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Unnatural Selection


Since the beginning of time, natural instinct has propelled humans to find a suitable mate and reproduce in our own image. Our current existence proves that we have mastered this task, however science is now declaring otherwise. According to science, our species has managed to lose its natural instinct at some point in the evolution of humanity, so it appears, and we cannot survive without the aid of technology to fix our mistakes. In the animal kingdom, offspring with disabilities or diseases are either abandoned or put to rest by their parents in order to save the species as a whole. Those that survive birth either live to reproduce, or die without passing on their genes to future generations. By the process of natural selection the “strong” have survived. Humans, however, have taken the balance of nature into their own hands, through the discovery of medicine, sanitary operations, and genetic research. With medical and technological discoveries we have been able to permit the “weak” longer life spans, therefore allowing unwanted and harmful genes to be passed on through the generations. Today we face the consequences and must accept that every human has a genetic disorder, even when low levels of penetrance allow some to appear healthier than others.


Today we are left with no other option than to fight the effects of intrusion with new methods of intrusions; but do we know when to stop? Is my genetic information a part of my partners “reproductive rights,” and will the probability of prevention outweigh the social and medical costs of knowing that information? Should the parent responsible for passing on harmful genes be held legally liable? No, but the excessive technological and biological information discovered through research has forced our generation to take on questions such as these and to consider the other possible legal, economic, and ethical consequences of our actions.

Medical Breakthroughs


The Human Genome Project was the catalyst to genetic research and the ideas of genetic engineering. After realizing that the human being is no more than a complex code of genes, one major question arose in medical research: can these genes be rearranged or even removed as a cure for genetic disease? The medical field is finally able to look into preventative steps rather than deal with diseases already in effect. According to the Principle of Beneficence, prevention of harm has priority over the removal of harm. However, before we bother discovering if gene removal is even possible, we must ask what unknown secondary effects might come from the removal of unwanted genes, and what effect they may have on future generations. In other words, although genetic testing may be promising for our children, will new genetic disorders emerge in third and fourth generations due to our actions? If so, should we still pay the costs of innovating new genetic tests? As reported by Aileen Shinaman, genetic testing has already differentiated between people that are sick and people at risk (Shinaman 590, emphasis added), but risk is not an exact science. If my partner is guaranteed the right to my genetic information, minimal action can be taken as a result of that information. According to Edward McCabe, “[The Genome] is not wrong, it’s just so incomplete that it ends up not being terribly informative.” Also as stated by Janssens in a letter to the editor, “Optimism about the public health opportunities is counterbalanced with skepticism; since genetic factors appear to play a role in only a minority of patients with complex diseases, the number of genes involved is large, and their penetrance is incomplete” (Janssens 585). Consequentially genetics may be less important to current health care than we expect. Due to this level of doubt, not to mention legal and ethical questions that arise with the information, many people are hesitant to legalize genetic research.


Fortunately for those in favor of legalized testing, even incomplete information can be a guide for decision-making. Although it is not necessary that reproductive partners know each other’s genetic makeup, as it was not important even 20 years ago, more options are left open when the information is available. Knowing my genetic makeup, and that of my partner, will not guarantee prevention, but we may better prepare for possible costs of birth defects and even consider abortion. Indeed parents have several options when they take their genetic information into consideration. Amniocentesis, which tests amniotic fluid in the uterus, or chorionic villus, which samples cells from the placenta, are testing options for the fetus, but because they are intrusive procedures there is a high risk of spontaneous abortion after the testing. Parents take on the risk of naturally aborting the fetus even when the results come up perfectly normal (Schaffhausen 2, Berube 73). Parents can avoid said situations when they are willing to release their own genetic information before conception, but by no means should those people be forced to give their information.

If prevention is the foremost goal of the medical field, the only true form of prevention is the prevention of reproduction. As unethical as it may seem today, it must be understood that the cure of a genetic disorders does not prevent that gene from being passed on through gametes. In order to ensure zero risk of the specific gene being passed on, all genes of that person should be prevented, either by sterilization or a vow not to reproduce. This roots back to the idea of natural selection, which has kept the human species from extinction thus far. Nevertheless if genetic testing does becomes a regular prenatal procedure, reproductive rights will no long be merely the “right to (or not to) choose” abortion, but the right to (or not to) get genetically tested, and the right to (or not to) genetically enhance an offspring’s chances of life. Thus a simple medical procedure becomes a largely legal controversy.
Legal Consequences

In circumstances where the parents chose not to release their genetic information, some information about the parents can still be obtained through prenatal testing of the fetus. This raises concerns in health care and insurance coverage. Whereas I would want the best chances of medical survival for my child and therefore permit testing in order to prevent or cure diseases, the child’s results may deter my chances of insurance coverage or job security. Where I have scored a medical plus for my child, I face the threat of several economic and social negatives for my family. 

Other legal issues arise as a result of shared genetic information. In cases of adoption, genetic knowledge can be used both against the child and the potential parents. Adoption agencies may discriminate against the potential parents by questioning their abilities, or potential parents can discriminate against the child because genetic disorders make the child “too costly” to adopt (Peters 1035). Under Rule 35 of the Federal Rules of Civil Procedure, such discrimination has been allowed to go on, especially when the courts do not know how to interpret the information. “In one child custody case, at the father’s request, the court ordered a woman with a family history of Huntington’s Disease to undergo genetic testing for the mutation, presumably to prove her unfitness as a mother” (Shinaman 591). In cases such as these, forced testing may produce unexpected results in which the person would have chosen not to know, even about themselves.


Still today there are legal conflicts over the right to informed consent and abortion. Before genetic testing is introduced as an affordable medical option, legal officials need to address specific issues. Many people argue for their privacy under the fourth amendment of the United States constitutions, which states that everyone has the “right to be secure in their persons,” implying all personal matters including genetic make-up, however because of the overuse of the fourth amendment, it is beginning to lose its validity in many cases. Additional privacy laws should be enforced to ensure a patient’s right to keep private matters private. For example, personal information is a form of property and should be protected under property laws. An emerging field of law and economics lies in the notion of “Intellectual Property Rights,” so what is to say that genetic information is not property rightfully owned by an individual? Discrimination laws should apply to genetics as it does to physical, psychological, and cultural differences. Genetically engineering babies should become an illegal matter, just as performance enhancing drugs are in sports and the work force. 
Some may argue that while only the wealthy will afford to genetically enhance their children, the lower social classes will be pushed farther into the asocial abyss. Thus, health care should be legally guaranteed to those who need it. Rather than protecting people already with low risk health problems, health insurance coverage will become more essential to those who are diagnosed at birth for higher risk. Genetic research can be a benefit to society so long as society knows where to draw the line. As said by Peters, “Laws promoting genetic information without discrimination will contribute to better health care rather than deny it” (Peters 135).

Economic Consequences


If integrated into society in a rational manner, genetic research may have astounding effects on the economy as well. Currently, genetic screening is priced at $620,000 but is predicted to be as cheap as $1,000 in the future (Pray 1). Even at $1000 genetic testing will only be available to the upper classes of society, therefore widening the gab between economic brackets. However, as research takes off and information is better understood, the procedures will be more applicable to low-income families. People tend to look only at the immediate effects of change but so how can this benefit the lower classes? Although it will be primarily the upper class families that benefit from new technology and testing, they are also at the highest risk of the defective technology and testing. Once the quirks have been weeded out through experimentation with the wealthy, methods of use will becomes more efficient, less costly, more advanced, and readily available to the lower classes. If society expects testing benefits to exceed the costs before prices can be lowered, higher taxes can make it a regular part of health care for everyone. By easing the burden of medical complications on lower income families, their income can be allocated towards more socially productive means. On a personal note, I may be able to make better financial decision if I take my partner’s genetic information into account before starting a family. If we are at high risk of reproducing children with expensive medical needs, I may choose to wait until my career takes off to reproduce, adopt, or even chose a different reproductive partner. Unfortunately this concept turns children, and even partners, into cost efficient commodities worth consuming rather than caring for. 

Like all new discoveries, genetic screening will have a double effect. There are both good and bad effects of socially accepting genetic testing.
It is always the secondary effects that leave a lasting impact on future generations. As said before, demanding the genetic information of our reproductive partners will allow us to genetically enhance, protect, or at least lower the risks of childrearing. By knowing that risk ahead of time, we are able to make better economical and seemingly rational choices for our future. But we also take on the risk of losing health coverage, allowing our genetic information to determine court decision, and even discover fatal information we would prefer not to know about ourselves. Besides the impact that genetic testing will have on our personal decisions, society as a whole will be influenced.
Ethical Questions


Still we have to consider ethical values and varying cultural beliefs in addressing genetic outcomes. When discussing genetic counseling, Ted Peters in the Christian Century wrote, “conflicting values between couples, hard to interpret risk percentage analysis and fear of the unknown create more anxiety than help in genetic counseling” (Peters 1036). Worse yet, people fear a new era of eugenics, which genetically separate the superior from the inferior. “A culturally reinforced image of the desirable child—the perfect child syndrome—may lead couples to try repeated pregnancies, terminating the undesirables and giving birth only to the ‘best’ test passers” (Peters 1037). Peters applies this problem to disabled people that fully enjoy the life they live but others perceive as “unnecessary and expensive expenditures to an otherwise healthy society.” On the other hand, Ted Peters also reported that compassion accounts for 3-5% of abortions, relating to the Principle of Nonmaleficence. By terminating the pregnancy when a child is expected to experience suffering after its birth is a way of avoiding harm to that child. “The grieving parents see their decision [to terminate the pregnancy] as an expression of love, not a denial of love” (Peters, 1036).
The teleological view, which states that a deed is good if the ends justify the means, can be applied to most unpopular ethical situations. In the case of handicapped or undesirable births, whereas most humanists would believe such acts to be unethical, others would see it as the best for the future community, ridding it from burdens, and essentially taking back the natural imbalance we have caused upon ourselves. Unfortunately the means cannot be justified by the end until after the fact, and no one can accurately foresight into the future in order to know how the end will turn out. Hindsight may be 20/20 but foresight certainly is not.

Conclusion

Today we must fix the social and ethical problems of our own legal systems and community-based foundations before we can allow something so uncertain as genetic information to be introduced to the masses. As Rayna Rapp
 quoted in Testing Women, Testing the Fetus, “How do we convey a chromosome risk when a low-income pregnant Afro-Puerto Rican woman experiences a one hundred percent chance of running out of food stamps this month, a twenty-five percent risk of having one son or brother die in street violence, and an eighty percent chance of getting evicted by the end of the year? A 1-in-180 chance of having a child with a chromosome abnormality at age thirty-five is probably the best odds she’s facing” (Berube 75). Although I may never adopt a child and have the fear of discrimination; although I may never end up in a child custody case and have the fear of genetics determining my ability as a mother; although I may never fear running out of food stamps; and although I may not have a chromosomal defect in which to worry about, my genetic information is my own property and by no legal means should a partner or family member be able to force that information from me. Only when all social, economic, and legal fears of releasing genetic information have been addressed and readily accepted by all of society will it be justified to legally demand that information. We must fix the problems of today before we create the problems of tomorrow.

Works Cited

Berube, Michael. “Biotech before Birth: Amnio, Abortion and (dis)Ability.” Tikkun v15 issue 3.

Janssens, W. “Revisiting the Validity of Multiplex Testing in Complex Diseases.” American Journal of Human Genetics, March 2004.

Peters, Ted. “In Search of the Perfect Child: Genetic Testing and Selective Abortion.” Christian Century v113, October 20, 1996.

Pray, Leslie. “A Cheap Personal Genome? Optimism and Doubts Expressed at Discussion of $1000 Genome.” The Scientist October 4, 2002.

Schaffhausen, Joanna. “Making Better Babies: Researchers Say Genetic Fetal Testing Is Limited by Outdated Concepts.” ABCNews.com, January 23, 2004.

Shinaman, Aileen et al. “Preempting Genetic Discrimination and Assaults on Privacy: Report of a Symposium.” American Journal of Medical Genetics v120A, issue 4. 

� As quoted by Berube page 75





PAGE  
8

