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ABSTRACT 

 

Author: Nathaniel D. Riggan 

Title: The Medicalization of CRISPR/Cas Gene Editing as it Applies to Reproductive 

Autonomy 

Supervising Professor: Hong Qiao, Ph.D. 

 

CRISPR/Cas is a bacterial defense system whose application to gene editing was 
discovered in 2014. As indicated by the growing amount of research, this technology has the 
potential to revolutionize the treatment of genetically inherited diseases. But with it comes 
unique ethical dilemmas. At its core, gene modification is a eugenic practice, which many 
associate with the Nazi regime and sterilization practices performed throughout the mid-
twentieth century. This raises valid concerns about autonomy and its reconciliation with state 
interference. And the question is even more complex when we consider the use of gene editing to 
produce so-called designer babies. With the entrance of gene modification technology into 
medicine, what are the implications for reproductive autonomy? 

After introducing the CRISPR/Cas mechanism, I will discuss the concept of 
medicalization and the development of reproductive technologies. This will lead into a 
discussion of eugenics and the distinction between treatment and enhancement, which will serve 
as an introduction to a larger analysis of autonomy. The conclusions drawn in this section will 
then be applied to regulatory and policymaking suggestions. I will end the paper with a 
discussion of the feminist critique of autonomy and its implications for informed consent.  
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CHAPTER ONE: INTRODUCTION 

 

 Whether its super soldiers or stormtroopers, genetic engineering has long been relegated 

to the fantasies of science fiction writers. But, as with much of fiction, these stories have some 

basis in reality. Genetic technology’s introduction into popular culture can be attributed to the 

exciting developments in that field of research during the late 20th century. Researchers were just 

learning how to crack the genetic code, with Watson and Crick’s famous paper on the double 

helix coming out in April of 1953.1 And as our knowledge grew, so did our ambitions. The 

Human Genome Project launched in 1990 with claims of having the potential to revolutionize 

medicine. Remaining firmly within the confines of genetic reductionism, many believed that 

decoding the human genome would give us the answers needed to treat genetic diseases and 

disabilities. However, even though we could read the genetic language, the result of the project 

was not nearly as revolutionary as many imagined. To the surprise of many, much of the genome 

appeared to be useless, so-called junk DNA. Researchers also soon realized that many human 

traits and behaviors simply could not be reduced to a clear genetic basis. There was no single 

gene linked with intelligence or strength. And for all the useful information gleaned from the 

human genome, we still had no way of altering the code itself. Reckless attempts at doing so 

were often met with tragic results. In 1999, 18-year old Jesse Gelsinger died after being subject 

to an experimental gene therapy intended to treat a rare liver disorder.2 Since this incident and 

																																																								
1	J.	D.	Watson	et	al.,	“Molecular	Structure	of	Nucleic	Acids,”	Nature;	London	422,	no.	

6934	(April	24,	2003),	737–41.	
	
2	Sally	Lehrman,	“Virus	Treatment	Questioned	after	Gene	Therapy	Death,”	News,	

Nature,	October	7,	1999,	https://doi.org/10.1038/43977.	
3	Bolotin, Alexander. “Clustered regularly interspaced short palindrome repeats 

(CRISPRs) have spacers of extrachromosomal origin.” Microbiology, vol. 151, no. 8, (Jan. 
2005), 2551–61 
 

4	Barrangou, R, et al. “CRISPR provides acquired resistance against viruses in 
prokaryotes.” Science (New York, N.Y.)., U.S. National Library of Medicine, (23 Mar. 2007) 
	

5	Deltcheva, E, et al. “CRISPR RNA maturation by trans-Encoded small RNA and host 

	
2	Sally	Lehrman,	“Virus	Treatment	Questioned	after	Gene	Therapy	Death,”	News,	

Nature,	October	7,	1999,	https://doi.org/10.1038/43977.	
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the underwhelming results of the Human Genome Project, popular interest in genetic 

modification has gradually died down. Many viewed the technology as unfeasible and potentially 

dangerous, a subject that only belongs within the scope of science fiction. However, interest in 

this field of research has been reignited by the recent discovery of the CRISPR/Cas system. 

 In this paper, I intend to analyze the development of genetic modification as a 

reproductive technology and the implications it may have for autonomy and parental rights. I 

will begin with an introduction on the CRISPR mechanism and the history of its development 

over the last few decades. This section should provide a better understanding of how CRISPR 

works and why it is so revolutionary in comparison to other gene editing technologies. I will also 

differentiate the potential applications of CRISPR, with a special focus on the distinction 

between germ line and somatic cell editing. The following chapter introduces the concept of 

medicalization and the relevance of gene modification to reproduction. This will serve as a 

transition into the main body of the paper, which focuses on reproductive autonomy and the 

complications created by state interference, fetal rights, and discriminatory attitudes. I break this 

discussion into two perspectives that each present a unique viewpoint on how these ethical 

questions should be addressed. The eugenic perspective considers autonomy in light of CRISPR 

being a eugenic technology, keeping in mind the tragic history associated with supposedly 

improving the genetic makeup of a population. This chapter places a particular emphasis on how 

we reconcile reproductive autonomy with reproductive responsibility. I also review the concepts 

of treatment and enhancement in order to bring some further clarity to the distinction between 

gene therapy and designer babies. The feminist perspective continues the discussion of 

reproductive autonomy with a critique on traditional philosophical approaches that oversimplify 

the concept. No situation exists in a social vacuum, so it is vital that we consider the social 
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context surrounding reproductive decisions. This feminist critique also extends to the notion of 

informed consent. The conclusions drawn from these sections will finally be used to inform 

policy and regulatory suggestions.  

 

A BACTERIAL DEFENSE MECHANISM 

 CRISPR is an acronym that stands for “Clustered Regularly Interspaced Palindromic 

Repeats.” These small DNA sequences were first described in the genome of E. coli in 1987, 

although little was known about their function at the time. Over the following two decades, 

researchers obtained more information on these peculiar patterns, eventually discovering an 

accompanying enzyme called “Cas.” This endonuclease demonstrated the ability to target the 

CRISPR sequences discovered decades prior, making precise cuts in the double-stranded DNA3. 

During this same period of knowledge seeking, researchers also discovered CRISPR’s 

pervasiveness throughout the bacteria and archaea domains, suggesting that evolution had 

favored the persistence of these mysterious DNA repeats and their corresponding nucleases. 

However, much of the puzzle surrounding the function of these sequences remained unsolved 

until the discovery of protospacers. Wedged in between the now-famous CRISPR repeats, these 

twenty or so base pair sequences were shown to directly correspond with the genetic material of 

bacteriophages, the eternal enemy of prokaryotic life. Although suspected by many, the function 

of CRISPR/Cas as an adaptive bacterial immunity was not confirmed until 2007 when Dr. 

Rodolphe Barrangarou and his team demonstrated that a bacterium will naturally incorporate the 

																																																								
3	Bolotin, Alexander. “Clustered regularly interspaced short palindrome repeats 

(CRISPRs) have spacers of extrachromosomal origin.” Microbiology, vol. 151, no. 8, (Jan. 
2005), 2551–61 
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protospacer sequence of an invading virus into its own genome4. Should the same virus ever 

infect the bacterium, the Cas enzyme will use the incorporated sequence to locate the viral DNA 

and cut it, thereby destroying the invader. As these bacteria replicate, so does this acquired 

immunity, eventually accumulating into an arsenal of defenses with a precision at the atomic 

level.  

 

Gene-Editing with Molecular Scissors 

 In the first step of the CRISPR/Cas mechanism, cellular machinery transcribes the 

bacterium’s CRISPR sequence, producing a long single-stranded RNA molecule called pre-

crRNA. Individual protospacer transcripts, known as guide RNA (gRNA), are subsequently 

displaced from the rest of the CRISPR array and fused to a structural RNA molecule called 

tracrRNA5. The tracrRNA then readily binds with the Cas enzyme, allowing the gRNA to 

function as a homing device, searching the cell for its complementary sequence. If such a 

sequence is provided, the Cas-RNA complex will latch on. However, this enzyme complex poses 

a threat for the bacterium if it cannot distinguish between its own DNA and that of an invader. 

As such, an additional step is required before the activation of nuclease activity. Once the Cas-

gRNA complex binds its complementary sequence, it must locate an additional DNA motif just 

downstream. This small, 2-6 base pair DNA sequence, called the protospacer adjacent motif 

(PAM), is located within the viral genome but not that of the bacterium, thereby preventing any 

damage done to the host cell. The PAM sequence is also specific to the Cas enzyme under 

																																																								
4	Barrangou, R, et al. “CRISPR provides acquired resistance against viruses in 

prokaryotes.” Science (New York, N.Y.)., U.S. National Library of Medicine, (23 Mar. 2007) 
	

5	Deltcheva, E, et al. “CRISPR RNA maturation by trans-Encoded small RNA and host 
factor RNase III.” Nature., U.S. National Library of Medicine, (31 Mar. 2011),  
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question, further increasing the specificity of this gene editing system. The Cas enzyme (Cas9) of 

Streptococcus pyogenes, for example, requires the presence of a 5’-NGG-3’ motif before 

activation. However, when all these prerequisites are met, CRISPR can be used to perform 

double-stranded DNA breaks in a variety of cell types, including those of eukaryotes. 

Researchers can then manipulate the natural repair machinery of these more complex cells to 

generate a mutation at any desired locus with incredibly high precision.  

Although three classes of CRISPR-Cas systems have been identified, Type II is of the 

most interest to researchers. This class is unique from the other two in that it only requires a 

single Cas enzyme to carry out the gene editing process described above. The Type I and III 

systems, on the other hand, utilize a series of Cas enzymes that perform specified functions, 

greatly complicating their applicability. This brings up an important point on why CRISPR has 

generated so much interest. The most striking difference between this gene-editing technology 

and preexisting ones like TALEN and Zinc Fingers (ZNF) is in both its efficiency and simplicity. 

CRISPR-Cas only requires an alteration of its gRNA in order to change target specificity. 

TALEN and ZNF require a complete redesign. These two systems are entirely human-made, 

meaning they must be built from the ground up upon any small change in the approach. CRISPR 

greatly simplifies the use of gene-editing technology in a laboratory setting, even hinting at the 

possibility of its future application in medicine. By designing a single-stranded guide RNA, 

which can also be readily ordered online, researchers can direct the Cas enzyme to target, and 

therefore alter, any sequence of DNA they choose. And the use of CRISPR systems in not only 

limited to the originally discovered Cas enzyme. Researchers have discovered several alternative 

enzymes that have their own unique properties and applicability. For example, Cpf1 is the 

endonuclease used by the CRISPR mechanism of the Francisella novicida bacterium that was 
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uncovered just a year after CRISPR itself in 2015.6 As opposed to Cas9, this molecule 

recognizes a PAM sequence of 5’-TTTN-3’ and does not incorporate tracrRNA into its enzyme-

RNA complex. In this way, Cpf1 greatly simplifies the use of CRISPR and increases the scope of 

sequences it can modify. Similar developments in research have demonstrated the vast potential 

of the CRISPR system, as well as how much we still have yet to learn. Nonetheless, the gap 

between science and medicine is gradually narrowing, so it is crucial that we address the ethical 

questions this technology raises before it is simply too late. In the following section I will review 

the immediate ethical dilemma sparked by CRISPR’s discovery and how that reaction has 

dictated future research.  

 

THE IMMEDIATE RESPONSE 

 Dr. Feng Zhang and his team of researchers were some of the first to demonstrate the 

incredible potential of this gene-editing mechanism7. In 2013, his lab used CRISPR to 

successfully edit the genome of both human and mouse cells with a fairly high efficiency. By 

altering the CRISPR mechanism to only generate a single-stranded nick, Zhang significantly 

decreased the occurrence of unintended off-target mutations. Zhang and company also 

demonstrated ability to encode multiple gRNAs into a CRISPR array, thereby enabling the 

simultaneous editing of several sites in the genome. Although the potential of this novel gene-

editing system was apparent to most researchers, the rapid advancement shown in Zhang’s 

research shocked the scientific community. Considered premature and reckless by many, 

																																																								
6	Bernd	Zetsche	et	al.,	“Cpf1	Is	a	Single	RNA-Guided	Endonuclease	of	a	Class	2	

CRISPR-Cas	System,”	Cell	163,	no.	3	(October	22,	2015):	759–71.	
	
7	Zhang, F., et al. “Multiplex Genome Engineering Using CRISPR/Cas 

Systems.” Science, vol. 339, no. 6121, (Mar. 2013), 819–23. 
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Zhang’s use of human cells drew condemnation from bioethicists and geneticists alike. However, 

it demonstrated what was possible, and so the floodgates opened. Publications on the CRISPR-

Cas system have rapidly increased since 2013, with more and more of its potential being 

uncovered everyday.8 As such, bioethicists have started a serious discussion about how to 

responsibly use CRISPR, both in research and medicine.  

 The most immediate concern over CRISPR came from its potential to alter the germ line 

of humans. As opposed to the genetic material of somatic cells, the DNA of germ cells can be 

transmitted to following generations, meaning that any off-target mutations could spread 

uncontrollably. In a medical context, this creates an obvious problem, but even the use of germ 

line modification in a laboratory setting raises ethical concerns. In 2014 both David Baltimore 

and Jennifer Doudna, a pioneer in the research on CRISPR, called for a moratorium on its 

application in germ line editing.9 Most of the criticism generated was directed towards 

researchers in China, where regulations on genetic research are far more lax than those of the 

US. Another issue, specific to CRISPR’s use in medicine, is the democratization of the 

technology. Regulatory agencies like the FDA must approve whether this technology can reach 

consumers, but there is no clear indication of how physicians will decide who receives treatment. 

Patenting further complicates this problem. There have already been disputes, most notably 

between Doudna and Zhang, over the patent for the technique’s use in human cells. CRISPR/Cas 

also significantly increases the efficacy of creating gene drives, which were initially proposed in 

2003 by Dr. Austin Burt. Gene drives can be used in a range of applications, from eliminating an 

																																																								
8	Quan-sheng	Du	et	al.,	“Visualization	Analysis	of	CRISPR/Cas9	Gene	Editing	

Technology	Studies,”	Journal	of	Zhejiang	University.	Science.	B	17,	no.	10	(October	2016):	
798–806.	

	
9	David	Baltimore	et	al.,	“A	Prudent	Path	Forward	for	Genomic	Engineering	and	

Germline	Gene	Modification,”	Science	348,	no.	6230	(April	3,	2015):	36–38.	
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invasive species to preventing the transmission of malaria to mosquitoes. Either way, the 

potential to disrupt ecological balance presents a distinct ethical concern. However, the most 

popular ethical debate CRISPR has raised concerns its application as a non-therapeutic gene 

treatment. Although the technology is still decades from that point, and still may never even get 

there, the potential of so-called “designer babies” has garnered a lot of attention from the public. 

And the ethical question is compelling - what happens when we have the ability to make people 

smarter, stronger, or more resilient to disease?  

 

Germ line vs. Somatic Cell Editing 

By editing the genetic material of a sperm, egg, or even an early embryo, researchers can 

confer heritable mutations to human cells. Any changes will be seen in future populations until 

those with the mutation are all deceased or all their children have their genome altered again. In 

contrast, somatic cell editing would not affect the germ-line, thereby protecting the human 

genome from risking any permanent or nearly irreversible damage. This method of gene therapy 

is not without its own risks, however. Any alterations made by CRISPR would still be permanent 

for the individual treated, so the possibility of late-onset side effects remains. A primary reason 

for ethicists’ preference for somatic alterations is the ability to control and prevent these 

unintended consequences. Proponents for germ line editing often point to its potential to 

eradicate disease from the human population, a quality that somatic cell editing can also claim, to 

an extent, but at a far greater effort and financial burden. The difference fundamentally comes 

down to the fact that germ-line editing carries much more risk, not only in implementation but 

also experimentation, than somatic cell gene therapy. Aside from questions concerning the ethics 

of gene editing in general, it seems that the justification for either method at least partly depends 
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on the notion that the potential benefits outweigh the risks. In this sense, germ-line editing can 

find further justification if the associated risks – eradicating disease seems like a good enough 

benefit – can somehow be mitigated. 

One of the main reasons for the concern surrounding germ-line editing is simple, but not 

to be understated – we simply do not know. Although the human genome has been decoded for 

over a decade now, we still do not know the function of every gene, especially not in the context 

of gene networks that consist of hundreds if not thousands of interdependent mechanisms. This 

notion is demonstrated in a 2004 study on anesthetic tolerance among people with different hair 

color.10 It was found that populations of red-haired individuals, who we know have some form of 

mutation in the MC1R gene that causes the red pigment, also have a significantly higher 

tolerance for the anesthetic desflurane. Hence the difficulties with even editing well-studied, 

well-documented genes, including those as seemingly benign as hair color. Altering the genes 

directly linked to disease could prove even more consequential. Needless to say, germ line 

editing raises a host of its own ethical questions concerning generational responsibility and 

disease prevention. Because the debate over germ line editing would require an entire thesis on 

its own, I will focus my discussion on somatic cell modification. In doing so, I hope to limit the 

scope of this paper to reproductive autonomy as it pertains to immediate health complications 

and enhancement procedures. It stands to reason that, should gene editing ever pass through 

doors of medicine, somatic cell editing would enter long before its counterpart. And this is 

reflected in the ongoing research on CRISPR/Cas. As our understanding continues to grow, 

somatic cell gene editing is constantly refined and improved upon. Although it may not be 

																																																								
10 Liem EB, et. al. “Anesthetic Requirement is Increased in Redheads.” Anesthesiology. 

(2004), 279–83.  
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happen for another twenty years, the medicalization of this technology will have a profound 

effect on our healthcare system and our understanding of reproductive freedom. In the following 

section I will review the concept of medicalization and the development of gene modification as 

a reproductive technology. In doing so, I hope to demonstrate the increasing feasibility of gene 

therapy and establish its relevance to autonomy and reproduction.  
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CHAPTER TWO: THE MEDICALIZATION OF REPRODUCTION 

 

PREGNANCY, CHILDBIRTH, AND HEALTHCARE 

 As humanity becomes more knowledgeable of medicine and disease, more facts of life 

fall under the umbrella of healthcare and within the scope of the medical system. Historically, 

this is largely seen as beneficial, even essential, to the survival and advancement of our species. 

Our knowledge of nutrition has enabled us to understand and treat conditions like diabetes and 

cardiovascular disease at the small price of a finger prick or regular doctor appointments. The 

development of antibiotics makes treating a variety of illnesses as easy as heading to the local 

health clinic. However, this interaction with the medical system grows more intrusive as the 

subject of medicalization becomes more private, more personal. Many argue that the HIV/AIDS 

pandemic in the 1980s led to a medicalization of sexuality, making LGBTQ people subject to 

scrutiny by the healthcare system11. Even now one can argue that our knowledge of STDs, has 

made urine/blood tests a cultural norm not just limited to those suspected of some presupposed 

deviancy. In the case of reproduction, this process of medicalization has been in the making for 

centuries. It is important to note that the act of medicalization is not just a response to biological 

fact, but also heavily dependent on societal context. For example, we have seen a dramatic rise in 

diagnoses of attention deficit hyperactive disorder (ADHD), and more kids are prescribed 

medication as a result. However, this trend cannot be readily ascribed to an increase in the 

incidence of illness. Advancements in primary education over the last 100 years have increased 

attendance rates dramatically, meaning more adolescents are in an environment where symptoms 

																																																								
11	Parker, Richard G., et al. Framing the sexual subject: the politics of gender, sexuality, 

and power. University of California Press, (2000), 3 
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of ADHD can be easily observed (or misinterpreted). This is just one of several confounding 

variables in the widespread diagnosis of ADHD. Many sociologists claim that the act of making 

school-performance a medical issue is an example of the medicalization of deviancy12. The 

concept of prescribing medication to treat behavior deemed “unfit” by society is worrisome at 

best and utterly terrifying at worst. I bring this up to demonstrate that medicalization manifests 

itself in a variety of ways and its contingency can be fickle, beholden to feelings and perceptions 

and only partly to fact.  

 Most would agree that childbirth belongs, at least partly, within the scope of the 

healthcare system. In 2015 the World Health Organization (WHO) estimated the maternal 

mortality rate of developed countries to be 12 in 100,000 compared to 239 in 100,000 for 

developing countries where access to quality health services is much more limited13. And yet 

both these numbers are magnitudes greater than centuries past when childbirth was limited to the 

confines of one’s home and the occasional wet nurse afforded by wealthier couples. However, 

these advancements did not all occur at once. The medicalization of childbirth was a process in 

itself, beginning with these bedside health providers and culminating into in-patient stays with 

epidural treatment and round-the-clock nurses and physicians trained to care for a variety of 

potential complications during labor. And just as childbirth came to fall under the scope of 

medicine, so has pregnancy. Many aspects of this medicalization do not even involve direct 

medical intervention. In developed countries, pregnant women are expected to be aware of the 

																																																								
12	Mayes, Rick, et al. Medicating children: ADHD and pediatric mental health. Harvard 

University Press, 2009. 
	

13	Alkema, Leontine., et al. “Global, Regional, and National Levels of Maternal Mortality 
Between 1990–2015, with scenario-Based projections to 2030: a systematic analysis by the UN 
Maternal Mortality Estimation Inter-Agency Group.” Obstetrical & Gynecological Survey, vol. 
72, no. 1, (2017), 11–13. 
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many risks their diet, nutrition, and day-to-day behavior may pose to the fetus. However, while 

we can all agree that it is important to know that smoking and drinking are harmful to the unborn 

baby, the discussion becomes much less one-sided when applied to conception.  

 

CRISPR in Reproduction 

 We traditionally refer to it as “the act of conception,” although this has become more of a 

misnomer in the last few decades. I would argue that “the process of conception” is a more 

accurate term, and I believe this will only be truer in the not-so-distant future. Just in the last few 

decades it has become increasingly routine to test fetuses for a variety of ailments like genetic 

and morphological disorders. Ultrasounds are now a fundamental part of the pregnancy process, 

and tests that screen for disorders like Down syndrome are quickly becoming more 

commonplace. Now with the CRISPR revolution looming ever so closely, what impact can we 

expect this technology to have on the process of reproduction? In 2015 Chinese researchers 

successfully used CRISPR to modify human embryos containing a mutation that causes beta-

thalassemia14. While this exciting medical feat demonstrated just how powerful CRISPR can be, 

it also sparked outrage throughout the scientific and medical communities. Many pointed to the 

low success rate and the presence of off-target mutations as reasons for why this technology is 

too dangerous to be applied in humans. Others suggested that even research on human embryos 

should be forbidden. Nonetheless, experimentation has continued, and just this last November, 

researchers in the US announced that they have successfully corrected a mutation for 

																																																								
14	Liang, Puping, et al. “Correction of β-Thalassemia mutant by base editor in human 

embryos.” Protein & Cell, vol. 8, no. 11, (2017), 811–22. 
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hypertrophic cardiomyopathy (HCM) in human embryos15. This disease causes thickening of the 

heart wall and is the leading cause of cardiac death among young athletes in the US. This time, 

however, the experiment had a success rate of 72% - significantly higher than the 50% success 

rate of the beta-thalassemia study. The research on CRISPR’s embryonic applications is only 

growing, despite outcries from bioethicists, so it is becoming increasingly more important to take 

this conversation outside of its theoretical context. If we assume that access to CRISPR and any 

potential biological side effects like off-target mutations are negligible, does this change its 

ethical justifiability?  

In answering this question I will be looking at the subject of reproduction from both a 

feminist and eugenics standpoint, as these two perspectives encompass very distinct and relevant 

ethical debates on the topic. The following two chapters will consist of a more philosophical 

discussion of genetic modification, in particular the questions it raises for reproductive 

autonomy. In the eugenics perspective, I will analyze how this type of technology can coexist 

with value pluralism and what this may imply for regulation. The eugenic practices of the past 

are the source of some of history’s darkest stories, so how can we avoid a similar fate? The 

libertarian perspective argues that we must maximize autonomy and minimize state interference, 

but this approach has some significant, possibly detrimental implications for health policy and 

reproductive responsibility. Taking this complexity into consideration, can we reconcile the 

libertarian view with the values we hold as a society? After this discussion, the feminist 

perspective moves away from the macro level to view the more detailed nuances of autonomy 

and reproduction as a whole. In a society with biases and discriminatory attitudes, how can we 

ensure that women and minorities are protected from potential misuses of gene modification? 

																																																								
15	Ma, H, et al. “Correction of a pathogenic gene mutation in human embryos.” Nature. 

U.S. National Library of Medicine, (24 Aug. 2017). 
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How does the existence of these biases affect reproductive freedom and, by extension, 

policymaking? Although these two perspectives only present a portion of the bioethical questions 

raised by CRISPR, they provide a sufficient analysis of many pressing issues within the debate.  
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CHAPTER THREE: THE EUGENICS PERSPECTIVE 

 

 As defined by Sir Francis Galton, eugenics is “the science of improving the genetic 

makeup of a population by controlling reproduction.” As benign as this description may sound, 

advocates of the theory have grown into some of the most hated and cruel figures in history. 

When eugenics became a concept that demanded the world’s attention, our eyes were directed to 

the horrors committed by Nazi Germany during the Second World War. Here reproductive rights 

were destroyed by a systematic slaughter of the “undesirable” population. And yet, regardless of 

society’s preconceptions of eugenics, we have, to an extent, accepted its practice in medicine. 

Preimplantation Genetic Diagnosis (PGD) allows parents to know the genetics of their future 

child while it is still in the embryonic stage of development. If the embryo shows a genetic 

disorder such Down’s syndrome or Huntington’s, the parents then have the option to reject 

implantation. In 1994 the Council of Ethical and Judicial Affairs condoned this procedure so 

long as the selection was strictly related to the future child’s health16. This ruling suggests that 

eugenics in itself is not evil - it entirely depends on the intentions and the means. However, even 

if the intentions are good and the means are morally sound, the unintended social consequences 

could still have a disproportionate impact on certain vulnerable populations. Further, it seems 

difficult to explicate which means constitute moral soundness and whether we can prevent or 

account for alterations to such a definition. For example, while the initial introduction of PGD 

generated enormous controversy, it is now generally accepted as a responsible measure to 

ensuring children’s’ future health. Many critics of genetic modification argue that by engaging in 

																																																								
16	Council on Ethical and Judicial Affairs, American Medical Association. “Ethical 

Issues Related to Prenatal Genetic Testing,” Archives of Family Medicine 3 (1994): 633–42. 
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any form of eugenics, we are bound to tumble down a slippery slope that results in more and 

more unethical applications. But where does this kind of thinking lead us? Or rather, where 

would it leave us? Religion has been a primary source of conflict for millennia, yet we do not 

prohibit its practice because we fear the potential for violence. Instead, we have cultivated the 

virtues of tolerance and respect so we may coexist as Muslims, Christians, Jews and the like. The 

importance of free speech and liberty simply outweigh religion’s potential for conflict. Even in a 

country that values a separation of church and state, we do not prohibit religion because we fear 

that its acceptance will lead to a convergence of the two institutions. However, this conclusion 

predicates itself on the understanding that religion is not a source of violence in and of itself, nor 

that its premises inherently conflict with our conception of governance. In order to accept genetic 

modification one must similarly recognize that it is not an inherent source of genocide or moral 

deterioration. The possibility of a slippery slope is very real, but it seems unreasonable that this 

hypothetical should resign us to a state of inaction that permits the suffering of those with 

horrible, debilitating diseases. It is erroneous to assume that one will end up at the bottom of the 

slope because it is slippery throughout. 

In this chapter, I intend to analyze the implementation of CRISPR gene editing in the 

context of it being a eugenic practice. Regardless of the fallacies of a slippery slope argument, 

the historical background of eugenics demands a greater understanding of how gene modification 

technology may be implemented in accordance with the values held by US society. Chief among 

these values is the right to seek out our own conceptions of the good life. Philosophers like 

Nicholas Agar directly address this problem, arguing that we should be wary of state interference 
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if we are to avoid the totalitarian eugenic practices of the mid-20th century.17 Agar’s libertarian 

view of gene modification technology provides some strong arguments in support of responsible 

eugenics, and a solid starting point for an analysis of autonomy. I will first discuss his arguments 

for using gene therapy as a treatment method and compare them to the arguments made by 

Buchanan, Brock, Daniels, and Wikler in their essay, “From Chance to Choice: Genetics and 

Justice.” Although Buchanan et al. do not directly address gene editing in this paper, their 

analysis of reproductive technologies, like pre-implantation genetic diagnosis (PGD), is still 

useful to understanding the ethical dilemmas that CRISPR may face. More specifically, 

Buchanan et al.’s arguments on the moral obligation to treat disease provide a useful insight on 

the limits of autonomy and, in turn, Agar’s argument. In the subsequent sections I will extend 

this discussion of autonomy to applications of gene editing that go beyond treatment: so-called 

enhancements. Because this topic largely extends beyond the scope of Buchanan et al.’s essay, I 

will use their Rawlsian framework as the basis of my analysis, focusing on how the notion of 

equality of opportunity applies to Agar’s liberal eugenics and autonomy as a whole. The 

conclusions drawn from these inquiries into treatment and enhancement will finally provide for 

an informed discussion of the access and regulation issues surrounding gene modification. How 

do we decide who gets to use it? How can we protect value pluralism without falling prey to the 

tyranny of autonomy? This last section will also include a greater analysis of John Rawl’s 

concept of resource distribution.  
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THERAPY VS. ENHANCEMENT 

So if eugenics is the premise and CRISPR is just the means, what are the intentions? Are 

we trying to treat disease or augment humanity? Many critics of eugenics who concede its use as 

a treatment ultimately reject it on the basis of its application as an enhancement tool. This line 

between enhancement and treatment has been a cause for concern among bioethicists since long 

before gene modification was even considered as a possibility. In this section I will attempt to 

determine whether drawing such a line is feasible or even relevant to the justification of eugenics 

in modern medicine. As previously mentioned, CRISPR can potentially repair genetic mutations 

that cause diseases like Huntington’s and cystic fibrosis. In this context, its purpose seems clear. 

Just as vaccines are used to prevent and eradicate certain bacterial and viral infections, so would 

CRISPR be used to prevent, and in the case of germ line editing, eradicate genetic diseases. 

Consider these two claims: 1) Gene modification serves to eliminate genetic disorders from the 

population, thereby augmenting humanity. 2) Gene modification serves to augment humanity, 

thereby eliminating genetic disorders. Although both arguments fall under the definition of 

eugenics, they hugely differ in their scope of what we can deem ethically justifiable. If we accept 

the former, then the use of CRISPR should be limited to alleviating disease, and its role as an 

enhancement tool should come secondary to this. In general, this argument falls within modern 

medicine’s current ethical framework. Vaccinations serve to prevent disease, but they also 

enhance our immune system. In this case, enhancement necessarily parallels the primary goal of 

preventing disease. The latter claim, on the other hand, suggests the opposite – gene modification 

serves to augment humanity and propel evolution, with its medical role coming secondary. If 

accepted, we would effectively condone the use of steroids and nootropics to gain an edge in 

performance, something that our current medical system defines as drug abuse. In the US these 
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drugs are only obtainable with a physician’s approval in order to determine a medical basis for 

their use.18 If we accept enhancement as a necessary consequence of treatment, but not the other 

way around, can we justify any procedure that qualifies as the former? Possibly, but this 

argument depends on whether we can reliably distinguish between what qualifies as 

enhancement and what qualifies as treatment. Bioethicists have pursued this endeavor for 

decades without any real consensus. Cosmetic surgery presents one situation in which the line 

between the two concepts seems to greatly blur. On one hand, receiving plastic surgery to 

increase job candidacy is perceived as enhancement. On the other hand, performing the same 

procedure on someone who has been physically disfigured is considered treatment. In neither 

case do we consider the surgery to be unethical, but most would feel there is a fundamental 

difference between these two scenarios. Does it boil down to what we consider to be normal? 

Premising our ethics on something so variable as societal acceptance is dangerous and 

backwards at best. The so-called treatment of gay men and women as being mentally ill is a 

horror story from history that stems from this same line of reasoning.19 And yet, the notion of 

normalcy appears essential to how we differentiate between enhancement and treatment. Nothing 

exists in a social vacuum, and it is crucial that such social perceptions are taken into account 

when discussing ethics. In the case of a genius that suffers brain damage, would restoring her 

intelligence to previous levels still be considered treatment? She will be enhanced when 

compared to the general population, but limiting her intelligence to average levels seems to be an 
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incomplete treatment at best. It is, therefore, more appropriate to consider the notion of normalcy 

as a relative term pertaining to the specific individual undergoing therapy. However, this 

definition directly conflicts with the case of a patient who was born with physical 

disfigurements. The procedure qualifies as a treatment at the individual level, but at the 

population level he is being returned to “normal.” Hopefully, it is now clear why the distinction 

between enhancement and treatment struggles to find any consistent basis. It is possible to 

consider enhancement as anything that is nonexistent in the human population, but this would 

justify the use of gene modification to alter one’s skin color from black to white as a form 

treatment. Considering these problematic scenarios, it would be easy to dismiss the distinction 

between enhancement and treatment as a nonissue- a semantic problem that has no moral 

relevance. This would be a mistake, however. The difficulty in reliably defining normality does 

not deny its existence or its relevance to daily life. As such, I will provide an analysis of the 

various definitions ethicists have provided over the years. This program is essential to a greater 

understanding of the moral differences and similarities between treatment and enhancement.  

 

What is Normal? 

 In her book, “Futures of Reproduction,” Catherine Mills delineates three classical 

responses to this conceptual ambiguity within the eugenics debate:  

 
1) a restrictive approach to genetic enhancement that maintains the distinction on 
the basis of a moral conception of human nature; 2) a moderately restrictive 
approach that attempts to base the distinction upon the non-moral conception of 
normal human functioning; and 3) those who reject the standard of normality and 
the correlative distinction between therapy and enhancement.20 
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I briefly reviewed examples of these different perspectives in the previous section, but I will now 

provide a greater discussion of their respective moral implications. Proponents of the first 

approach, like Jürgen Habermas and Frances Fukuyama, suggest human nature as a normative 

definition of normality. They argue that deviations from the natural pose a threat to our 

understanding of morality and justice. Habermas imagines a world in which pre-designed 

peoples cannot be held responsible for their actions because they were dictated by genetic 

modification.21 In his view, determinism effectively precludes autonomy. I disagree with this 

conclusion, however. It would be unreasonable to absolve a murderer of responsibility because 

he had a genetic predisposition for aggression. Whether this gene was deliberately placed or a 

result of the natural lottery does not make a difference in his intentions or their consequences. It 

is, therefore, difficult to say why human nature is normatively good and even more difficult to 

define what it consists of. Is justice natural? Is anything about human society natural? Without an 

answer to these questions, the normative standard of human nature is insufficient to define the 

normal and the distinction between enhancement and treatment.  

 The second response similarly considers human nature, but in a strictly non-normative 

sense of the term. Ethicists like Christopher Boorse refer to the empirical ideal of normal human 

functioning in order to distinguish between therapy and enhancement. He states, “Diseases are 

internal states that depress a functional ability below species-typical levels.”22 In the case of the 

genius, restoring her intellectual capacity to original levels would thus qualify as an 

enhancement. The procedure would stop being a treatment at the point she surpasses average 
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human intelligence. Because Boorse’s framework is non-normative, however, there is neither a 

restriction to receiving enhancement nor an obligation to receive treatment. The problem with 

this view is its reliance on the notion of species-typical in order to define normality. Such a broad 

biological approach to disease and health completely dismisses their important social and 

individual aspects. If baldness decreased the chance to find a mate, and, therefore, diminished 

reproductive fitness, it would be considered a disease within this definition. Yet beauty standards 

widely vary between cultures, and baldness may not produce the same limitations in another 

society with different values than our own. Boorse’s program ultimately reduces variability and 

diversity to a statistical average that abstracts the notion of normality from any practical context. 

In that case, should we consider health and disease in the context of societal norms? Is the 

normal a function of typical-societal functioning? 

 The third approach outlined in Mill’s quote serves as a direct criticism of this proposal. 

Proponents of this view suggest that any standardized conception of the normal, especially one 

so variable as societal normalcy, presents a direct threat to individual autonomy. For this reason, 

ethicists like John Harris reject the normal as a means of establishing the morality of either 

enhancement or treatment. Instead, “the moral imperative is the safety of the people and the duty 

to compare risks with benefits.”23 In an effort to preserve value pluralism, this libertarian 

program draws on John Stuart Mill’s harm principle.24 If an individual believes that a particular 

trait is harmful, then said individual has a right to prevent or remedy that harm. The debate of 

whether the procedure to remove that trait is considered enhancement or treatment is irrelevant in 
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this context. The issue with this argument, however, is its struggle to explicate what actually 

constitutes harm. Harris provides a feeble explanation that a harmful condition is any in which 

someone has a strong rational preference not to be in. Yet, as Mills points out, this determination 

depends on the perspective of a rational person. Although Harris claims “normalcy plays no part 

in the definition of harm and therefore no part in the way the distinction between therapy and 

enhancement is drawn,” he implicitly relies on some conception of a normal person in making 

his argument.25 His libertarian framework, therefore, cannot persist without a deeper, clearer 

understanding of normality.  

  These three perspectives, although flawed in their own ways, shed some light on how we 

can go about creating a distinction between enhancement and treatment. By breaking down the 

libertarian approach, we can see that individual choices are necessarily made in a normative 

environment. Our analysis of the nature-based and species-typical views also demonstrates a 

fundamental tension between objective measure and idealization of traits. Taking these lessons 

into consideration, Mills suggests a “theorization of norms and normativity that starts from the 

necessarily labile intersection and irreducibility of the social and biological.”26 Her approach 

begins with a discussion of Georges Canguilhem’s conception of normality as transmutable 

relationship an individual has with the environment within which he/she resides. For 

Canguilhem, the notions of health and disease are not related to any form of species-typicality or 

naturalness, but are instead defined by the conditions an individual considers necessary to 

personal flourishing. These conditions may be statistically anomalous, but this designation is 

irrelevant to a discussion of normality because “diversity is not disease…the anomalous is not 
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pathological.”27 Canguilhem goes on to claim that, as social beings, any one human’s interaction 

with the environment is necessarily defined by the socially adopted modes of living within it.28 

In other words, the notion of the normal is dictated by an individual’s relationship with his/her 

surroundings, which is in turn determined by the society that environment operates in. In the US, 

where children are expected to sit through several hours of teaching and then several hours of 

doing homework and studying, hyperactivity becomes a detriment to their ability to flourish. As 

a result, hyperactivity has been medicalized into Attention Deficit Hyperactive Disorder 

(ADHD). However, this condition is not pathological so long as it allows for the individual to 

meet the demands of his/her environment. A group of hunter-gatherer peoples would likely value 

the ability to rapidly shift attention from one stimulus to another. In this environment, 

hyperactivity is quite the opposite of a pathological condition. Therefore, “variation and disease 

are normative in the sense that they require consideration of the value of the living organism of 

divergences from its normal state of health.”29 In the context of the therapy-enhancement debate, 

this reasoning defines therapy as the removal of conditions that present a subjective obstacle to 

the affected individual’s flourishing. For the genius, a return to her original mental capacity is a 

treatment insofar as she believes anything less would hinder her capacity to succeed in her 

environment.  

If normality is subjective in the way Canguilhem describes, then there is no objective 

difference between enhancement and therapy. This distinction ultimately relegates itself to 

operational terminology, which can differ between individuals and the environments they reside 
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in. For the purpose of this essay, I find it more useful to divorce oneself from the exceedingly 

narrow theoretical framework of therapy-enhancement and consider the more grounded 

implications of gene-editing technologies in the real world. To begin, I will discuss reproductive 

autonomy in the context of treatment and later in the context of enhancement. It should be noted 

that “treatment,” as strictly operational terminology, will refer to the removal of physically or 

mentally debilitating illness for the remainder of this essay. “Enhancement” refers to all other 

applications of gene editing. Considering the fairly consistent Western understanding of disease, 

this distinction should suffice to prevent any confusion while remaining within Canguilhem’s, 

albeit loose, conception of normality.  

 

REPRODUCTIVE AUTONOMY 

 As reproduction grows further into the sphere of medicine, procreative liberties come 

under threat of external control by physicians and policymakers. However, Nicholas Agar argues 

that, in the absence of state interference, gene modification can expand these freedoms.30 

Providing parents with the power to correct genetic disease provides a previously unrealized 

capability. In this sense, gene modification inherently expands procreative liberty. The risk of 

genetically transmitted diseases places a restriction on affected couples that technologies like 

CRISPR would alleviate. This is especially the case for those who refuse PGD on the basis of a 

moral aversion to discarding embryos. However, in an effort to protect autonomy, Agar claims 

that parents will not have a moral obligation to perform gene modification, for this would be a 

violation of such liberty. In 2004, Melissa Rowland was charged with the murder of her stillborn 
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fetus for refusing to receive a cesarean section, which would have saved its life.31 By Agar’s 

reasoning, Ms. Rowland had no moral obligation to get the procedure and was therefore well 

within her rights to refuse. The pluralist value system to which Agar ascribes ironically 

diminishes the autonomy of her future child. Acutely aware of this counterargument, Agar 

maintains the “harm principle” articulated by J.S. Mill: Because Mrs. Rowland’s freedom to 

refuse the C-section depends on putting the fetus in harm’s way, her decision was not ethically 

justified. While it does agree with medicine’s general view on the subject, this claim entirely 

depends on our ability to define harm. In its attempt to reconcile the autonomy of the mother and 

the threat this autonomy may pose to the fetus, Agar’s liberal view of eugenics ultimately finds 

itself pitted between the liberties of two inextricably linked lives. Would it be harmful to 

knowingly give birth to a child with the Huntington’s mutation? In a world where procedures 

like CRISPR are readily available, it is difficult to justify one’s refusal to prevent such suffering. 

If we accept that this type of refusal is not justifiable, then it stands to reason that the 

newly observed freedoms provided by CRISPR are also paired with an obligation to prevent 

disease. Even though it does not necessarily constitute a legal obligation, a moral obligation, by 

definition, limits autonomy. In their essay on the subject, Buchanan et al. compare the 

obligations of genetic modification to those of conventional medicine.32 Just as we expect 

parents to vaccinate their children and generally keep them healthy, they would similarly be 

obligated to prevent disease through gene editing. An important caveat, however, is the 

reasonable expectation of genetic disease. In the case of PGD, it stands to reason that parents 
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should select the embryo with the highest likelihood of survival. For those who have committed 

to the procedure it seems that there is a moral obligation to ensure the best possible life. Yet we 

do not impose an obligation to have the procedure in the first place if there is no reason to 

suspect the possibility of any disease. Just as we do not expect every parent to partake in PGD, it 

appears unreasonable to expect the same for CRISPR. Consider the following claim: 

 
A women may intend not to test her fetus and abort it if such a disease is present, 
either because she considers abortion morally wrong or for other reasons. In that 
case, the higher the risk that the child will have a genetic disease or condition 
incompatible with a life worth living, the stronger the moral case that she does a 
serious moral wrong to that child in conceiving it and carrying it to term.33 
 
 

Whether one is obligated to perform gene therapy, therefore, depends on the likelihood of the 

disease in question. We would not condemn the parents of a child with Down’s syndrome, a 

disease that randomly occurs in only 0.14 percent of the population, for failing to undergo PGD 

or CRISPR treatment.34 Although it is difficult to define a precise probability at which this 

becomes morally wrong, Buchanan et. al correctly point out that the question exists on a moral 

gradient. This idea is further highlighted by their consideration of a disease’s severity. They 

importantly differentiate between a disease that is unlikely but severe and one that is likely but 

relatively livable. In doing so, Buchanan et. al consider the case of a wrongful life and a 

wrongful disability.35 The former case refers to a disease so severe that that the affected 

individual would be better off having never existed, such as Tay-Sachs. Although this disease 
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occurs in only one out of every 320,000 people, sufferers typically die before adolescence with 

symptoms progressing from deafness and blindness to full paralysis and an inability to breath on 

one’s own.36 According to the authors, it is a greater harm to allow such a child to live through 

this experience than to prevent its birth. This would imply a moral obligation to abort the fetus or 

select for a different embryo. Gene editing, however, does not have this problem. Following 

Buchanan et al.’s reasoning, it is, therefore, unquestionable that wrongful life cases would 

similarly imply an obligation to receive genetic modification. The case of a wrongful disability is 

more nuanced, however.  

These conditions allow for a life worth living but impose limitations to normal 

functioning. Those with Down’s syndrome may have an enjoyable life, but they are unable to 

participate in society to the extent that someone without this disorder can. Similarly, 

Huntington’s disease allows for a normal, healthy life until symptoms appear around the age of 

40, after which motor functioning and mental capacity rapidly deteriorate.37 Buchanan et. al 

argue that permitting such diseases when easily preventable is morally wrong.38 Yet this 

wrongness is not the same as that of wrongful life cases. According to the authors, permitting a 

wrongful life is wrong on the basis that it harms the affected child. Meanwhile, wrongful 

disability cases cannot cause direct harm to the impaired child because the alternative would be 

to prevent his/her existence. If wrongful disability, by definition, still implies a life worth having, 

then we cannot justify the alternative. This nonidentity problem, however, is moot in the context 
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of gene editing. As opposed to PGD, which requires the parents to discard a potential life in 

favor of another, CRISPR could directly modify any particular embryo conceived naturally. 

Permitting a wrongful disability with access to gene editing, therefore, would constitute harm to 

the impaired child in the same way as allowing for a wrongful life. If this is the case, then the 

existence of technologies like CRISPR does in fact impart a moral obligation to prevent 

disabilities like Huntington’s and Tay-Sachs disease. It is important to reiterate that a moral 

obligation does not imply a legal obligation. Although it is morally condemnable to smoke while 

pregnant, the US does not prosecute those who do. The policymaking aspect of medicalizing 

gene editing will be discussed later in the essay. 

Because of such disanalogies with PGD, it seems more appropriate to compare the 

obligation of receiving CRISPR therapy to that of getting one’s children vaccinated. As the quote 

suggests, we do not impose a moral obligation to undergo PGD if there is no reason to suspect a 

genetic disease. We do, however, impose the obligation to receive vaccinations, regardless of 

whether parents have reason to suspect their child will contract a particular disease. US policy 

currently requires every child to get vaccinated before attending school. If we can accept that 

there is at least some moral obligation to receive vaccinations, what does this mean for genetic 

modification? Although the two scenarios differ in that vaccinations serve to protect an entire 

population and gene modification only affects a single individual, the relevancy of the harm 

principle in vaccines is not limited to health of the population. It stands to reason that the 

obligation to vaccinate one’s child also comes from the responsibility to protect that individual. 

If a mother refuses to get her newborn vaccinated in a polio-stricken country, can we justify the 

contraction of this horrible disease on the basis of the mother’s autonomy? In her essay on the 

responsibilities of pregnant women, Susan M. Haack condemns this sort of justification as an 
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example of “the tyranny of autonomy.” She suggests that pregnancy is not simply a right, but a 

“self-sacrificial responsibility, one in which a mother gives of herself that another may live.”39 If 

this is the case, then the obligation to remove the mutation for Huntington’s disease, for example, 

is at least as significant as the obligation to prevent the contraction of deadly diseases through 

vaccines. Both procedures serve to protect the child at the cost of the parents’ freedom to refuse 

– a trade off that most people are understandably willing to make.  

 

Rights of a Potential Person 

 Can someone who does not yet exist be said to have rights? If such rights do exist, can 

they be reasonably compared to the rights of an existing person? This debate is especially 

relevant in the context of reproduction where one life is directly dependent on the choices of 

another. The glaring problem with this discussion is our failure as a society to define personhood 

(and hence “right bearer”) on non-arbitrary grounds.40 For this reason, I find it useful to assume a 

fundamental difference between a potential person who is intended to be born and one who is 

not. This distinction of potential personhood allows for a discussion of autonomy without regard 

to abortion, which exceeds the scope of my inquiry. To begin, reconsider the case of Melissa 

Rowland. Even though she knew the risks of refusing the cesarean section, she did so on the 

basis of exercising her own rights and at the expense of the fetus’s. Critics of the court’s ruling 

claim that it invalidates informed consent. According to Haack, however, such an argument 

assumes that pregnant women have a privileged status that “places their informed choice beyond 
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accountability – a responsibility to which we hold any competent individual.” 41 To this extent, 

the fetus, although not an independent moral agent, does have beneficence-based rights.  

For this reason, among many others, ethicists like Thomas Murray reject the use of 

procreative liberty as a standard for evaluating reproductive technologies. He claims that the 

argument has appropriated its abstract principle of the right to choose and “ripped it out of the 

rich context that provided its moral heft: women’s prospects for flourishing are diminished when 

they have no control over their fertility.”42 In order to address the shortcomings of an autonomy-

centered program, Murray proposes a framework based on human flourishing. This view places a 

greater emphasis on the connection between parent and child, taking into consideration the 

qualities and values that constitute a good life for both parties. Although the specter of 

subjectivity lingers within, the complexity of defining these qualities is essential to its utilitarian 

purpose. Murray implores us to consider the “institutions and practices that shape the 

possibilities for flourishing …including culture, economic circumstances, and professional 

norms.”43 Such an approach can simultaneously find justification for the ruling in Mrs. 

Rowland’s case and a mother who decides not carry her fetus to term. A point that Murray fails 

to elaborate on, however, and one that is essential to a more meaningful analysis, is how we 

define a “good life.” He acknowledges that not all accounts will be equally convincing but 
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hesitates to provide further reasoning for his claim44. This notion is also central to the libertarian 

approach towards autonomy. In the following section, I will attempt to provide a more 

comprehensive account of what may constitute “the good life” and how it applies to gene 

modification, specifically enhancement.  

 

Enhancing the Good Life 

 It is quite common to hear parents wishing for their children to have a better life than 

their own. Most would agree with this sentiment, but it comes with the assumption that there is a 

mutual understanding of the good life. Everyone has different values and priorities, and some of 

these may actually be at odds with one another. But how can we decide which values are better 

than others? Is it even necessary to do so? The libertarian says no - the definition of a good life is 

an individual right so long as it does not entail harm to others. The communitarian approach is 

similarly pluralist in nature, but with the added restriction that this right should not threaten our 

interest in society at large. The harm principle is not limited to any particular individual, but 

extends to the community we belong to.  

Nicholas Agar, who coined the term liberal eugenics in his 2004 essay by the same name, 

remains philosophically and practically consistent with the libertarian point of view. He suggests 

that the ability to manipulate qualities like intelligence inherently expands the parents’ liberty to 

create the conditions for their child that they believe necessary for the good life. However, while 

he accepts Buchanan et al.’s conclusions on the obligation to prevent disease, he rejects the 

notion that these can be applied to enhancement.45 Such comparisons would be contrary to the 

spirit of liberal eugenics. He argues that genetic enhancement is non-obligatory, unlike 
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treatment, but morally permissible on the basis that it is a reproductive right. If deaf parents wish 

for their child to be a part of deaf culture, they have the right to induce deafness through gene 

editing. To begin his justification, Agar goes on to correctly claim that the recognition of a 

choice as harmful “sets moral limits on the realization of their values in the lives they will 

create” (Agar 13). However, he defers to the nonidentity problem in order to argue that no harm 

is done to the deaf child. “How can deafness harm if the alternative is not a hearing existence, 

but no existence at all” (Agar, 13). Once again, this paradox does not bear relevance in the 

context of CRISPR technologies. Without this justification, Agar’s argument fails to explain 

whether intentionally inducing deafness in this manner is harmful or not. If it is, then the parents 

are not within their reproductive rights to do so. Agar’s only limit to enhancement technologies 

is modifications that enforce socially constructed ailments. Modifying one’s pigmentation from 

black to white may alleviate the social burdens of minority status, but it would prevent us from 

changing the circumstances that create such burdens in the first place. In agreement with 

Buchanan et al., he refers to their essay, which argues a fundamental difference between the 

limitations on opportunity that result from being deaf and those that result from being gay or 

African-American. Namely, that the limitations of the former exist even in the absence of 

discriminatory attitudes.46 My issue with this ironically, communitarian reasoning is that it can 

be extended to the enhancements Agar deems acceptable. If we tolerate augmentation of 

intelligence to the point that it becomes standard, we create a situation in which it would be 

harmful to not do so. Willfully bringing a child of average intelligence into a world of geniuses is 

to place the child in a disadvantaged state. Such an action would be synonymous with Buchanan 

et al.’s notion of wrongful disability. Agar’s argument also deflects the problem of access to 
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education in the same way that pigment modification deflects the problem of systemic racism. 

Permitting such applications could create the very moral obligations Agar denies exist. His 

argument in favor of liberal enhancement is, therefore, contradictory. Although I agree with his 

conclusions on modifications that enforce socially constructed ailments, I disagree with Agar’s 

moral formulation of enhancements he considers permissible. The harm principle is far too 

ambiguous and subjective to be the only restriction for the good life. For this reason, I will 

consider a less radical, but similarly liberal perspective, taken by Buchanan et al.  

In their discussion of the obligation to treat disease, Buchanan et al. accept a liberalist 

position that emphasizes justice in a similar vein as John Rawls.47 This framework prioritizes 

individual liberty but with the additional imperative to ensure equality of opportunity. From the 

perspective of reproduction, this means that parents have the right to decide what is best for their 

child so long as this decision permits the child to pursue their own conception of the good life. 

Therefore, parents have an obligation to prevent wrongful disability on the basis that it limits the 

future their child may have had otherwise. What this framework proposes about enhancement, 

however, is harder to say. The notion of equal opportunity clearly rejects parents’ ability to 

induce deafness in their child, but the Rawlsian perspective struggles to argue for or against 

enhancements that serve to expand an individual’s liberty. Someone given greater intelligence 

will likely have more opportunities and career options, so would parents be obligated to enhance 

in this way? I do not think so. We wouldn’t suggest that parents have an obligation to put their 

child in private school, even if doing so may improve his/her future. If it is not an obligation, 

then is this type of enhancement at least morally permissible? Homogenizing a society into one 

of geniuses may create that obligation to enhance intelligence, but is this wrong? Agar argues 
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against having such moral obligations, but a Rawlsian framework does not. In this context, I find 

it difficult to argue against technologies that enhance qualities like intelligence.  

Such applications do not include those intended to make a child “tailor-made” for a 

particular career path, however. Using enhancement in this way would be to impose one’s own 

conception of the good life on a future child. Of course, one may argue that parents do this all the 

time, whether it’s the decision to raise their children as Catholics or sign them up for basketball 

camp. The difference in the case of gene editing, however, is that these decisions are made for 

someone who cannot speak for his or herself. As Agar states, “While it is fine for someone to 

choose to compete for gold medals, that choice should not be made by others.”48 The analogy in 

a nurture argument would be the equivalent of forcing a child to play basketball against his or 

her will. This suggests that parents who select for such traits would be acting with the intention 

to pursue their own conception of the good life, without considering that of their child. 

Furthermore, traits that are so tailored to a specific career only hold positional value that simply 

does not exist outside of its exceedingly narrow context. According to Buchanan et al., this 

creates two problems: 1) The contextual value of positional enhancement is inherently self-

defeating in nature. If the standard of height is constantly increasing due to a desire for 

basketball players, then those who receive the gene modification will inevitably lose their 

advantage. 2) Widespread enhancement of these types of traits could “create great pressures for 

people to use the intervention even if they saw no original benefit.”49 This criticism makes sense 

for positional enhancement; however, it does not provide clear answers in the discussion of traits 

with independent value. It is important to note here that the value of no traits is purely positional 
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or independent. This creates problems for legislation, as one may argue that they intend to select 

for a trait based on its independent value rather than any positional value it may have. At the 

moment, I am not arguing for any blanket prohibitions on certain enhancements, but instead 

analyzing how positional value and independent value differ. When compared to height, qualities 

like intelligence only serve to expand a child’s ability to pursue the good life, whatever he/she 

decides that may be. Further, they cannot be self-defeating because being more intelligent is still 

beneficial, regardless of how intelligent everyone else is. Of course, Buchanan et al.’s second 

concern brings us back to the original question: Should we permit the moral obligation to 

enhance intelligence? Within a Rawlsian framework, it is hard to argue against such an 

obligation if it only serves to expand equality of opportunity. To ensure this goal, however, it is 

crucial to consider the social context of gene editing. While it may be true that gene modification 

can expand opportunity, whether it actually does so equally depends entirely on accessibility. 

 

 

DEMOCRATIZATION OF GENE EDITING 

It is unreasonable to expect poor families to pursue gene editing if it costs millions of 

dollars. I am of the opinion that such costs, specifically for this technology, are inherently 

unethical because they provide a means of translating economic inequalities into biological ones. 

Such discrepancies in access would be in contention with Rawlsian principles of equality of 

opportunity and justice. Furthermore, we cannot even begin to consider moral obligations if there 

are significant financial obstacles to meeting them. Although the answer may appear simple, the 

problem is infinitely more complex when taken out of its hypothetical context. Consider the US 

education system. Only those with sufficient funds can send their kids to a private school, where 
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they will likely receive a better education than kids who visit a public school in the ghetto. If we 

agree with this free market implementation, then we may be settled by a need-based “grant” 

approach to gene editing that is similar to scholarships administered by colleges. However, these 

same colleges have made clear efforts to address inequalities in opportunity that go beyond 

scholarships. Holistic approaches to applications that consider extenuating circumstances, 

affirmative action policies, and automatic admissions are only a few of these methods. 

Educational institutions clearly intend to remedy access inequalities, and medical institutions 

should ensure that they do not even exist in the first place for gene editing. This is especially 

important for treatment procedures that may not be affordable for many parents. Consider a poor 

couple whose child is destined to be born with Tay-Sachs disease. It would be morally 

questionable to refuse genetic intervention because the parents cannot afford it, and then 

promptly force them to pay for the child’s medical complications after birth. Of course, one 

could argue that these parents had no right to conceive in the first place if they knew their child 

would suffer from Tay-Sachs. But how would one go about policing that? We cannot forcibly 

prevent parents from having a child; this would be no different than the sterilization procedures 

that make eugenics the evil many fear it to be. Further, to suggest that the decision is simply the 

parents’ own fault would be to permit the consequences of their decision to befall their child, 

who had no say in the matter. For these reasons, the medicalization of gene editing must come 

with a guarantee of universal access in order to ensure equality of opportunity. I should point out 

that universal access not only implies freedom from discrimination, but financial obstacles as 

well. The cost of genetic treatment, if there is any, should be low enough to be affordable for all 

US residents.  
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Before continuing, it is important to first differentiate genetic inequalities from social 

inequalities. Rawls’s book, A Theory of Justice, does not heavily consider distribution of natural 

goods that we, at the time, had no control over.50 For this reason, many restrict the notion of 

equal opportunity to a social structural interpretation. In this view, we have an obligation to 

remedy the opportunity-limiting effects of bad luck in the social lottery so far as they are due to 

unjust social structures. Although affirmative action efforts fall within these terms, the social 

structural view says nothing explicitly about natural inequalities due to genetics. However, the 

fact remains that debilitating genetic diseases prevent a sufferer from functioning normally 

within society. And to the extent that a disease is defined by its social context, as Catherine Mills 

argues, genetic inequalities inevitably translate into social inequalities. If medical institutions 

suddenly have the capacity to correct for these inequalities, then they are unjust social structures 

insofar as they refuse to do so. Of course, this argument inevitably leads to a discussion of the 

right to health care, which I do not intend to further elaborate on in this paper. The extent to 

which I agree with the right to healthcare is limited to the narrower context of medicalizing gene 

modification.  

As opposed to the social structural view, the brute luck interpretation emphasizes an 

equal distribution of natural goods in order to remedy natural inequality. While this may appear 

similar to the conclusions of the social structural view, Buchanan warns against leaping from the 

thesis that justice requires an intervention in the natural lottery to the conclusion that justice 

requires an equal distribution of natural assets.51 As mentioned, whether a genetic factor is 

considered a resource largely depends on its social context and the value its holds for a particular 
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individual. Imposing equal distribution of natural resources assumes that this value is universal, 

and that we can somehow evaluate a bundle of these resources from an objective standpoint. 

Seriously debilitating diseases may be an exception to the subjectivity of value pluralism, but the 

brute luck approach does not make this distinction. The excessively broad scope of this 

interpretation of equal opportunity is simply unfeasible to implement and should be discarded in 

favor of a social structural view, which permits genetic intervention to the extent that it cures 

disease and restores the capacities of a normal competitor.  

 If we accept this framework, we can take the discussion one step further – who will be 

eligible for gene modification, assuming universal access? The social structural view, as 

interpreted above, provides for guaranteed access to genetic treatment of disease. How this is to 

be accomplished, however, is harder to say. In the context of the current US healthcare system, 

this type of gene modification should be covered by insurance. Of course, the immediate 

problem with this solution is that poorer populations tend to lack health insurance. Distributing 

gene treatment in this way presents the distinct danger of stratifying access amongst economic 

inequalities. An alternative approach that abandons insurance entirely could set up an 

independent council, which dictates costs based on a review process. Universal access could be 

accomplished through free genetic screening, and those with evidence of genetic disease could 

apply for genetic treatment via an application. The council would consider income, extenuating 

circumstances, severity of disease, urgency, and a multitude of other relevant factors in order to 

determine the final cost. This process could be further simplified by creating a list of severely 

debilitating genetic diseases, for which costs will be at a standard minimum or free. This way, 

the council would only deliberate over more complex cases. Of course, in this scenario we are 

still assuming the capability to treat all genetic disease. In reality, however, CRISPR 
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technologies are imperfect. Off-target modifications and required signal sequences pose 

immense barriers to treating anything but monogenic diseases. And even if these issues are 

remedied, our knowledge of genetic mechanisms is still incredibly limited. If the false promises 

of the Human Genome Project are any indication, we should be wary of assuming a practice of 

genetic reductionism. This is not necessarily a problem for monogenic diseases, but diseases like 

cardiovascular disease (CVD) have multiple genetic and environmental origins that greatly 

complicate the usefulness of gene editing. We cannot recklessly edit every gene correlated with 

high cholesterol without knowing exactly what those edits may do to other processes. Not only 

are we limited in the scope of our knowledge, the task is simply impractical when compared to 

alternatives. For severe polygenic diseases without better alternative treatments, like certain 

cancers, there may be a stronger argument to pursue this endeavor.  

 When it comes to genetic enhancement, the question of eligibility is even more complex. 

As mentioned, the value of any particular enhancement is neither completely independent nor 

completely positional in nature. Further, the influence of positional value and independent value 

largely depends on the individual in question. Someone may select for intelligence solely to win 

decathlons or get into a better college. In other words, the independent value of a trait does not 

exist a priori. Physical strength has superfluous if there is nothing to lift or push. Intelligence is 

useless if there is nothing to learn. How a trait is valued largely depends on its perceived 

usefulness in a particular context. Independent value, then, is meant to imply transferable value. 

In most Western societies, intelligence is significantly transferable between career paths and 

valuable throughout daily life. In comparison, strength is only useful in far narrower contexts, 

like athletics or the occasional need to lift something heavy. Although this occasion was likely 

more of a daily occurrence a few hundred years ago, this is not the case today. Because of this 
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gradient between positional and independent value, the originally proposed council should also 

review enhancement procedures. Nuances can be acknowledged in a way that is simply 

unachievable by blanket prohibitions. In order to effectively address the complexity of this task, 

the council should consist of medical professionals and bioethicists from a variety of 

backgrounds. They could deliberate on the risks, efficacy, financial burdens, and usefulness 

associated with a particular enhancement procedure. It would function in a similar manner to the 

United Kingdom’s Human Fertilization and Embryology Authority (HFEA), an executive public 

body that inspects clinics providing ART and regulates human embryo research.52 Instead of 

regulating research, however, the proposed council would regulate treatment and enhancement 

procedures. 
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CHAPTER FOUR: THE FEMINIST CRITIQUE OF AUTONOMY 

 

 The intimate tie between gene modification and reproduction makes it just as much a 

feminist issue as it is a eugenics one. Of course, there is a large amount of overlap between the 

two programs, but separating them is useful to better understanding this relationship. In itself, the 

feminist perspective places an important emphasis on women’s role in society and medicine and 

how these factor into the greater conversation of gene editing. Nothing exists in a vacuum, and it 

would be a mistake to abstract the discussion of gene modification from the very real social 

problems we currently face. Susan Wolf criticizes the whole of bioethics for lacking on this 

front: 

 
It is no accident that bioethics has largely ignored gender and feminism…the 
answer is to be found in the deep structure of bioethics – in its early embrace of 
liberal individualism largely inattentive to social context; in its emphasis on 
deduction of ethical principles rather than induction from concrete cases; in its 
tendency to view ethical problems either dyadically as problems between 
individuals, or nationally as problems for the entire society, but rarely at an 
intermediate level attentive to the moral significance of groups; and in the failure 
of bioethics to be sufficiently self-critical by examining whom the field serves and 
how.53  

 

Feminism is, fundamentally, a critical framework. At its core, it is a critique of patriarchal 

attitudes in society and how they affect women. I found it useful to introduce more abstract 

philosophical topics, like autonomy and justice, in the previous section because they are some of 

the many subjects of this criticism. Before beginning, I should clarify my noun usage in this 

section. In the context of reproduction, “woman” and “man,” respectively, will refer to the 

																																																								
53	Susan	M.	Wolf,	ed.,	Feminism	&	Bioethics:	Beyond	Reproduction	(New	York:	Oxford	

University	Press,	1996),	5.	
	



 44 

biological mother and father. To put it more crudely, the mother serves the role of gestator, and 

the father serves the role of inseminator. Although gender roles and sex roles do not always 

correlate in this way, I make this distinction for the purpose of clarity.  

 

RELATIONAL AUTONOMY 

 As mentioned in Susan Wolf’s quote, bioethics has, historically, failed to consider the 

social context that individuals operate in - a criticism that also applies to traditional conceptions 

of autonomy. For this reason, feminist theory generally rejects Kantian and Rawlsian accounts of 

liberty as atomistic in nature, making idealistic assumptions of self-sufficiency. Feminist thinkers 

argue that if relationships of interdependence are morally significant, then any theory of 

autonomy must be relational.54 While liberal accounts of autonomy consider an individual in 

metaphysical isolation, relational autonomy heavily considers the moral influence of significant 

family and social relationships. In order to illustrate this difference, consider a wife who, of her 

own free will, is wholly subservient to her husband. The self-professed purpose of her existence 

is to serve and obey him. One may argue that she is still autonomous because she subordinates 

herself willingly and without coercion, but this conclusion is overly simplistic. If we consider the 

fact that the wife’s upbringing was influenced by unfair gender roles and sexist conceptions of 

duty, it is far more difficult to say that she acts autonomously. In the words of James Taylor, 

preferences and motivations deformed by oppressive attitudes are “paradigmatically 
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nonautonomous.”55 Although feminist thinkers largely agree with this sentiment, they widely 

vary in their characterization of autonomy’s relational nature. Relational theories can generally 

be classified into two categories: 1) Value-neutral or substantive and 2) causal or constitutive. 

The value-neutral position suggests the only prerequisite to autonomy is the ability to think 

critically, while the substantive position requires an individual to have certain moral attributes 

before being considered autonomous. For the most part, these two characterizations directly 

correlate with the casual/constitutive distinction. In other words, value-neutral conceptions tend 

to be causally relational, and substantive conceptions tend to be constitutively relational. This is 

because value-neutrality does not depend on certain external conditions as a prerequisite for 

autonomy. Although oppressive attitudes may influence the ability to think critically, they do not 

make the task fundamentally impossible. From a causally relational perspective, we cannot say 

with certainty that the subservient wife lacks autonomy, only that it is a possibility. One benefit 

of this view is, in its rejection of objective moral principles, it upholds value pluralism. In 

comparison, substantive notions of autonomy do assume certain necessary values, which is why 

they are, by and large, constitutively relational. The normative constraints of this view imply that 

certain values are fundamentally incompatible with an autonomous state. Therefore, the 

influence of oppressive socialization precludes the subservient wife from having autonomy, even 

if her reasoning capabilities are still intact. Using these basic formulations of relational 

autonomy, we can now move on to a discussion of their varying implications and how they 

compare to previously discussed accounts. 

 If we were to categorize Rawlsian autonomy, it would best fit the description of value-

neutral, causally relational autonomy. He acknowledges the influence of social conditions, but 
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suggests that liberty can be achieved from behind a “veil of ignorance.” Under these ideal 

epistemic conditions, “no one knows his place in society, his class position or social status,” and, 

therefore, may evaluate liberty and justice without bias.56 However, Susan Babbitt notes that “the 

effects of oppression may be such that people are psychologically damaged, possessing interests 

and desires that reflect their subservient status.”57 In other words, even if the subservient wife 

committed to Rawlsian principles, she would likely still choose deference over autonomy. This 

demonstrates the problem with value-neutral accounts of autonomy. Although they acknowledge 

the effect of social context, they wholly underestimate its influence while unrealistically 

assuming a hyper-reasonability. In comparison, a substantive approach to autonomy goes 

entirely in the other direction. This is also problematic, however, because it assumes we can 

discern objectively good values and apply them universally. Of course, we may have generally 

accepted values within a particular society, but it is unreasonable to use them as normative 

constraints on what actions or attitudes may be considered autonomous. Such a strict approach 

ultimately conflates moral virtue with autonomy. To avoid this pitfall, many feminist thinkers, 

like Carolyn McLeod and Paul Benson, employ a weakly substantive approach to autonomy. 

This view rejects the existence of any normative constraints on preferences or values, but only 

requires the presence of certain moral attitudes. For example, McLeod proposes that one must 

have self-trust before they can act autonomously. According to her, self-trust is an “attitude of 
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optimism about our own competence and moral integrity.”58 However, oppressive socialization 

can diminish this trust and, in turn, one’s autonomy, even if reasoning skills remain intact. 

Furthermore, McLeod allows that an individual may be incorrect in their estimation of self-

trust.59 The subservient wife may believe she has self-trust, but she would need to justify that 

belief with the facts of her particular situation. In other words, no external situation may 

independently deny that someone acts autonomously, but the ability to think critically is not 

autonomy’s only prerequisite. A weakly substantive approach can, therefore, account for the 

social and situational context of a decision without infringing on value pluralism, unlike the 

strong substantive or value-neutral frameworks. Accepting this weakly substantive account of 

autonomy has significant implications for reproduction, which I will discuss in the following 

section.  

 

A New Look at Informed Consent 

I have referred to “parents” as a single entity for the majority of this essay, but, even 

excluding the oppressive effect of sexist attitudes, the roles of men and women in reproduction 

are incredibly disproportionate. Of two biological parents, the mother bears the full responsibility 

of pregnancy and childbirth, with the father’s role coming entirely secondary. It goes without 

saying, then, that developments in the field of reproduction, like CRISPR, have a greater impact 

on women then on men. Taking this into consideration, we can immediately see a disconnect in 

Buchanan et al.’s analogy between gene modification and conventional medicine. It may make 

sense when we consider treatment as an abstract notion, but this would be to ignore its valuable 
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social context. In reality, gene modification, as a reproductive technology, is fundamentally 

distinct from vaccines, antibiotics, or other conventional treatment methods. It stands to reason 

that the moral question of treatment obligations becomes much more complex when we consider 

that they are, in fact, not equivalent between men and women. By establishing this fact, we can 

now consider how relational autonomy applies to reproduction.  

In her essay, Reproductive Choices and Informed Consent: Fetal Interests, Women’s 

Identity, and Relational Autonomy, Pamela Laufer-Ukeles formulates informed consent as a 

function of relational autonomy. Laufer-Ukeles’s approach to relational autonomy can best be 

described as substantive, as she explicitly rejects an individualistic account in favor of a 

normative one.60 However, it is harder to say whether her framework is weakly or strongly 

substantive. She deems relationships with doctors, friends, family, fetus, and community as 

necessary to support autonomous choices, implying a constitutive relationship between 

autonomy and social context, but never places any normative constraints on certain preferences 

or attitudes.61 While this may imply a weakly substantive position, Laufer-Ukeles does not say so 

explicitly. The best evidence we have comes from her emphasis on “ensuring competency and 

freedom from explicit coercion” as prerequisites for autonomy.62 She argues that “mere consent 

does not ensure that the context in which the choices have been made are optimized for ensuring 

the capacity of autonomy.”63 This sentiment bears a striking resemblance to Paul Benson’s 
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notion of normative competence, which he distinguishes from strong substantive frameworks 

“because competence lies some distance short of perfect evaluative perception.”64 Therefore, 

Laufer-Ukeles’s analysis of reproductive autonomy likely operates within a weakly substantive 

framework, with which she reformulates informed consent. 

 Informed consent is a modern extension of the value we place on autonomy. As the 

doctrine currently stands, patients maintain the right to refuse healthcare interventions when they 

have all the necessary facts and information of their condition. However, this assumes that 

adequate reasoning faculties are the only prerequisite to making an autonomous decision, which 

we have concluded is not actually the case. This is why Laufer-Ukeles seeks to incorporate 

relational autonomy into the doctrine of informed consent. In doing so, she pays special attention 

to the uniqueness of reproduction as a mutual, identity-forming experience between mother and 

fetus. Unlike most medical decisions, the reproductive choice a mother makes has a direct effect 

on the fetus, and this should be taken into consideration in the discussion of autonomy. She 

claims that, “based on the intertwined relationship between women and fetus during gestation, 

and the importance of reproduction of a women’s identity, the individualistic, narrow informed 

consent doctrine is unsuited to support women’s autonomy in the context of reproductive 

choices.”65 This argument contains many parallels with Murray’s human flourishing framework 

and Haack’s criticism of autonomy’s tyranny. Laufer-Ukeles similarly rejects any approach that 

prioritizes women’s autonomy over the interests of the fetus, while still remaining wary of 

paternalistic interventions by medical professionals. However, instead of the overly broad notion 

																																																																																																																																																																																			
	
64	Paul	Benson,	“Feminist	Intuitions	and	the	Normative	Substance	of	Autonomy,”	in	

Practical	Autonomy	and	Bioethics,	ed.	James	Stacey	Taylor,	1st	ed.	(London:	Routledge,	
2009),	133–34.	

	
65	Laufer-Ukeles,	Reproductive	Choices	and	Informed	Consent,	571.	



 50 

of human flourishing, she premises her argument on informed consent. While both support value 

pluralism, Laufer-Ukeles’s program has more concrete implications for policy and regulation, 

again highlighting the differences between a traditional bioethics perspective and a feminist one. 

In the context of reproductive choices, she argues that the conversation between mother, doctor, 

and the state must include complex emotions, health concerns, conflicts, and values traditionally 

overlooked by the narrow doctrine of informed consent.66 Such a comprehensive dialogue is 

essential to ensure a women’s capacity for making autonomous reproductive choices and, 

therefore, satisfy Laufer-Ukeles’s weak, substantive conception of relational autonomy. She 

importantly distinguishes this consultation from fitness assessments used to determine whether a 

parent qualifies for ART. The deliberative informed consent discussion should be open-ended, 

not used as an opportunity to impose external values and restrictions on hopeful parents. In order 

to avoid physician bias, she also suggests an independent counselor, preferably a bioethicist who 

specializes in reproductive decision-making, be present. In the context of genetic modification, 

prospective parents would meet with their physician and a counselor in order to discuss the 

benefits and consequences of using technologies CRISPR. Within this setting, conflicting values 

and social pressures can be fleshed out and better understood by all parties, thus facilitating a 

more informed decision that considers both the mother’s and fetus’s best interests. Although the 

concept of relational autonomy presents a significant complication in this debate, it does not 

necessarily preclude the use of a Rawlsian or otherwise traditional bioethical framework. This 

feminist critique only serves to improve on how these programs consider the notion of autonomy 

and, in doing so, bridge the gap between gene modification’s philosophical and practical 
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discussions. Taking this one step further, I will now analyze how the concept of relational 

autonomy applies to enhancement procedures  

 

GENDER SELECTION 

 As previously mentioned, the US Council on Ethical and Judicial Affairs ruled that the 

use of PGD or other reproductive technologies to select for traits unrelated to preventing illness 

or disability is unethical. However, unlike Canada, Australia, and the UK, the US has not 

outlawed gender selection. These looser regulations have contributed to the growth of 

reproductive tourism, in which families seeking to use gender selection travel to the US to avoid 

their home country’s prohibitions.67 But why, in the US, is there such a disconnect between legal 

and moral obligations? What is the purpose of ethics if not to inform policy and decision-

making? Again, this can likely be attributed to the immense value the US places on autonomy. 

We are content with saying that something is wrong or immoral, but, for the sake of value 

pluralism, we refuse to prevent it from happening. And this contradiction is a large part of why 

the feminist critique exists in the first place. If we consider gender selection in the context of 

relational autonomy, it is far more difficult to justify under the pretense of free will or liberty 

alone.  

Much of the fear surrounding gender selection comes from sexist attitudes preferring 

male children to female children. Using a traditional conception of autonomy, we would say that 

any couple making a decision with fully functioning reasoning faculties does so autonomously. 

However, the weakly substantive perspective of relational autonomy argues that the established 
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patriarchy creates a situation which may interfere with the couple’s ability to act autonomously. 

Of course, the patriarchy does not inherently preclude autonomy in gender selection decisions. 

Making the distinction is where Laufer-Ukeles’s deliberative informed consent model comes into 

effect. It is not unreasonable to imagine that a couple, after having four daughters, may want to 

have a son for reasons completely unrelated to sexism or discriminatory attitudes. The relational 

autonomy model does not condemn gender selection on the basis of any inherent contradiction 

the two may have. However, it does reject gender selection on the basis that such a practice 

reinforces patriarchal attitudes. If we permit couples to decide the sex of their child, then we 

create a situation through which sexism can manifest itself, further strengthening discriminatory 

attitudes and creating more conflicts for the autonomous decision-making of others. This same 

argument can be applied to the discussion of using gene modification to alter skin color.  

 

FINAL CONCLUSIONS 

 With the growth of medical knowledge and reproductive technologies, the scope of 

medicine has increasingly extended into the sphere of our personal lives. In order to go to school, 

kids must receive vaccinations. When giving birth, a mother is often in a strange place 

surrounded by strangers, albeit very capable strangers, but strangers nonetheless. We accept 

these minor inconveniences for our health and safety, but the development of technologies like 

CRISPR begs the question – how far are we willing to go? How do we protect our autonomy in a 

way that does not come at the cost of others’ well being? Nicholas Agar poses many strong 

arguments in support of liberal eugenics, but he overlooks the societal values that bear so much 

weight on the decisions we make. Although the concepts of justice, diversity, and equality may 

not have the objective basis so many ethicists seek, they exist in a shared subjectivity that our 
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society accepts as reality. And because these values are important to us in this reality, we should 

strive to protect them, regardless of whether we can logically justify their existence. I agree with 

Agar that the tragic history surrounding eugenic technology implores us to protect autonomy, but 

I do not think it should come at the cost of these values. Our conception of the good life will 

always be influenced by our surroundings, so it is unreasonable to consider autonomy in 

philosophical vacuum. Value pluralism is only plural within a relevant social context. The 

feminist view touches on this conversation, urging us to see autonomy from a more practical 

perspective. Oppressive attitudes can have an unseen influence on the decision-making of those 

affected, and Laufer-Ukeles’s deliberative informed consent model presents a possible way of 

addressing these complications.  

 Realistically, we can expect the development of gene editing technologies to continue for 

several decades before mainstream usage in medicine. And even then, it will likely be limited to 

cases where there is a clear risk of developing a severe genetic illness. However, the unique 

qualities and implications of genetic modification present equally unique ethical dilemmas for 

medicine and, by extension, society. In this essay, I limited my discussion to reproductive 

autonomy, but this is only one of many aspects in the debate. Germ line editing alone raises 

important ethical questions on generational responsibility that humanity, as a whole, will 

eventually have to answer. Although the technical limitations of CRISPR may limit its relevance 

to research, this is only a minor roadblock in a path that medicine has already started down. 

There will always be a technology that is better, faster, and more efficient, and this will reignite 

the question I attempt to address in this essay – How far will we go to make humans better? 
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