Unit 4

Lesson 8: Genetic Technology and Eugenics

Genetic Research
A somewhat fascinating but scary/dark subject.
Fascinating because we believe it might cure problems or evolve us.
Dark because it might cause injustice. "Play at being God".

Eugenics
Means "good breeding". Usually with animals or plants. Slight change in DNA by breeding to improve something.

Positive eugenic program: Breeding to get an improved offspring.

Negative eugenic program: Sterilization of individuals with shit qualities.

Largest Negative eugenic program = Nazi program - Jonathan Glover
Biomedical Ethics over focused on autonomy, might cause us to forget about our past mistakes.

Choosing to abort a fetus that will suffer and die after 6 months (kind eugenic) VS Nazi.
However, this might be disrespectful towards alive disabled people. Slippery slope.

Nazi euthanasia program killed 70k mental patients to not spread it. Did it to satisfy their beliefs
concerning "race".
Social Darwinism: Groups trying to survive, the weak left in the dust.

What can be learned from this?
Do not get blinded by ideology AKA follow one thing like a robot. If you saw a Jew, you wouldn’t consider it as a social problem. Rather, see him/her as a person.

We should consider the person affected by the decision, not the idea.
Ex: Euthanasia, we consider if the person values their life, not the idea of what the human life
should look like to be valued.

Perceived “from the point of view of the person living it”

Implications of Prenatal Diagnosis for the Human Right to Life - Leon R. Kass
What is the mark where a child can be considered as "unhealthy" and the parents must "try
again"? What are the issues that arise from a "genetically defective" fetus or "fetal indications"?

Some might be like patient/family suffering, waste or financial/medical resources protection of
genetic heritage = best reasons to allow abortions (Second to pregnant woman's health).

Are our rights and equality determined by our ability? Once we start selecting who will be born,
what does that do to the people currently living, equality?

Are there impacts for those who have already been born and may not have been under their condition

The idea that “defectives should not be born” is a dangerous policy, if nothing limits it to catch only painful or fatal genetic diseases.

Are they now second class that are not fit to be alive or be conceived in the first place



Genetics and Reproductive Risk: Can Having Children be Immoral? - Laura Purdy
She says that having children that will have a dangerous disease is wrong.
As Purdy notes, when having a child with a high risk of transmission, we are not just risking our own welfare, but also others without their consent.

Therefore, should the parents be tested for genes? What if they don’t want to?

Huntington’s disease (progression in a 30 year old person, comes with severe mental and physical disabilities, genetic mutation, can be identified through prenatal screening, affects 50% of the carrier’s child, may be born with it without knowing until parents develop some symptoms)

· She argues that it is not “morally permissible” for women to have children knowing that you know there’s a high chance of genetic risk factor transition that can/will cause a serious defect and/or disease

Genetic disease can affect a person (in a physical or mental manner)

She says: some diseases have higher lethal risk, and some have a bigger chance of developing into a serious disability

Argues: having a severe disease can “vastly affect the whole family and the individual as well”

Some people believe and have no problem in abortion when a defect like this is in play (others who oppose will adopt instead of conceiving)

Her belief: 
· If there’s a genetic possibility of genetic disease to be transferred (mom to child) *one should not have the right to reproduce for those reasons*
· Giving birth to a child with such defect (Huntington’s disease) the person is making the whole family suffer as well as the child’s future (about 15 years) will be imposed on them without their consent (of the child)
· ***REPRODUCING WITH HIGH RISK TRANSMISSION IS MORALLY WRONG***


The Inevitability of Genetic Enhancement - Françoise Baylis and Jason Robert
Physical enhancement, intellectual (better memory, imagination), psychological (character traits),
moral (social behavior). Which one would be questionable?

Some say, because humans are imperfect, we have duty to improve generally (means of
enhancement not relevant). So we accept genetic enhancement?

They say genetic enhancement is inevitable (in the future).





































Lesson 9: Research with Humans and Conflicts of Interest
Technology and drug research needs to be tested on human subjects, and this has some ethical implications. Adult subjects, incompetent patients or children.

Medical research
"Trial-by-error" (OLD): No theory or science behind the process. If it works, it works and we use it.
Scientifically valid research (Verifiable and double-blind) (NEW): With theory and science.
But scientific approach =/= ethical

Is the experiment needed? Informed consent? What if research is funded externally, they might
mistreat patient? Can funder (company giving money to researcher) get access to medical
information? Etc.

Good scientific research
Random patients: to make sure they don't mess with the research.
Placebo: Fake drugs to see if they change with their beliefs. Placebo-control group to see impact of drug. EX: One group with fake drugs, another with real.
Double-blind: Information not given to patients until after the experiment. To not alter behavior of patients. If they know someone else has real drugs, they might be believing it's working on them.
Issues: Someone who would benefit from this experiment is not selected because it is randomized.
"Placebo" means being lied to (informed consent?). We need Research Ethics Boards.
“The Tuskegee Study” Gregory E. Pence
Case of unethical medical research.
(1930) For 40 years, African American men with syphilis were observed in order to chart the
untreated course of the disease. Inhuman treatment.
Pence: that the experimenters in Tuskegee “regarded their subjects as less than human,” and this
influenced the continuation of the study past 1947.
“Dr. Ewen Cameron” Colin A. Ross
Allan Memorial Institute in Montreal had brainwashing experiments. They treated Humans wrongly in an ethical point of view, bringing Nazi experiments into it (reprogramming of brain to point they were vegetables). They thought of it as a step forward in psychiatry. Funded by the CIA. No informed consent.



“Biomedical Conflict of Interest” Arthur Schafer
Cases of Nancy Olivieri and David Healy
· Academic Freedom and Patient Safety in conflict with “vested interests”?
· Contemporary reality is that there is a complex relationship between researchers, subjects, and the institutions or companies that fund the research
“Dancing with the Porcupine: Rules for Governing the University Industry
Relationship” Steven Lewis et al.
Be careful when dancing with a porcupine (dodge the needles). 
AKA Universities need to be careful when invited for research by pharmaceutical industries.
Universities want innovations, but industries want money.
Rules needed to protect: public interest, academic freedom, and patient safety
If universities fail to innovate, they lose status in society. If industries lose money, they go out of business.
Conflicts: Industries want university to delay publications. Or universities move away from missions just to get funded research.
Academic Freedom vs. Patents or withholding of bad results?

Lewis: 161 million dollars spent funding Canadian universities. Why? They want proof that drug
works, or better than their competitors = sales.
However, there might be negative results, and researchers have a duty to publish them. However,
universities might move away from their mission.

Lewis et al. propose a set of regulations that would guard against the ill-effects and promote the potential positive effects. Their goal is to protect the intellectual integrity of university research in the fraught attempt it is making to dance with a porcupine







Lesson 10: Research with Incompetent Human Subjects

Therapeutic vs. Non-Therapeutic Research
Therapeutic research
When the patient (with condition or disease) is being used for research AND being treated for
his/her illness (data collection, technique evaluation, or the testing of new procedures or new
drugs)
Benefit for both humanity and the patient.

Non-therapeutic research
When patient (healthy) is used for research with no intent of benefit to the patient.
Therefore, it requires informed and voluntary consent from the patient. What about patients incapable of consent (children, incompetent adults)?
Benefit for humanity in general, not the person.

Relationship
HCP-patient relationship suggested is the fiduciary model. AKA trust governs the relationship. What if the physician only thinks about the research, not the patient. Then a very detailed informed consent is needed.
"Researcher must disclose everything to a potential research subject, even if the subject doesn’t ask to know specifics."

“Ethical and Human-Rights Issues in Research on Mental Disorders that May
Affect Decision-Making Capacity” Alexander M. Capron
Capron says IRB/REB can't perform their duty to review human research cases. If informed consent was not present, then IRB/REB approval of the human research case is not enough.
Capron says a person with said condition is needed to research mental disorders. So many institutes accept substituted consent.
Issues: Patient and physician might be blinded by their optimism of finding a new cure, which will mess up the rational consent process. Also, that the patient is not treated as a patient, but rather as a "case" (They value the results - data - more than HCP-Patient relation).

“Washout” studies
When does “therapeutic” in fact become “non-therapeutic”? When researchers focus on finding the benefit, then finding the benefit while benefiting the patient.

EX: Patient's effective drugs are removed to find side-effects.
So Patient having condition X does not mean that a study of condition X is therapeutic.

Capron recommends a strict adherence to informed consent or proxy consent, even when the
patient stands to benefit.

Ex: Families might be confused by difficult cases = consent to more harmful research to patients.

Minimal risk
Minimal risk can be defined differently by different people.
Allowing incompetent people to enroll in minimal risk studies = accepting to expose people without consent to risk.

“The Child as Research Subject” Lainie Ross
Should children be allowed to research programs with proxy consent?
Lainie Ross says it's morally right to allow children in research.

Ramsey: Children never allowed in nontherapeutic research because they can't give fully informed consent. Child is used as a means to an end, which is wrong.

McCormick: parental consent should be valid so long as it represented what the child would have
reasonably wanted were they of an age to give consent. Children should help society.

Ramsey says that you can do it, but keep in mind that it's morally wrong.

Ross: Hard to tell what the child wants, what will it become after the decision.

Constrained parental autonomy
Ross says parents should (instead of "best interests") have prima facie decision-making (is the
decision disrespectful of child's future?).

Children not persons yet, so Ramsey's point with Kant is wrong.

Children not used only as a means, since children might benefit with moral lessons.
Nontherapeutic research: Minimal risk is something parents do on a day-to-day basis for their child. So parental consent to research participation is ok.
Also, all children should be prohibited from participating in research that is non therapeutic and has more than minimal risks.

“Baby Fae: The ‘Anything Goes’ School of Human Experimentation” George J.
Annas
Fae a brave baby whose parents chose the only possible way of saving her life?
OR
 was she sacrificed for scientific progress?

The baby, Stephanie Fae, had a heart condition that would kill her in a few weeks. Dr. Leonard 

Bailey suggested the baboon's heart be transplanted in her heart. She survived for two weeks with that heart, but then began to worsen.

Annas: Creates false hope and improper informed consent. But the child would have died anyways, so it's fine no? Annals says no. Child would've never accepted the heart. And the consent process was weak.

Alasdair MacIntyre: There are two ways of being unethical, breaking the rules and blindly following them.

