controversial issues.  There are often a number of reasonable ethical analyses that might be offered regarding these issues from a diversity of perspectives.  I want to make certain that these points of view are fairly represented in our discussions and in the assigned readings.  I will try to figure out a way to make the total reading burden reasonable for all. [Actually, the idea I have come up with is that when there is a long list of articles for reading I will parcel them out to various members of the class so no one has more than a couple articles to read for the class.  Assigned readers will be expected to be “the experts” on that article.] The views that are most at risk for being slighted are the views of disability advocates, right to life advocates, and more socially/ politically conservative perspectives.  You will note, for example, that I have not listed any of the works produced by Leon Kass and the President’s Bioethics Council.  But that work will have to be represented somewhere in our reading.  I have just not yet figured out what to use or where to use it.  Also, I will remind everyone that this syllabus will not be perfectly complete at this writing.  I want to encourage all of you to find material to share with the rest of the class in order to enrich overall discussion.

COURSE OBJECTIVES:


<>Through our reading and discussion we will want to define from a moral point of view the scope and limits of procreative liberty, genetic privacy, genetic justice and genetic responsibility.


<>Through our reading and discussion we will want to identify the degree to which in a liberal pluralistic democratic tolerant society we can incorporate specific political conceptions of procreative liberty, genetic privacy, genetic justice and genetic responsibility into specific public policies related to genetics and reproductive decisionmaking.


<>Through our reading and discussion we will want to identify the extent to which “respect for future possible persons” or “respect for persons” can provide us with a useful moral reference point for assessing the moral legitimacy of various genetic interventions aimed at shaping the genetic endowment of either future possible persons or current actual persons.


<>Through our reading and discussion we will want to identify the range of morally relevant considerations that might legitimate as morally permissible assorted novel medical interventions and their uses related to genetics and reproductive decisionmaking.

<>Through our reading and discussion we will want to identify the range of 

morally relevant considerations that might legitimate as morally obligatory assorted novel medical interventions and their uses related to genetics and reproductive decisionmaking.


<>Through our reading and discussion we will want to identify the extent to which rights-based considerations and consequence-based considerations are given priority or somehow “balanced” with respect to one another in assessing the moral permissibility or obligatoriness of assorted novel medical interventions related to genetics and reproductive decisionmaking.


<>We will want to critically assess what considerations of health care justice ought to be used for purposes of determining the relative priority that ought to be accorded to assorted genetic/ reproductive interventions (if, for example, we were to embrace some form of national health insurance).  Another way to put the same point: Given the problem of escalating health care costs and the need to embrace some forms of health care rationing, how morally important as health needs are these various genetic reproductive interventions relative to all the other health needs that command our moral attention and economic resources?


<>We will want to understand the role of rational democratic deliberation in addressing many of these issues (especially in a liberal pluralistic democratic society), especially if it is the case that we do not have the moral/philosophic resources to reach some sort of rational agreement regarding these issues that all reasonable persons ought to accept (or, in the language of Scanlon, are not reasonably rejectable).


<>We will want to understand the extent to which various religious views may legitimately shape public policy in these matters (or is it the case that invoking such concerns and perspectives has no legitimate role at all in public debate about these issues?).


<>We will want to understand the extent to which the ethical conclusions we might reach in these matters should shape professional ethics as such.  [This particular objective is intended to cause us to reflect on the nature of professions and professional norms, in particular, the fact that health professionals can exercise a kind of coercive power over patients analogous to the coercive powers of the state.]

Finally, I am toying with the idea of conducting some sort of collective educational ethical experiment.  I am wondering if we ought to see throughout the semester whether as a class we can come to some sort of rational agreement on some range of morally relevant considerations that might be used to assess some of these novel genetic reproductive interventions.  I will welcome any ideas you might have as to how we might accomplish this objective (after we sharpen up what precisely the objective ought to be).  This is where our three ANGEL teams will come in.   
NOTE: I want to run this class in something approximating a seminar-style, where we collectively try to better understand/ critically assess/ resolve to some degree a very specific moral or political issue related to genetics and reproductive decisionmaking.  In other words, I would like to reduce to a minimum the amount of formal lecturing I do.  In the remainder of the syllabus I will try to set up a very concrete problem for each class meeting which should help you to focus a bit more in doing the assigned reading.

CLASS SCHEDULE


GENETHICS: THE MORAL AND POLITICAL CHALLENGES OF 


GENETIC RESPONSIBILITY IN A DISCRIMINATORY WORLD

1.       What follows is a very long introduction to the range of issues we will discuss in depth during the course.  Read these pages carefully so you understand both the range of issues and range of perspectives that will be integral to this course.

KEY MORAL/POLITICAL CHALLENGE: How should we (citizens in a pluralistic, liberal democratic society) define the concepts of “genetic responsibility” and ‘genetic liberty”; and how should we rationally and fairly balance these values in the shaping of public policies regarding genetics and reproductive decision making, especially if one of our primary goals is to avoid permitting invidious forms of genetic discrimination?
If an individual has Parkinson’s or has been paralyzed by a spinal cord injury or sustained severe damage from a heart attack or has advanced diabetes, should it be legally permissible for him to produce an embryonic clone of himself (grown to the 100-cell stage) that he could use as a source of embryonic stem cells that could cure or ameliorate any of the above disorders?
CASES: Fragile X Syndrome; Autism

 QUESTIONS: If individuals know they are at risk for having a child with Fragile X Syndrome or Autism (because of their own genetic endowment), and if they very much wish to have children that are genetically their own, but they do not wish to have a child with either of these disabilities, and if they choose to use some alternate form of reproduction to achieve this goal, then may they be justifiably criticized (morally speaking) for making decisions that are invidiously discriminatory?  

There are different ways in which individuals might choose to use some of these new

reproductive technologies.  They might choose to use pre-implantation genetic diagnosis with IVF.  That means they would create a number of eight-cell embryos in vitro, have them genetically analyzed, and select for implantation only those embryos free of the gene that would otherwise predispose that embryo to that disorder.  Is a decision like this morally objectionable as a form of invidious discrimination?

In the not very distant future there will likely be yet other options.  One of them will be germline genetic engineering.  In this case embryos with undesired defective genes would not have to be discarded.  Instead, they could be repaired.  That is, the defective gene could be deleted and replaced with a correct copy of the gene that is supposed to be there. Is a decision like this a morally objectionable form of invidious discrimination?  That is, does such a choice represent the judgment that lives like this (with Fragile X Syndrome) are not worth living; and therefore, we ought to do what we can to prevent such individuals from coming to be?

The above questions are all raised at the level of individual (parental) decision making.  But there are also moral issues that might be raised at the social level.  We are talking about genetic interventions that are very costly----anywhere from $30,000 to $100,000 to achieve a successful pregnancy in these circumstances.  Would there be anything morally objectionable about a society providing financial subsidies directly (or indirectly through financial incentives or mandated insurance coverage at some level) so that potential parents who were at risk could make such choices for themselves?  That is, would such policies be correctly judged to be a form of invidious discrimination, akin to something like racial segregation (or perhaps worse, because the objective of the policy would be to prevent such children from coming to be)?  Some would say that all of the above suggestions represent “eugenics” (and mean to imply when they use that term that all these interventions are intrinsically morally objectionable, resurrecting a shameful past in much of Europe and the US.)

Key Claim #1: We are beyond the age of genetic innocence; we have entered and cannot exit the

age of genetic responsibility.  This is just another illustration of the larger claim that new medical technologies are constantly creating new moral problems.

Key Working Assumption: Our moral beliefs are not merely private judgments that are formed

in the privacy of our individual consciences.  There is a fundamentally social character to them.  The sorts of moral judgments we make in health care ethics are a product of public moral deliberation.

Key Working Distinction: We need to distinguish between moral judgments and policy

judgments, especially in our sort of society [liberal, pluralistic, tolerant, democratic]. We need to recognize that in our society we try to protect as broad a range of individual liberty as possible in what we will call “private political space,” and that restricting or regulating that space generally requires a political justification in the form of an appeal to “public interests” that need to be protected.

GENETIC PRIVACY: What are the moral boundaries of our right to privacy, specifically,

our right to genetic privacy?  Do individuals have a right to not know certain genetic facts about themselves if they would find such knowledge too burdensome or too horrific?  Should individuals have an absolute moral/ political right to keep all genetic information about themselves private, unless they freely choose to reveal that information to others? Should an individual who knows he is at 50% risk of having Huntington’s have a moral/ political right to hide that fact from a potential marriage partner?  What if an individual has been tested and found positive for the BRCA1 gene?  Are they morally obligated to reveal that to a potential marriage partner?

GENETIC/ PROCREATIVE LIBERTY: What should be the moral boundaries of procreative liberty for individuals in our society?  Is there anything morally objectionable about using preimplantation genetic diagnosis [PGD] and embryonic selection to avoid the birth of a child with a serious genetic disorder that would very adversely affect either the length of life or quality of life of that child? We could be talking about cystic fibrosis, whose effects on the life of a child would be immediate, or BRCA1, whose effects would be in the far future and less than certain.  Should these two different genetic disorders be seen as being on a moral par with one another so far as access to PGD is concerned? [What we are talking about here is selecting among eight-celled embryos that would have been created through a process of in vitro fertilization.  The cost of achieving a successful pregnancy through PGD is about $40,000.] Should individuals be allowed to sell “spare embryos” as a way of financing this procedure for themselves?

Is there anything intrinsically morally objectionable about human cloning?  Should

individuals be permitted to have children via cloning if this is necessary to bypass an otherwise insuperable infertility problem?  Or if they wish to use cloning to avoid the birth of a child with a serious genetic disorder, such as cystic fibrosis, or some form of genetically based cancer?  Or as a source of embryonic stem cells for transplantation purposes (thereby avoiding the medical rejection problem.)

GENETIC RESPONSIBILITY: Do individuals today have any moral obligation to be

genetically responsible?  Does a society have a moral or political obligation to be genetically responsible?  And what precisely does such a concept mean? Can we satisfactorily distinguish it from what I assume most would agree would be the morally problematic practice of eugenics?  For the sake of the best interests of future possible children, should a genetically responsible society require some range of genetic tests of all in our society?  Or of only individuals whose family history suggests their children might be at risk of a serious genetic disorder? Or should we simply require some form of genetic counseling of a couple prior to marriage, allowing them to decide whether or not they wanted to undergo any genetic tests?  In terms of the moral implications of these questions, should disorders that are genetically certain (Huntington’s) if one is positive for the gene be on a moral par with other genetic disorders that are connected to susceptibility genes, such as genes that predispose individuals to various forms of cancer or heart disease?

Is there anything intrinsically morally objectionable about germline genetic engineering?

Should it ever be politically justifiable in our society [liberal, pluralistic, democratic] to require germline genetic engineering in some circumstances for the sake of protecting future possible children from the risk of otherwise serious genetic harm?  Should a genetically responsible society at least invest substantial funds in developing the capacity to do germline genetic engineering so that it is available as a procreative option for those who would choose it?  Should a genetically responsible society fund access to genetic tests? In vitro fertilization when used to avoid having a child with a serious genetic disorder? Pre-implantation genetic diagnosis?  To what extent should any religious values be permitted to shape policy choices in these matters?

GENETIC JUSTICE: As a just and caring society with only limited resources to meet virtually

unlimited health care needs, what do we owe as a matter of justice to future generations in the way of a satisfactory genetic endowment?  How high a priority should different sorts of genetic needs have relative to other unmet health needs in our society?  For a just and caring society is it more important to fund access for all to germline genetic engineering, or to totally implantable artificial hearts (for those who will otherwise die of advanced heart disease)?  Or can a just and caring society simply allow market forces/ ability to pay to determine who will or will not have access to these technologies?  To what extent should a just and caring society have in place regulations that would deny health insurance companies the opportunity to deny health insurance to individuals on the basis of certain genetic facts about themselves?  For many women there is a high level of anxiety about breast cancer.  Only about 10% of breast cancers seem related to the BRCA1 gene; and consequently, health professionals generally counsel against testing for the gene except in very restricted circumstances.  Besides, costs of the test are about $2,400.  Does a just and caring society have an obligation to provide funding for such tests, even for women whose risk profile suggests that it is very unlikely that they are carriers of that gene?

Another set of issues related to genetic justice are going to be raised in connection pharmacogenomics and personalized medicine.  We are very much more aware today of the degree to which individuals may respond very differently to different drugs depending upon genotype.  At times those “different responses” can be associated with deadly outcomes.  That is, individuals are given what is known to be a therapeutic dose of a drug that has fatal consequences for them because of distinctive features of their genotype.  We now have the capacity and research that permits us to do genetic tests on individuals before giving drugs known to have such side effects.  This is all very much to the good for all concerned.  But then we will see that there is the case of these extraordinarily expensive cancer drugs with costs of $50,000----$130,000 for a course of treatment.  What research is showing in a quickly expanding set of cases is that the genotype of an individual is often predictive of the degree to which there will be a therapeutic response.  Take the case of Avastin and metastatic breast cancer.  The median gain in life expectancy from Avastin and Taxol (compared to Taxol alone) was only six weeks.  It cost $100,000 for a course of treatment with that drug.  So it would be easy to argue that is just not “worth it.”  However, 7.6% of those women have a genotype that would yield a median survival of 50 months (as opposed to 25 months for Taxol alone).  Does our sense of health care justice require/permit/forbid providing these women with access to Avastin at social expense, even though we would deny it to all others in this category?  Does it matter that the next genotype (11% of these women) would gain a median of 30.2 months, more than five months on Taxol alone?  This is what we refer to as the “ragged edge” problem in health care justice.
GENETIC DISCRIMINATION: To what extent is all this emphasis on genetic testing and 

genetic responsibility a threat to the rights and welfare of individuals who have already been born with certain disabilities that are genetically related?  Is the use of germline genetic engineering or pre-implantation genetic diagnosis inherently discriminatory in a morally objectionable?  That is, is the social message inherent in the use of these technologies that we do not want imperfect people born?  And does this represent a threat to the rights or welfare or dignity of currently disabled members of our society?

RATIONAL DEMOCRATIC DELIBERATION:  How should we go about resolving 


conflicts among the moral values listed above?  Is there some deep moral theory that will 


guide us in deciding which value should be assigned pre-eminence in any particular 


situation of conflict?  I do not believe there is such a deep moral theory.  At times we will 


have good reasons for giving priority to one value over another; but at other times there 


might not be rationally compelling reasons for why we should judge one way rather than


another.  But we will need a morally and socially legitimated answer.  Here, as I argued 


in my book on health care rationing, there is a role for rational democratic deliberation, 


which I have tried to describe fairly fully in my book on rationing.  There will be 


circumstances where we need to rely upon it here as well.  The challenge for us will be 


determining what the circumstances are where we legitimately invoke democratic 


deliberation and what the characteristics of the deliberative process must be in order to 


get well-justified binding results, especially in the area of public policy.  This is where 


we will need to bring in Rawls’ idea of “public reason.”  See his book Political 


Liberalism. 
SOME ADDITIONAL QUESTIONS:
<>Is the “genetic health” of future children properly thought of as a matter of public

health?  Can it be argued that government should have nothing at all to say or do with such matters, that these are merely personal decisions that should be shaped only by personal values?  Can it be further argued that public health has to do with health risks to others, such as communicable diseases, and genetic disorders do not represent communicable disease?  Alternatively, can it be fairly argued that genetic disorders passed from parents to children do represent a communicable disorder in a broad sense, that the quality of life of those future children is what is at risk; and therefore, it is quite appropriate that government intervene as the representative of the best interests of those children?

<>If the coercive powers of government represent too great a threat to individual 

procreative liberty, then should we have a public policy that would use the media and an educational approach to communicate a message fostering personal genetic responsibility?  Or if that approach might be too diffuse and unfocussed, would you endorse the idea of federal educational requirements in these matters as part of the high school curriculum? We assume the educational materials used would be heavily factual in their orientation.  Still, we need to ask the question whether even the most factual approach to such matters (intended to avoid offending religious or cultural values) would nevertheless be seen as subverting some religious views. That is, someone might say that the very suggestion that pre-implantation genetic diagnosis was a mechanism available for avoiding the gestation of a child with cystic fibrosis or Tay Sachs or at risk for breast cancer or colon cancer or early onset Alzheimer’s or Lesch-Nyhan syndrome or Fragile X was a way of conveying public acceptance/ political legitimacy to such practices----and they strongly objected to government presenting a message like that.  Is this a strong enough political objection that we should entirely avoid any such governmentally sponsored educational efforts?

<>If we are concerned about any coercive government choices regarding genetics and

reproductive decisionmaking, then are economic incentive policies politically justifiable in our sort of society?  We could give tax deductions for individuals or couples who pursue genetic testing for themselves to avoid the birth of a child with a serious genetic disorder.  Or we could mandate that private insurance cover such testing.  Or we could directly provide a state or federal program that would underwrite all, or a substantial fraction, of the costs of genetic testing, or the use of alternate approaches to reproduction aimed at avoiding the birth of a child with a serious genetic disorder.  There are several possible options suggested here.  Maybe you would care to try to rank them, from most acceptable to least acceptable.  If you do, what criteria are you using for establishing the rankings? For those who would endorse such use of incentives, what do you see as the legitimate public interest that is fostered by such incentives?  For those who are opposed to all the incentives suggested here, what do you see about these proposed policies that is violative of a deep political value that ought not be violated? 

That last question might be a little obscure, so let me ask it in a different way.  If any of the above policies were enacted at the federal or state level through what I will call the normal majoritarian mechanisms of government, would you still believe that such policies were politically illegitimate, violative of a political value that the majority had no right to violate?  If so, what is that value?  Again, we can all cite examples of laws that have been enacted by a majority but that are justifiably open to political criticism, such as various laws that supported racial segregation and violations of the civil rights of various minority groups.  Is there a comparable argument that can be made against the use of government economic incentives aimed at achieving/ eliciting more responsible procreative choices when children are at risk of being afflicted with various genetic disorders?

<>Is there anything deeply politically objectionable about in vitro fertilization

and pre-implantation genetic diagnosis?  Note: The reason for emphasizing the phrase “politically objectionable” is that it implies that no matter how much good might be accomplished through the technology (permitting embryos/ future children to be born free of cystic fibrosis, or fragile X, or some other serious genetic disorder) the technology itself is so politically objectionable that no amount of personal or social good accomplished can outweigh those violations of deep political values?

<>If you see pre-implantation genetic diagnosis as deeply politically flawed, then

precisely what is that flaw?  Two answers seem to emerge most readily.  First, there is the issue of “spare embryos.”  Second, there is the issue of discrimination against disabled individuals.  Can you think of anything else with respect to the technology that you would regard as a serious internal political flaw?  Or, alternatively, would you want to argue that these might be thought of as moral flaws, or as flaws from some religious perspective, but that should have no consequences at all so far as law or public policy are concerned?

<>From a public interest point of view, how much weight should be accorded

those “spare embryos”? [Note: Everyone should keep in mind that these embryos are eight-cell entities.  They are smaller than the head of a pin.  But the other point that needs to be kept in mind is that these are biologically human life-forms.  This is where it seems the moral problem is felt.  If we were talking about a cluster of eight cancer cells, or a cluster of eight mouse cells, I doubt anyone would see this as a serious moral problem.] The “spare embryos” might have one of two fates we will consider now.  Some will simply be discarded because they have two copies of the cystic fibrosis gene, or they have an autosomal dominant gene for a serious medical disorder.  That, of course, is the whole point of the technology.  That is, we want to prevent the suffering and very shortened life associated with some number of genetic disorders that would otherwise afflict these future children.  So the intent behind these decisions is therapeutic.

The other fate that might befall spare embryos is that they are simply frozen for five years or longer.  There are several practical reasons for this.  One is that it might take several cycles of implantation to achieve a pregnancy.  That means some embryos are only frozen for a month or two before being implanted.  The other practical reason is that there are some medical risks to a woman in producing/ having harvested the ova that are needed in the first place.  Physicians want to minimize this risk by avoiding repetition of this procedure.  The spare embryos saved in this frozen state (for up to five years) are generally free of the genetically-based medical risks a couple wants to avoid.  That means that if they were implanted in a woman’s uterus, they would likely result in what is usually described as a “healthy baby.”  But ultimately those embryos will be discarded if they are not used.  The bottom line political question is this: Is failure to implant those genetically unaffected embryos too high a cost from a political/ public interest perspective to justify bringing into existence one “healthy baby”?

<>There is currently a federal ban on federal funding for research regarding pre-

implantation genetic diagnosis.  Is that ban defensible, given our political values? What do you see as the public interest that warrants that ban, if you support it? What do you see as the public interest or liberty interest that is unjustifiably frustrated, if you are opposed to that ban? 

<>You will note in the paragraphs above that I describe pre-implantation genetic

diagnosis as “therapeutic.”  But someone could lodge an objection against my use of that term.  They could argue that in what we ordinarily understand as therapeutic essentially the same patient continues to exist after the therapy as before the therapy.  If I undergo heavy duty chemotherapy for cancer, lose my hair and suffer other side effects, still, if the therapy is successful, I emerge as the same person.  But with this technology the “therapy” consists in replacing one genetically flawed embryo with another embryo that is free of that genetic flaw. So it looks like this is a mis-use of the term “therapy”?  How do you respond to this objection?  Is this a serious political objection?  That is, does this objection have legitimacy in terms of shared political values?  Or is this merely a “moral or religious objection” that should not shape any policy decision?

<>Here is another argument you might care to consider.  We place a lot of moral 

weight on respect for patient autonomy.  That means individuals ought to be allowed to choose for themselves those medical therapies which best fit their conception of their own best interests.  It is obvious that embryos cannot make any decisions for themselves.  Still, the argument could go in one of two directions.

Direction One: Once an embryo is implanted, is born, and grows to adulthood that person (really any reasonable person) would look back and say “I am really thankful that you (my parents/ society) made it possible for me to be born free of cystic fibrosis because I have a much better life as a result of that decision.”  If this sounds like a politically correct thought experiment, then does this give all the political legitimacy or political justification that is needed for this use of pre-implantation genetic diagnosis?  Or, going back to the prior paragraph, can someone argue that this is really a deceptive bit of moral reasoning?  That is, the person who does not have the opportunity to be thankful is the possible person who never came to be, namely, the embryo that would have been born with cystic fibrosis.  Again, the follow-up question is: How serious a political harm is it for an eight-celled embryo to be denied the opportunity to exist?

Direction Two: In response to the argument in prior paragraph someone might say we should give no political weight at all (no rights) to any possible persons/ eight-cell embryos, reasonable or otherwise.  Rather, the correct way to think about this issue politically is from the point of view of persons who already exist, who clearly have rights, whose own welfare is at stake, and who are concerned about the welfare of future children they might have.  That is, only the views of potential parents should have political weight.  This is a matter of “procreative liberty.”  Parents should be allowed to decide which embryos come to be, and which embryos are denied the opportunity to come to be.  That is, this should be regarded as a “private” decision, a decision made in the privacy of marriage and/or the privacy of the doctor-patient relationship (and protected where necessary by public policy). 

<>Should the invocation of parental procreative liberty be as broad and expansive and unqualified as seemed to be suggested in the prior paragraph?  That is, is there need for more refined, more carefully crafted political judgments in this regard? Here are some questions that might lead to your making various distinctions. If a couple said they could afford only one child who comes to be as a result of in vitro fertilization and embryonic genetic analysis, would there be any justified political objection to their saying only male embryos free of some genetic disorder ought to be implanted?  Should this be seen as being within the scope of procreative liberty?  Would it be clearly wrong to have any public policies that forbad such an option?

Another question along the same lines as above might be: Should we distinguish  among different sorts of possible genetic disorders/ traits and make different sorts of policy judgments?  For example, many might agree that use of this technology to select embryos that would be free of serious genetic disorders that would otherwise seriously compromise length of life or quality of life for children should be regarded as a politically permissible choice.  Maybe the clearest example there would be Tay-Sachs because there is no cure and no ameliorative therapy.  Some might want to argue about cystic fibrosis because there are at least many therapeutic interventions that substantially improve length of life and quality of life.  Others might concede the political permissibility of using this technology to avoid having children with cystic fibrosis, but claim that it is beyond the realm of legitimate parental procreative liberty to use this technology to avoid having children with mid-life or late-life disorders (Huntington’s/ Alzheimer’s), even if they are currently incurable.  Would you want to make that distinction?  Or, if we discover a significant genetic causal link to manic depression, then can pre-implantation genetic analysis be used to select embryos without that risk?  Or what about Fragile X syndrome, which involves the risk of mental retardation? Or what about dwarfism?  Is there anything politically objectionable about parents using this technology to avoid the birth of children who might be mentally retarded or who might be dwarves?

<> Is the use of pre-implantation genetic diagnosis inherently invidiously discriminatory? That is, is it invidiously discriminatory in much the same way that racism or sexism are invidiously discriminatory?  Is the discrimination against future possible persons who would otherwise be born with some sort of societally disfavored disability? Is this sort of concern sufficient to ban access to this technology, at least in the circumstances suggested here?  Should we think of “future possible persons” as having rights; and, if so, should we imagine that those rights are just as strong as any rights we (actual persons) have?

<>Medical advance requires medical experimentation.  This will certainly be true with regard to genetic therapies.  Would you think it politically permissible that parents would donate these eight-cell embryos to medical experimenters who would test various embryonic genetic therapies.  Assume that such embryos were allowed to grow to the 100-cell stage so that the effects of various genetic interventions might be ascertained, then they would be discarded. Would you see this as a politically permissible use of these embryos if the ultimate goal was to come up with effective genetic interventions at the embryonic level that might prove curative of some number of serious genetic disorders?  The range of disorders you might think about would include all those that were discussed above.  Then the question will again arise as to whether the use of such therapies would under any circumstances be regarded as invidiously discriminatory.

STILL MORE QUESTIONS: WHAT ARE THE LIMITS OF GENETIC THERAPY?

The alternative to somatic cell gene therapy is germline gene therapy.  These would be genetic changes that would be introduced into embryos at extremely early stages of development, say, at the eight-cell stage we have discussed before.  The dramatic difference made by germline therapy is that those changes would be passed on to succeeding generations.  If a CF gene in an eight-cell embryo is “turned off” and replaced by a “good copy” of that gene, then the disorder would not be passed on to the descendants of that individual.  This technology makes possible genetic change in a much more radical sense than anything suggested by somatic cell gene therapy; and consequently, it is most properly described as genetic engineering in the strict sense.  The scientists responsible for creating this artificial chromosome disavow any intent to engage in scientific research aimed at germline genetic engineering because “people are not ready to consider this at this point.”  But this breakthough is really more radical than achieving the capacity to do cloning.  So you might want to discuss some of the moral and policy questions raised by the possibility of germline genetic therapy.  Here are some questions that might shape your discussion.

<>Would you judge germline gene therapy to be intrinsically morally objectionable? If so, explain your reasons.

<>Does a future possible child (represented by that eight-cell pre-embryo) have a

moral or political right to a healthy genome, if we have the scientific capacity as a society to provide that?  You may wish to consider what would count as a “healthy genome.”  I would suggest that a healthy genome is one that has had repaired all genes that would likely lead to a severely shortened life or a significantly diminished quality of life.

<>Would it be good public policy to forbid the development or use of germline

genetic engineering in our society?  What would you see as the public interests that would be harmed or benefited by such a policy?

<>Would it be good public policy to permit the development and use of germline 
genetic engineering, but regulate it very carefully?  More specifically, would it be
desirable and feasible to restrict the use of the technology to repairing or replacing 
“defective genes” that would result in the kinds of medical disorders suggested 
above, and forbid the use of the technology for “genetic enhancement,” that is, 
seeking to improve certain human traits or capacities that might be genetically 
founded, such as memory or intelligence or physical strength, etc.?

<>If germline gene therapy were available as a reproductive option, would we be 

politically obligated to make sure that it was equally available to all in our society who wished to have their children conceived and treated in this way?  That is, we have to assume that this would be a very expensive technology, perhaps having a cost of $50,000 per child born in this way, though saving lots of future money that would otherwise have to be spent for alleviating medical problems that these individuals would be afflicted with in the future.  The obvious alternative is to allow access to the technology on the basis of ability to pay.  This might carry the risk of creating a genetic “master class” and a genetic “underclass,” mostly on the basis of however wealth was distributed in our society at the time the technology was introduced.  Would a possible consequence like that generate a political obligation to assure equal access for all to the technology?  Or, alternately, would that provide good grounds for refusing to permit the technology to be used at all?

<>Should advocates for various disability groups in our society welcome the possibilities

represented by such a technology?  Can this technology be seen as being in any sense invidiously discriminatory or de-valuing of the lives of disabled citizens? How do you react to this line of argument: Germline genetic engineering should be seen as being morally and politically preferable to something like pre-implantation genetic diagnosis [PGD].  In PGD embryos are sorted and discarded on the basis of whether or not they are bearers of defective genes.  But with germline genetic engineering the intent is entirely therapeutic.  That is, the intent is to get rid of defective genes (not persons) and replace those genes with good copies.  There would still be the issue of creating an excess number of embryos, but embryos would not be discarded because they were flawed.  Do you agree with this line of argument?

The alternative to the line of argument above is that germline genetic 

engineering is the ultimate commodification of humans, i.e., treating our children as if they should be products of parental preferences.  This is entirely dehumanizing; and for this reason alone we should not permit the development of this capacity.  Do you agree with this line of argument?  

<>What should be the responsibilities of genetic counselors, if we successfully 

develop the capacity for germline genetic engineering?  Should they then be assiduously neutral in mentioning this as a reproductive option?  Or should they strongly urge potential parents to consider the option seriously in order to protect the best interests of their future children, especially where it is known on the basis of family history that future children would be vulnerable to a serious genetic disorder?

2.
Scope and Limits of Genetic Privacy.  I have a number of case scenarios 


related 
to genetic privacy. They will be available on ANGEL.  These will 


be the focus of class discussion.  Please read: P.J. Malpas, “Predictive 


Genetic Testing of Children for Adult Onset Diseases and Psychological 


Harm,”  Journal of Medical Ethics 34 (2008), 275-78.  Also read: Ann 


Sommerville and Veronica English, “Genetic Privacy: Orthodoxy or 


Oxymoron,” Journal of Medical Ethics 25 (1999), 144-50.
3. Procreative Liberty: Scope and Limits.  I will lecture on the first two chapters of Robertson’s book, Children of Choice: Freedom and the New Reproductive Technologies, as well as the essay by Kass on the “Wisdom of Repugnance.”  [You should have read Kass’ essay; the Robertson book is not required reading, which is why I am doing the lectures.]  How compelling an argument is Kass able to make against the new reproductive technologies through his appeal to the wisdom of repugnance.  Kass does offer in this essay a number of arguments that he believes support his rejection of most of the new reproductive technologies.  Try to identify and outline those arguments. How compelling are they so far as you are concerned?  Do you see any flaws in the arguments?  By way of contrast, Robertson is a defender of a widely permissive and expansive conception of procreative liberty.  His main concern is that other persons not be harmed through the use of procreative liberty, so some version of the Harm Principle puts some limits on appeals to procreative liberty as a justification for using this or that new reproductive technology.  Is that sufficient to establish a morally or politically defensible conception of procreative liberty?  This is the question you should have in mind as we continue discussing Robertson.  The essay you should read by John Robertson is “Procreative Liberty in the Era of Genomics,” American Journal of Law and Medicine 29 (2003), 439-487.
4. Genetic Responsibility: Introductory Thoughts.  Read the article “On Being Genetically Irresponsible” by myself and Judy Andre and Tom Tomlinson.  I will lecture on chapters three and four of Robertson’s book.  Think about the argument Robertson offers where he raises the question of what might count as morally irresponsible uses of the new genetic and reproductive technologies.  One way of framing a more specific question is this:  If a couple knows they are at risk of having a child with a serious genetic deficiency that will significantly shorten the length or quality of life of that child, are they morally obligated to avail themselves of a new reproductive technology that would eliminate that risk?  And if they fail to do so, are they then justly judged to have acted in a morally irresponsible manner?  Further, what sorts of social policies ought to be put in place that will result in “more responsible” reproductive choices when future possible children are at risk of being born with preventable genetic deficiencies? Presumably such policies must be respectful of the liberal commitments essential to our political foundations.  Read Also H. Clarkeburn, “Parental Duties and Untreatable Genetic Conditions,” Journal of Medical Ethics 26 (2000), 400-03.  There are also questions of justice that can be addressed in connection with this issue because of the “excess costs” that parents can impose on society that could have been avoided had parents picked an alternative reproductive mode.  Read Eric Rakowski, “Who Should Pay for Bad Genes?” California Law Review 90 (2002), 1345-1414.
5. Moral Status of Embryos.  How would YOU characterize the moral status of embryos?  Would you claim that they ought to be regarded as “mini-persons,” as entities having the same moral rights you and I have?  Or would you regard them as something that had no moral rights at all?  If you choose this latter perspective, then does this mean that a couple may do ANYTHING they wish with their embryos, including selling them to researchers or to couples who may see some embryos as being especially desirable?  

6. Genetically Shaping Future Possible Children.   To what extent is it morally permissible to shape the genetic endowment of future possible children?  Is it only morally permissible to “delete” bad genes, i.e., eliminate genetic risk factors for specific genetic disorders?  Or should parents also have the right to enhance in various ways the genetic endowment of future possible children?  What should we see as the scope and limits of procreative liberty in this regard.  We will be discussing this issue over several class periods.  For this class please read the whole of Sandel’s book The Case Against Perfection. This is a very short book.  As you read try to identify and critically assess the main arguments he offers in support of his view.  A critical assessment of this book may be found in Frances Kamm, “Is There a Problem with Enhancement?” American Journal of Bioethics 5 (#3, 2005), 5-14.
7. Genetically Shaping Future Possible Children (2). For this class please read the first five chapters of Harris’ book, Enhancing Evolution: The Ethical Case for Making Better People.  Harris, of course, is a critic of Sandel.  Again, as you read this material try to identify and critically assess the main arguments he offers to support his view.
8.  Genetically Shaping Future Possible Children (3). For this class please read the last six chapters of Harris’ book, Enhancing Evolution: The Ethical Case for Making Better People.  Again, as you read this material try to identify and critically assess the main arguments he offers to support his view.  One thing to keep in mind is that critics of Harris will claim that he is an advocate for eugenics.  And eugenics clearly has all manner of nasty connotations.  But Harris (and Philip Kitcher) will disavow any relation to the eugenics of the early 20th century. Instead, they will claim that they are advocates of what they refer to as a “liberal eugenics” respectful of individual parental choice in this matter.  For this class read also (electronic access):  Dan Brock, “Shaping Future Children: Parental Rights and Societal Interests,” Journal of Political Philosophy 13 (Dec., 2005), 377-98.
9. Genetically Shaping Future Possible Children (4).  We return again to criticisms of “liberal eugenics.”  Dov Fox would be one such critic who has written extensively on this issue.  Please read the following essays (from electronic journals): Dov Fox, “The Illiberality of ‘Liberal Eugenics,” Ratio 20 (March, 2007), 1-25.  Dov Fox, “Silver Spoons and Golden Genes: Genetic Engineering and the Egalitarian Ethos,” American Journal of Law and Medicine 33 (2007), 567-622.
10. Bad Eugenics and Good Eugenics?  Read the first two chapters of From Chance to Choice.  These chapters talk about the history of eugenics.  That is a term that has very bad associations. But some writers (including the authors and Philip Kitcher [Lives to Come]) believe there can be a utopian or liberal or morally defensible version of eugenics.  Do you believe that is possible?  How do you imagine responding to Dov Fox?  If you believe a liberal eugenics is a reasonable option, how would you articulate its main commitments in a way that was responsive to Fox and that still protected the core elements of a liberal position?  NOTE:  I am listing here a number of critical essays regarding From Chance to Choice.  Feel free to read this material if you have the time.  All these essays appeared in the San Diego Law Review 39 (2002) under the title “Symposium: Genes and the Just Society.”  K. Rai, “Genetic Interventions: (Yet) Another Challenge to Allocating Health Care.”  Alexander Capron, “Punishing Reproductive Choices in the Name of Liberal Genetics.”  Janet Richards, “How Not to End disability.”  Richard Arneson, “Is Moral Theory Perplexed by New Genetic technology?”  Rebecca Dresser, “The Ethics of Genetic Intervention: Human Research and Blurred Species Boundaries.”  Mark Hall, “Genetic Enhancement, Distributive Justice, and the Goals of Medicine.”
11. Justice, Equality, and Genetic Enhancement.  Read chapter three of From Chance to Choice.  As the sub-title of this volume suggests, the distinctive perspective of the authors is genetic justice.  You might wish to read this entire volume as a sort of counter-point to Robertson. Robertson sees the fundamental value for assessing the moral permissibility and public utility of specific public policies related to genetics and reproduction as procreative liberty; Buchanan et al. see the relevant reference point as justice.  In this chapter they introduce different theories of equality, and they critically assess them for purposes of determining what kinds of genetic modifications of future possible children might be morally permissible or morally desirable.  Which conception of equality might you wish to endorse?  Let me list some optional reading that some might be interested in; this represents a European perspective on these issues.  Karin Christiansen, “The Silencing of Kierkegaard in Habermas’ Critique of Genetic Enhancement,” Medicine, Health Care, and Philosophy 12 (2009), 147-56.  Andrew Edgar, “The Hermeneutic Challenge of Genetic Engineering: Habermas and the Transhumanists,” Medicine, Health Care, and Philosophy 12 (2009), 157-67. Hub Zwart, “Genomics and Identity: The Bioinformation of Human Life,” Medicine, Health Care, and Philosophy 12 (2009), 125-36.
12. Genetic Engineering and the Treatment/ Enhancement Distinction.  Read chapter four of From Chance to Choice.  The big question here is this: Is there an intrinsically important moral distinction between positive and negative genetic interventions, something corresponding to the treatment/ enhancement distinction?  How do you assess the author’s arguments in this regard?  One argument for a distinction might be that it would be “neglectful” for parents to fail to correct a serious genetic deficiency if society in fact can offer them the capacity to do so without excessive burden to those parents.  Please also read Jessica Hammond, “Genetic Engineering to Avoid Genetic Neglect: From Chance to Responsibility,” Bioethics 24 (2010), 160-69.
13. Making the Best Children Possible?  Read chapter five of From Chance to Choice.  The chapter title is the key question: Why NOT the best genetic endowment for future possible children? That is, should it not be morally permissible for parents to pursue whatever medical means become available for improving to the maximum degree possible the genetic endowment of their future possible children?  For some, the moral risk associated with such a permissive policy would be undermining our social commitment to egalitarianism.  In this connection read Colin Farrelly, “The Genetic Difference Principle,” American Journal of Bioethics 4 (2004), 21-28.  Read also one response to that essay by Linda Barclay, “Egalitarianism and Responsibility in the Genetic Future,” Journal of Medicine and Philosophy 34 (2009), 119-34.  R.A. Lindsay, “Enhancements and Justice: Problems in Determining the Requirements of Justice in a Genetically Transformed Society,” Kennedy Institute of Ethics Journal 15 (2005), 3-38.  Jonathan Brown, “Genetic Manipulation in Humans as a Matter of Rawlsian Justice,” Social Theory and Practice 27 (2001), 83-110.
14. Genetic Enhancement and Risk of Discrimination.  Read chapter six of From Chance to Choice.  This chapter address some of the concerns expressed by disability activists who are opposed to the use of genetic interventions aimed at eliminating genetic-based disabilities.  This is seen as a demeaning of the lives of persons with disabilities.  How do you assess the authors’ response to these criticisms?  And should parents who are deaf or dwarves have the right to choose embryos that will be deaf or dwarves like themselves, using PGD?  Why or why not?

15. Genetic Enhancement and Risk of Discrimination (2).  Read chapter seven of From Chance to Choice.  This is a continuation of the discussion we will have begin in the prior class, though the focus here is on the “basic structure of society” and weather it needs to be modified to be more “inclusive” of persons with a range of disabilities.

16. Justice and Preimplantation Genetic Diagnosis.  Do we have a moral obligation as a society, as a matter of justice, to underwrite the costs of PGD (roughly $40K) so that parents who knew they were at risk of having children with serious genetic disabilities would have easy access to this option.  Read my essay on this topic, which I will distribute to you or post on the ANGEL site.  My essay is titled “Just Caring: Do Future Possible Children Have a Just Claim to a Sufficiently Healthy Genome?” published in Medicine and Social Justice, edited by Rosamond Rhodes et al. (Oxford University Press, 2002), 446-57.  You should also read Colin Farrelly, “Preimplantation Genetic Diagnosis, Reproductive Freedom, and Deliberative Democracy,” Journal of Medicine and Philosophy 34 (2009), 135-54.  Read also Colin Farrelly, “Genetic Justice Must Track Genetic Complexity,” Cambridge Quarterly of Healthcare Ethics 17 (2008), 45-53.  
Here are some other articles you might consider reading.  I will not assign them as required reading.  “NOTE: Regulating Preimplantation Genetic Diagnosis: The Pathologization Problem,” Harvard Law Review 118 (June, 2005), 2770-91.  Donna Gitter, Am I My Brother’s Keeper: The Use of Preimplantation Genetic Diagnosis to Create a Donor of Transplantable Stem Cells for an Older Sibling Suffering from a Genetic Disorder,” George Mason Law Review 13 (Fall 2005; winter 2006), 975-1035.  Lindsey Vacco, Preimplantation Genetic Diagnosis: From Preventing Genetic Disease to Customizing Children: Can the Technology be Regulated Based Upon the Parents’ Intent?”  Saint Louis University Law Journal 49 (Summer, 2005), 1181-1230.  Kathryn Ehrich et al., “Choosing Embryos:  Ethical Complexity and Relational Autonomy in Staff Accounts of PGD,” Sociology of Health and Illness 29 (2007), 1091-1106.  Peter Braude, “Preimplantation Diagnosis for Genetic Susceptibility,” New England Journal of Medicine 355 (Aug. 10, 2006), 541-43.  Colin Gavaghan, “Deregulating the Genetic Supermarket: Preimplantation Screening, Future People, and the Harm Principle,” Cambridge Quarterly of Healthcare Ethics 9 (2000), 242-60.          Colin Gavaghan, “Right Problem, Wrong Solution: A Pro-Choice response to ‘Expressivist’ Concerns about Preimplantation Genetic Diagnosis,” Cambridge Quarterly of Healthcare Ethics 16 (Winter, 2007), 20-34.  Heather Draper and Ruth Chadwick, “Beware! Preimplantation genetic Diagnosis May Solve Some Old Problems but it also Raises New Ones,” Journal of Medical Ethics 25 (1999), 114-20.  Julian Savulescu, “Should Doctors Intentionally Do Less than the Best?” Journal of Medical Ethics 25 (1999), 121-26.  John Harris, “Doctors’ Orders, Rationality, and the Good Life: Commentary on Savulescu,”Journal of Medical Ethics 25 (1999), 127-29.  David King, “Preimplantation Genetic Diagnosis and the ‘New’ Eugenics,” Journal of Medical Ethics 25 (1999), 176-82.  Rosamund Scott, “Choosing Between Possible Lives: Legal and Ethical Issues in Preimplantation Genetic Diagnosis,” Oxford Journal of Legal Studies 26 (2006), 153-78.
17. Public Policy, Genetic Options, and Respect for Persons.  Read chapter eight of From Chance to Choice.  Most of our discussion up to this point will involve assessing various genetic/reproductive options from a moral point of view.  We also want to assess policy options pertinent to the range of issues we discuss. The large question for us is what sorts of public policies pertinent to genetics and reproductive decisionmaking are reasonable and legitimate in a liberal pluralistic democratic tolerant society?  You should also read a more recent essay by Allen Buchanan in which he assesses the moral implications of creating (through genetic engineering) a far superior version of current humans, whom he calls “post humans.”  What you need to imagine is a distinction greater than that between Homo Sapiens and Neanderthals.  See his “Moral Status and Human Enhancement,” Philosophy and Public Affairs 37 (#4, 2009), 346-81.  You should also read at this time Dov Fox, “Luck, Genes, and Equality,” Journal of Law, Medicine, and Ethics 35 (Winter, 2007), 712-26.  Eric Schmidt, “The Parental Obligation to Expand a Child’s Range of Open Futures When Making Genetic Trait Selections for their Child,” Bioethics 21 (2007), 191-97.
18. Enhancement Research: Ethical Challenges.  Ordinarily we imagine human subjects research as involving competent individuals whose lives and/or health might be at serious risk.  They may have no other options other than some experimental medical intervention.  What may be distinctive about enhancement research is that individuals are not “at risk” of anything.  They are seeking some sort of medical or genetic above average improvement in the quality of their lives.  Further, it will often be the case that the improvement is not for themselves but for a future possible child who will “have no say” with respect to the risks and benefits associated with that research.  What then should be the moral guidelines that should govern such research?  What sort of public policies ought we have regarding such research?  
Please read Maxwell Mehlman and Jessica Berg, “Human Subjects Protections in Biomedical Enhancement Research: Assessing Risk and Benefit and Obtaining Informed Consent,” Journal of Law, Medicine, and Ethics 36 (Fall, 2008) 546-59.  Also, Rebecca Dresser, “Designing Babies: Human Research Issues,” IRB 26 (#5, 2004), 1-8.  Julian Savulescu, “Justice, Fairness, and Enhancement,” Annals of the New York Academy of Sciences 1093 (#1, 2006), 321-28.  David Wendler and Franklin Miller, “Assessing Research Risks Systematically: The Net Risks Test,” Journal of Medical Ethics 33 (2007), 481-86.  Rebecca Dresser, “Genetic modification of Preimplantation Embryos: Toward Adequate Human Research Policies,” Milbank Quarterly 82 (2004), 195-214.  K. Sorensen, “Genetic Enhancements and Expectations,” Journal of Medical Ethics 35 (2009), 433-35.  Elizabeth Fenton, “The Perils of Failing to Enhance: A Response to Persson and Savulescu,” Journal of Medical Ethics 36 (2010), 148-51.  I. Persson and J. Savulescu, “The Perils of Cognitive Enhancement and the Urgent Imperative to Enhance the Moral Character of Mankind,” Journal of Applied Philosophy 25 (2008), 162-77.  Julian Savulescu, “Procreative Beneficence: Why we Should Select the Best Children,” Bioethics 15 (2001), 413-26.  Sarah Markwood, “Creating a Perfect Human is not so Perfect: The Case for Restricting Genetic Enhancement Research,”  Penn State Law Review 110 (Fall, 2005), 473-93.  T. Tannsjo, “Ought We to Enhance Our Cognitive Capacities?” Bioethics 23 (2009), 421-32.  Jan Bublitz and R. Merkel, “Autonomy and Authenticity of Enhanced Personality Traits,” Bioethics 23 (2009), 360-74.  Rebecca Bennett, “The Fallacy of the Principle of Procreative Beneficence,” Bioethics 23 (2009), 265-73.  Julian Savulescu and Guy Kahane, “The Moral Obligation to Create Children with the Best Chance of the Best Life,” Bioethics 23 (2009), 274-90. 
19. Pharmacogenomics and Health Care Rationing.  Over the past decade we have seen the rapid evolution of personalized medicine.  That is, there has been a growing recognition that many drugs are more or less effective, more or less dangerous, for an individual as a result of the genotype they happen to have.  Acquiring such knowledge of individual genotypes might be seen as an  unmitigated good in that the goal is to maximize the likelihood of a therapeutic response and minimize the likelihood of deleterious side effects.  But what we are seeing emerge now are some potentially serious problems of health care justice, especially in connection with these extraordinarily expensive cancer drugs with costs of $50,000---$130,000 for a course of treatment.  To give an example, in the case of metastatic breast cancer the drug Avastin [bevacizumab] costs $100,000 for a course of treatment and yields a median gain in life expectancy of six weeks over treatment with Taxol alone (which will yield a median gain of 25 months).  But recent research has shown that women with a specific genotype can gain 50 months of life expectancy with Avastin and Taxol.  However, they represent only 7.6% of that whole cohort of women with metastatic breast cancer?  Is it just, for the sake of equal treatment, to deny them access to this drug at social expense along with all the other women in that cohort?  Or would justice require providing the drug to all women in that group (about 35,000 per year at a cost of about $3.5 billion)?  Or would it not be unjust to give the drug at social expense to women with that favored genotype?  Would it matter that the next genotype (11% of the group) would gain a median of 30.2 months, i.e., 5 months instead of six weeks?  Would they have just cause to complain if they were denied access to this drug at social expense?
20. Prenatal Testing and Disability Rights.   Parens, E., et. al., The disability rights critique of prenatal genetic testing: reflections and recommendations [special supplement]. The Hastings Center Report v. 29 no. 5 (September/October 1999) p. S1-S22 Read this essay.  Do disability advocates have good reasons for rejecting as discriminatory in a morally objectionable sense prenatal testing aimed at identifying embryos afflicted with disorders that will cause some parents to choose abortion?  What sorts of public policies ought we have with regard to prenatal testing?  Should we, for example, underwrite with public funds the cost of doing such testing so that cost would not be a barrier to taking advantage of such testing?  Or is it morally objectionable that some of these tax dollars would come from individuals who were deeply opposed to such testing?  What about just funding public education about our current capacity to do prenatal testing? Also read the essay by Philip Kitcher, “Creating Perfect People,” in A Companion to Genethics, 229-44. Also read Jeffrey Botkin, “Genes and Disability: defining Health and the Goals of Medicine: Prenatal Diagnosis and the Selection of Children,” Florida State University Law Review 30 (Winter 2003), 265-94.  David Wasserman, “Genes and Disability: Defining Health and the Goals of Medicine: A Choice of Evils in Prenatal Testing,” Florida State University Law Review 30 (Winter 2003), 295-314.  Julian Savulescu, “Is There a Right Not to be Born? Reproductive Decision Making, Options, and the Right to Information,” Journal of Medical Ethics 28 (2002), 65- 67.  T.S. Petersen,  “Just Diagnosis? Preimplantation Genetic Diagnosis and Injustices to Disabled People,”  Journal of Medical Ethics 31 (2005), 231-34.
21. Ethics and Behavioral Genetics (1).  For the next two classes we will turn our attention to issues of behavioral genetics.  These issues are receiving intense attention because they seem so close to the core of our self-understandings (as human beings) and our understandings of moral responsibility.  Is it the case that all manner of what we usually regard as ‘bad behavior’ might prove excusable on the grounds that “my genes made me do it.”  We will watch an hour-long PBS tape that introduces this discussion.  Then read the material by Erik Parens that gives us a broad overview of both the science and ethics issues related to behavioral genetics.  Big Question: Does what we are learning from the science of behavioral genetics force us to revise both our moral and legal understandings of responsibility for behavior?  Read Erik Parens, “Genetic Differences and Human Identities: On Why Talking About Behavioral Genetics is Important and Difficult,” Hastings Center Report 34 (Jan./Feb., 2004), S1-S36.
22. Ethics and Behavioral Genetics (2).  This is a continuation of our discussion in the prior class.  Read the essays by Kaebnick and Fleck from the book Wrestling with Behavioral Genetics. This book was the outcome of an ELSI-funded project I was part of for three years with the Hastings Center and the AAAS.  In my essay I talk about the role of rational democratic deliberation in addressing a number of policy issues related to behavioral genetics.  Is that a good approach to addressing the relevant policy issues?  If you disagree with it, what is the alternative you would suggest?  I will have to post those essays on the ANGEL site.  Another essay you can read is by Mairi Levitt and Neil Manson, “My Genes Made Me Do It?  The Implications of Behavioral Genetics for Responsibility and Blame,”  Health Care Analysis 15 (2007), 33-40.
23. Ethical Issues in Genetically Increasing the Human Life Span.  In the remainder of the course we will consider a number of issues as ethics and policy issues that we were unable to address earlier.  Read chapter Four (Kirkwood essay) from A Companion to Genethics.  Question:  Would it be a good idea (morally permissible and politically desirable) to use our genetic knowledge to increase human life expectancy to 130, with 120 of those years being very good years (as opposed to declining years with diseases of old age).  Would it morally OK to allow individuals who could afford this option to have access to it, while others would have no access to it?  What about permitting the option only for socially meritorious individuals?  Please read: Eric Juengst et al., “Biotechnology, ‘Anti-Aging Medicine,’ and the Challenges of Human Enhancement,”  Hastings Center Report 33 (July/Aug., 2003), 21-30.  Also, David Gems, “Is More Life Always Better? The New Biology of Aging and the Meaning of Life,” Hastings Center Report (July/Aug., 2003), 31-39.  Colin Farrelly, “Aging Research: Priorities and Aggregation,” Public Health Ethics 1 (2008), 258-67.
24. Ethics, Cloning, and Embryonic Stem Cell Research.  Should we provide public funding for embryonic stem cell research?  Are there some circumstances under which cloning human embryos should be regarded as a morally permissible option?  Are current state policies outlawing human cloning for any reason politically flawed (from the perspective of what a liberal pluralistic democratic society ought to be)?  Read the essays by Warren, Harris, Steinbock, Clayton, Macklin, in A Companion to Genethics, pp.147-215.  Read also M. Mameli, “Reproductive Cloning, Genetic Engineering, and the Autonomy of the Child: The Moral Agent and the Open Future,” Journal of Medical Ethics 33 (2007), 87-93.  NOTE:  There is a symposium issue under the title “Law, Science, and Innovation: The Embryonic Stem Cell Controversy,” in the Journal of Law, Medicine, and Ethics 38 (Summer, 2010), 175-351.  There are about 20 authors in that symposium.
25. Genetics, Ethics, and Public Health.  To what extent should it be a legitimate function of public health to do genetic screening of various population groups?  What should be the scope and limits of genetic screening for public health purposes?  What must public health advocates do to avoid the excesses of eugenics in the early part of the 20th century?  Note:  It cost $2.7 billion to map the human genome the first time around.  Over the past few years the cost of doing a complete mapping of anyone’s genome has dropped to about $25,000.  It is anticipated that within the next few years we will be able to map an individual’s entire genome for about $1,000.  Do you see that as a laudable goal for both medicine and public health?  Why or why not?  Please read the essay by Burris and Gostin, “Genetic Screening from a Public Health Perspective: Three ‘Ethical’ Principles,” in A Companion to Genethics, 455-69. 

26. Stored Blood Spots and Genetic Research.  Michigan and a number of other states have been collecting blood spots from newborns for more than thirty years.  A small quantity of blood is drawn from a newborn and genetically analyzed to see if that baby is vulnerable to any of 50 different very rare genetic disorders.  It is important to do this because, in at least some cases, quick medical interventions can prevent the fatal or disastrous medical consequences associated with failing to respond to these disorders before they become clinically manifest.  However, samples of these blood spots have been saved for thirty years in the case of Michigan.  We now have over 4 million of these blood spots saved from infants born in Michigan.  The value of these blood spots was not recognized when we began saving them, but they are now seen as a treasure trove of valuable genetic information which researchers can tap into.  However, informed consent was never given for such uses.  And, it would be extraordinarily difficult to try to get such consent now.  Should these blood spots nevertheless be available for scientific research?  Would this be morally justified?  What sort of protections would need to be put in place for such research?  Would it be sufficient that the blood spots were de-identified (not linked to any identifiable individual)?  Also, we continue to collect these blood spots from every child born in Michigan.  What sort of informed consent should NOW govern the collection and storage of these blood spots?  Should parents be allowed to “opt out” from having their children’s blood spots used for any research?  Why or why not?   
Please read, Jennifer Couzin-Frankel, “Science Gold Mine, Ethical Minefield,” Science 324 (April 10, 2009), 166-68.  Juli Murphy et al., “Public Perspectives on Informed Consent for Biobanking,”  American Journal of Public Health 99 (Dec., 2009), 2128-34. Heather Harrell, “Currents in Contemporary Ethics: The Role of Parents in Expanded Newborn Screening,” Journal of Law, Medicine, and Ethics 37 (Winter, 2009), 846-51.  Susan Gibbons, “Regulating Biobanks: A Twelve-Point Typological Tool,” Medical Law Review 17 (Autumn, 2009), 313-46. Garreth Williams, “Bioethics and Large-Scale Biobanking: Individualistic Ethics and Collective Projects,” Genomics, Science, and Policy 1 (2005), 50-66.  Soren Holm, “Informed Consent and the Bio-Banking of Material from Children,” Genomics, Science, and Policy 1 (2005), 16-26.  Karen Maschke, “Ethical and Policy Issues Involving Research with Newborn Screening Blood Samples,” in Ethics and Newborn Genetic Screening: New technologies, New Challenges, edited by Mary Ann Baily and Thomas Murray (Johns Hopkins University Press, 2009), 238-54.  In that same volume is another essay by Jeffrey Botkin, “Parental Permission for Research in Newborn Screening,” 255-73.  Andrea Boggio, “Charitable trusts and Human Research Genetic Databases: The Way Forward?”  Genomics, Society, and Policy 1 (2005), 41-49.
27. Genetic Testing and the Welfare of Others.  Most medical tests only tell us about ourselves, what is going on in my body.  But genetic tests will often tell us about lots of other people and their genetic endowment, such as parents or siblings or our own children.  Do we have any moral obligations to them to reveal certain genetic facts about ourselves (when we have had genetic tests), in effect sacrificing our privacy, when it might be the case that that is information they can use to alter their own reproductive choices, or to take certain preventive health measures, etc.?  Are those matters of “genetic responsibility” and are they of greater moral weight than matters of genetic privacy? Please read the following articles posted to the ANGEL site for this course:  David Benatar, “What’s so Special about an Age of Genetics?” Dan Brock, “Re-Thinking Confidentiality in the Context of Genetics,”  Leonard Fleck, “Sharing Genetic Information: What is a Minimally Decent Sibling to Do?”  Karen Kovach, “Genetic Information and the Special Duties of Siblings,” Hilde Lindemann, “Unchosen Affinities,”  all of which were published in the Philosophy and Medicine Newsletter (American Philosophical Association) 03 (Spring, 2004), 31-43.  S.M. Liao, “Is There a Duty to Share Genetic Information?” Journal of Medical Ethics 35 (2009), 140-44.  
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