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ABSTRACT 

The Genetic Information Nondiscrimination Act (GINA) of 2008 was the first federal law 

that afforded Americans protection from genetic discrimination in health care and employment. 

Every civilization has had some form of discrimination on the basis of an inherited physical 

characteristic of a particular group of people. The eugenics movement became an organized force for 

social change within the United States in the late 1800's, discriminating against supposed degenerates 

and feebleminded people. The first of many laws in the United States was passed in 1907, in the state 

of Indiana. In Indiana in particular, by 1974 all of these eugenics-related laws had been repealed. 

With the advent of GINA and recent advances in genetic research, eugenic arguments are once again 

surfacing in the United States. These advances have led to a plethora of complex bioethical issues. 

In the following thesis, I provide a historical perspective on the history of eugenics in America and 

Indiana in particular, the development of GINA, and the bioethical issues raised by new scientific 

advances and changing social mores. 
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CHAPTER 1 

HISTORIC IMPACT OF EUGENICS LAWS AND DISCRIMINATION ISSUES 

Introduction 

Many modern Americans associate freedom from discrimination in all forms as a basic, 

inalienable right. In 2008, the United States Congress passed the Genetic Information 

Nondiscrimination Act (GINA). The GfNA Act prevents employers and health insurers from 

discriminating against individuals on the basis of their personal or familial genetic information. This 

act, like other landmark civil rights acts before it, guarantees the American people freedom from a 

specific form of discrimination. However, most of these rights have only been granted since the end 

of the Civil War. Up until the 1970's many states still had eugenic laws on their books authorizing 

the sterilization of "defective" people. These laws discriminated against many different kinds of 

Americans, mostly the poor and mentally handicapped. 

Eugenics, which can be differentiated from genetics, is "the application of genetic principles 

to the breeding of the human race with the purpose of improvement" (Redei, 340). Genetics , on the 

other hand, is a pure area of science which is focused on the "study of inheritance, variation and the 

physical nature and function of the genetic material" (Redei, 419). To further clarify, eugenics thus 

falls into the realm of an applied scientific endeavor with the "potential for exploitation for political 

or unethical goals" (Redei, 340). A pure science such as genetics is strictly a "systematic study of 

natural phenomena" (Redei, 923) and has no political or socioeconomic biases but serves the sole 

purpose to prove or negate hypotheses through experimentation (Redei, 923). Sterilization, either 

through vasectomy or castration for males or hysterectomy or oophorectomy for females, involved 



the removal of an individual's sexual organs to prevent future production of offspring. Eugenicists 

made use of sterilization techniques in the early to mid-1900's in an attempt to improve society and 

the human race. 

The Early Eugenics Movement in Indiana 

At the turn of the last century, Progressives, members of a movement that "sought to mediate 

the problems of modern society by invoking scientific authority and incorporating it into public 

policy and law" (Columbia Encyclopedia) became one of the most vocal and influential groups in the 

state of Indiana. Added to this, there was a seemingly ever-increasing class of impoverished, 

mentally challenged, and "feebleminded" individuals present in the population. This led many 

Indiana Progressives to turn to eugenics as 'THE' solution to the problems of society in Indiana. It 

may come as a shock to most Hoosiers, but Indiana was actually the very first state in the nation to 

have any sort of eugenics laws on its books. These 20th century reformers employed their new 

political philosophy and scientific authority to include amongst its many new approaches the tools 

and abilities to easily sterilize society's so-called 'undesirables' (Lantzer, 27). The Hoosier eugenics 

movement achieved its goals through the compulsory sterilization of many different classes of 

"degenerates," such as the feebleminded (epileptics, syphilitics, and others with different forms of 

mental retardation), morons, alcoholics, prostitutes, general delinquents (most blue-collar criminals, 

thieves, and sex offenders) , and many impoverished individuals (those dependent upon state welfare). 

Ultimately, it would be nearly seventy years before all eugenics laws were finally cleared from 

Indiana's state law books. 

The individual credited with bringing the eugenics movement to Indiana was Reverend Oscar 

C. McCulloch, active in Indiana around the turn of the 20th century. (Lantzer, 28). The Reverend 

began to formulate his theories about the root causes of social problems plaguing Indiana while 

studying a group of families in and around Indianapolis that he dubbed "The Tribe of Ishmael." 

McCulloch observed that the family was primarily composed of approximately 6000 individuals 
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whom he observed to be "paupers, beggars, and thieves, criminals, prostitutes, [and] wanderers" 

(American Philosophical Society). After witnessing the severe poverty within the 'tribe' and their 

seeming unwillingness to change their status, McCulloch's philosophy and approach to welfare 

shifted from one of "almsgiving . .. toward the exclusion of applicants deemed unworthy of relief' 

(Kramer, 37). Reverend McCulloch's arguments were backed up by his religious affiliations and 

provided the Indiana eugenics movement with the moral background and fortitude required by the 

predominantly Protestant state. Coupling his scientific convictions with his religious background, 

McCulloch used his influence to promote eugenic sterilization of the unfit in Indiana. The minister 

became a crucial proponent of the eugenics movement in Indiana, assisting the burgeoning 

Progressive movement in promoting the use of eugenic solutions to combat the spread of the state's 

defectives. 

From another walk of life came one of the second best known proponents of eugenics in 

Indiana, Dr. Harry C. Sharp of the Jeffersonville Reformatory in Jeffersonville, IN (Lantzer, 29). Dr. 

Sharp is best known for developing and perfecting the vasectomy in the 1890's, a sterilization 

procedure less invasive than the more commonly used method of castration, that he first utilized to 

treat chronic masturbators at the prison (Kaelber, I). Chronic masturbators were considered to be one 

of the many classes of degenerates according to most eugenicists. After developing and practicing 

this new sterilization method on the inmates at the Jeffersonville Reformatory, Sharp began arguing 

for the use of sterilization as a means of eugenic population control alongside Reverend McCulloch 

and other Indiana legislators at the beginning of the 20'h century. Before the passage of the first 

Indiana eugenics law in 1907, Sharp expressed many seemingly passionate opinions about the 

potential law, particularly in his writings; for example "no confirmed criminal or other degenerate 

ever begot a normal child, and for this reason I enter the plea [plea being Sharp's word to express his 

passion] for society in general and for the unborn child in particular that this bill be enacted into law" 

(Stern, 98). The powerful language employed by Dr. Sharp in his arguments echoed the zeitgeist of 

the time - alcoholism, pauperism, and all sorts of degeneracies were considered to be caused by 
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strictly biological and heritable factors, in the same vein as the neurological disorders frequently 

discussed in the early 1900's. The above problems, moral, social, and biological, were all targets for 

Indiana legislators considering eugenic legislation. Knowing as we do today that most of the 

problems targeted by the eugenics movement are caused by unpreventable factors , hearing that 

poverty and mental retardation were justifications for the sterilization of many Americans is 

astonishing, almost frightening. In my research I discovered that diseases we know today to have 

strictly biological causation, such as syphilis and epilepsy, were some of the most frequently 

referenced hallmarks of degeneracy. Other activities characteristic of degenerates included sexual 

activity amongst the young and unmarried, homosexual activity, and alcoholism. Eugenicists also 

tended to target the poor and uneducated, viewing a lack of education as a symptom of degeneracy, 

not a product of lower socioeconomic status and limited access to education. Though this line of 

thought seems inhumane to us today it was quite common at the turn of the 20 th century and governed 

most medical philosophy. 

In his article "Vasectomy as a Means of Preventing Procreation in Defectives," Dr. Sharp 

compares the causes of alcoholism, poverty, prostitution, drug use, and many other blue-collar crimes 

to the causes of neurological disorders, implying that both have a biological basis and that treatments 

for one would treat the other (Sharp, 1897). He goes on to explain his theory that the mating of a 

'defective' individual and a normal individual will dilute the' defectiveness' present in the offspring 

(Sharp, 1898). He argues however that like falls for like, that defectives usually beget other 

defectives, and that the subsequent offspring cost the state large sums of money every year by 

inhabiting its penal institutions and asylums (Sharp, 1898). Armed with this argument, he called for 

the sterilization of defective individuals to prevent "race degeneration," stating that "history teaches 

that the fall of powers and principalities in the past has been due to the weakness of the people and 

not to the scarcity in numbers. Shall we follow the example of past ages or shall we learn from them 

a lesson and profit thereby?" (Sharp, 1899). 
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Reverend McCulloch and Dr. Sharp appeared again and again as the greatest proponents of 

eugenic legislation in Indiana in the late 1890's and early 1900's . In 1907, they achieved their goals 

and the state adopted the first eugenics law in the nation. The preamble to the law immediately laid 

forth its eugenic agenda, and the judgments made afterwards were equally damning: 

"Whereas, Heredity plays a most important part in the transmission of crime, idiocy 
and imbecility ... If, in the judgment of this cornrnittee of experts and the board of 

managers, procreation is inadvisable and there is no probability of improvement of 

the mental condition of the inmate, it shall be lawful for the surgeons to perform such 

operation for the prevention of procreation as shall be decided safest and most 

effective" (Act of 1907). 

Proponents heralded the law as ushering in a new Progressive era beginning in Indiana, but 

some critics saw it as "a legislative afterthought formulated to shield Dr. Harry Sharp" from future 

litigation against the vasectomies he had already performed (Stern, 97). The victory for the 

eugenicists was short-lived, however, as after the following gubernatorial elections the bill's validity 

was questioned by the new governor, Thomas R. Marshall, who ordered a moratorium on the 

sterilizations (Stern, 98). Successive governors upheld the moratorium until 1919, when Governor 

James Goodrich ordered that the law's constitutionality be tested in the court case Williams v. Smith. 

The Indiana Supreme Court found that the sterilization law violated the 14th Amendment and also 

stated that "while vasectomy is physically less severe than castration, in its results it is much the 

coarser and more vulgar, and is equally cruel and inhuman" (Stern, 98). The critical rights violation 

that decided the case was the inmate's, Warren Wallace Smith, inability to appeal the decision of the 

sterilization board (Williams et. al. v. Smith, 1). This ruling became the basis upon which the 1907 

law was overturned. 

Following the defeat of compulsory sterilization at penal institutions, the Indiana eugenicists 

turned their sights on homes for the feebleminded, insane, and epileptic. With this new target in 

mind, the state legislature enacted a law in 1927 that allowed for the sterilization of individuals in 

state institutions to "insulat( e) the populace against defective heredity" (Stern, 99). The constant use 

of the tenn feebleminded and its inclusion in this bill is perplexing, as it had never been clearly 
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defined by any of the proponents of eugenics or by any authors researching the time period. Based 

upon my findings, feebleminded was a term more conunonly used in the early 1900's to describe 

persons "capable of earning a living under favorable circumstances, but incapable ... of competing on 

equal terms with their normal fellows" (Schoen, 144). The defmition goes on to cite that poorer and 

more rural families were often described as feebleminded as compared to wealthier or educated 

citizens. In addition, an influx of inunigrants as well as the onset of the Great Depression seemed to 

cause a frighteningly fast increase in the number of persons classified as feebleminded in Indiana and 

elsewhere. This situation, in tum, appeared to correlate with a rise in the number of people housed in 

state institutions. 

The feebleminded of Indiana appear to have been mostly composed of the "poor and 

disenfranchised Hoosiers marginalized by the processes of industrialization, urbanization, and 

modernization that transformed the state from 1880 to 1940" (Stern - Sow's Ear, 13). Sharp and other 

eugenicists argued that the state needed to sterilize its undesirables to prevent an even greater increase 

in the state's fmancial aid to the impoverished and degenerate. The state had a financial interest in 

eugenic sterilization, and some argued that the financial dependence of candidates up for sterilization 

gave the state the right to utilize sterilization as a cost-saving measure (Schoen, 144-145). People 

classified as feebleminded were treated as if their lives were no more than tally figures, in either black 

or red ink, on the state's accounting ledger, and if they affected the state's bottom-line too greatly 

they could be targeted for sterilization. 

The Indiana Plan and the Nazi Party 

Modem Hoosiers may be surprised to learn that not only was Indiana the first state in the 

nation to pass eugenics legislation, its laws also inspired a much more infamous eugenics movement 

elsewhere in the world. The National Socialist (Nazi) Party in 1920's Germany drew much of the 

framework for its compulsory sterilization laws from the 1907 Indiana law (Kaelber, I). The Nazi 

party's eugenic efforts led to the sterilization of nearly 350,000 people and were a major step towards 
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the eventual genocide of Jews and gypsies in the Holocaust (Kaelber, I). In light of the atrocities 

committed by the Nazis to benefit larger society, one would suppose that the United States would do 

everything in its power to prevent similar horrors from occurring on its own shores. However, as 

shall be seen, compulsory sterilization in America continued well after the end of WWII. 

Landmark Federal Court Cases 

A national eugenic law never came to fruition, but the United States Supreme Court did 

receive a few cases that dealt with the sterilization of institutionalized individuals in other states. 

Perhaps the most frequently cited and the most troubling Supreme Court decision to come out of the 

period was the Buck vs . Bell decision of 1927, enacted the same year that Indiana's new sterilization 

law took effect. Carrie Buck, the daughter of a resident in the Virginia Colony for the Epileptic and 

Feebleminded and herself the mother of a young child, was chosen to be one of the first in the state to 

be sterilized for eugenic reasons, her supposed "feeblemindedness" and sexual promiscuity a product 

of her heredity (Lombardo, I). The prosecution employed many persons of note to confirm the 

supposed defectiveness of Carrie and her daughter throughout its many trials and appeals; the sham of 

a trial eventually found its way to the United States Supreme Court in 1927. The Supreme Court 

upheld the previous rulings in Virginia defending the Virginia government's right to sterilize 'proven' 

defectives and imbeciles, with the Justices ' closing arguments culminating with the damning phrase 

"three generations of imbeciles are enough" (Buck v. Bell, 2). It was later proven that the case 

against Carrie Buck was an absolute fraud; the daughter she had born out of wedlock was the product 

of a rape, and the supposedly conftrmed feeblemindedness of her daughter was later found to be 

biased conjecture disproved by her daughter's school records later in life (Lombardo, 1). In spite of 

this evidence, Carrie Buck was sterilized and a national precedent was set for the sterilization of 

society's individuals purported to be mentally defective. 

Fifteen years after the Supreme Court's decision, a similar case made its way to the Supreme 

Court involving the sterilization of inmates in penal institutions. In Skinner v. Oklahoma, an 
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Oklahoma law authorizing the sterilization of inmates convicted of repeated blue-collar crimes was 

struck down. The two reasons upon which the ruling was based were: I) it violated the 14th 

Amendment because inmates had no opportunity to defend themselves; and 2) it was inequitable 

treatment of blue vs. white-collar criminals, where white-collar criminals were excluded based upon 

the socioeconomic classification of the crime (Skinner v. Oklahoma, 1). Following this ruling, 

although penal inmates were excluded, sterilization of the institutionalized individuals classified as 

feebleminded continued in Indiana and other states. 

The rate of sterilization began to decline in the 1950's. This decline coincides with changing 

scientific and societal views of the root causes of mental retardation. Thus , the mentally challenged 

and feebleminded came to be viewed as "condition(s) that should be discussed and treated openly 

among doctors, parents, and the retarded themselves" and not treated as causes for ostracism and 

shame (Stern, 104). This change in thought brought about the death of the Progressive eugenics 

moment, and in 1974 the Indiana legislature removed the 1927 law from its books (Stern, III). 

While the idea of sterilizing the mentally challenged appears to us today as cruel and inhumane, it 

would behoove us to remember that although mistaken in their understanding of scientific concepts , 

"these men were not monsters ... [they] shared a faith in the ability of science to explain the world and 

a belief that the government should playa greater role in solving social problems" (Carlson, 22). 

While they were not evil, they did use a distorted view of science to fit their own agenda of how to 

solve society's ills and impose their perspective of social order on others. Science, in its pure sense, 

does not have a social value system; therefore, by applying social mores to science, these men twisted 

the science of genetics to manipulate society. What is most frightening about the early eugenicists' 

thinking is that many 21 st-century Americans have developed similar views on the human condition, 

particularly in light of the new discoveries in human genomic research. 
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CHAPTER 2 

MODERN ISSUES ASSOCIATED WITH GENETIC DISCRIMINATION 


IN INDIANA AND THE UNITED STATES 


Research into the human genome has exploded in the last two decades, bringing about a new 

scientific world order, and with these new developments and knowledge come new abuses of science 

in the name of social progress. The eugenics movement of the 20'h century has not died; in fact, one 

could argue that it is just as strong today as it was a century ago. The supposed defectives of society 

are still being targeted by reformers, and the poor and uneducated are once again the primary targets . 

This time around, however, the definition of "defective" has been changed from covering social and 

biological defectiveness to solely covering social defectiveness. Diseases and inherited traits are no 

longer included, casting the burden of proof for eugenic arguments on socioeconomic status, 

promiscuity, and drug use. Modern American defectives are still shunned and still looked down upon 

as a problem to be dealt with, not as people in need of help. 

Eugenic controversy is currently embroiled in the continued arguments for sterilization of the 

defective members of our society. New laws have been proposed that would criminalize women for 

bearing drug-addicted children; while these proposals espouse child welfare as the primary concern, 

"they are based, however, on the same premise underlying the eugenic sterilization laws - that certain 

groups in our society do not deserve to procreate" (Mehlman, 220). Once again, states and the federal 

government stand to benefit from preventing such degenerate classes from reproducing. The new 21 51 
_ 

century eugenicists have now turned to forcing birth control upon or sterilizing prostitutes as well as 

drug addicts as a means of population contro!' 
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Eugenic solutions still play a role in contemporary political ideology. In an analysis of 

current governmental policy regarding family planning, it has been noted that if these policies were 

solely promoting reproductive freedom they would also provide subsidized fertility services and not 

just contraception and STD prevention (Mehlman, 228). In essence, family planning in America 

means restricting the number of children born, not helping families achieve conception when it has 

proved difficult. 

Modem eugenic legislation concentrates on limiting the number of children born to those 

dependent upon welfare. Once again, the lower class, uneducated, and impoverished are on the 

eugenic chopping block, waiting to be culled from the herd of society. In the opinion of this author, 

public outcry against welfare abuse, overpopulation, and abortion access has perceptibly increased in 

the last decade or so, especially with the formation of the new ultra-conservative Tea Party, espousing 

slanted libertarian dogma heavily interlaced with evangelical Christian doctrines. With the changing 

social climate come changing social views of eugenics and welfare - "While the public does not view 

these individuals as feebleminded, criminal, or mentally deficient, a growing number believe that 

welfare recipients should not have children while they are on welfare due solely to their inability to be 

financially self-supporting" (Smith, 395). The eugenic goal of decreasing the number of children 

born to unfit parents is obvious, and legislation has been proposed that would provide incentives for 

society's undesirables to undergo semi-permanent sterilizations, achieving this goal in the short term. 

If the goal was solely to reduce the number of children born in totality, it would be a different matter, 

but "public policies in the United States do not offer contraception subsidies broadly but instead 

target disadvantaged and young women mainly" (Mauldon, 352). 

The above scenarios characterize modern eugenic discrimination against impoverished 

women, but what of the discrimination occurring in utero? Prenatal genetic screening has become an 

incredibly common process used to determine whether or not a potential child carries certain disease 

genes, such as Down's Syndrome and Sickle Cell Anemia. The increased use of assisted reproductive 

technologies like in vitro fertilization and prenatal genetic screening has led to the current state of 
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quasi-selective breeding in the field of reproductive medicine. Couples can pick and choose which 

embryos to implant based on the fitness of their genes. Prenatal genetic screening has the potential to 

assist families in preventing the birth of children with devastating diseases, but it also poses some 

horrific questions . For example, where will the line be drawn determining what genetic defects 

support a termination of pregnancy? For now, termination may simply include genetic diseases that 

lead to the swift and painful death of the child, but in the future could it mean the culling of the less 

intelligent? The less attractive? The short? The deaf or blind? This quandary forces people to decide 

what quality of life means and what the exact value of a life is, two incredibly complex questions that 

are nigh unanswerable. 

The prevalence of prenatal screening has led to wrongful-birth suits against physicians who 

did not inform couples of the probability they will produce children with severe genetic diseases. An 

example case, Molloy v. Meier, found the physicians guilty of failure to notify the parents of a child 

with Fragile X syndrome of their chances to have a second child with the syndrome (which they did) 

(Mehlman, 225). Fragile X syndrome is a heritable disorder caused by a mutation in the FRM I gene 

that causes moderate to severe mental retardation and distinct facial features (Kniffin, I). In their 

verdict, the jury stated that the physicians had a responsibility to notify parents of reproductive age of 

the disorder and its genetic transmittance, and that it was considered negligence on their part for 

failure to do so (Mehlman, 225). In another case, however, the judge denied damages to the parents 

of a daughter with femur-fibula-ulna syndrome (Mehlman, 225), a rare non-inherited complex of 

limb deficiencies primarily involving the upper torso (Geniets, 131). The judge explained that the 

jury would have to determine whether the costs of raising the child outweighed the benefits of having 

it (Mehlman, 225). Citing Homer as inspiration the presiding Judge asked how parents could 

"measure the benefits to the parents of the whole life of Homer, the blind singer of songs who created 

the Iliad and the Odyssey?" (Mehlman, 225). Judge Whitbeck took particular issue with the 

"wrongful-birth" moniker of the lawsuit, stating that "the very phrase 'wrongful-birth' suggests that 

the birth of the disabled child was wrong and should have been prevented" (Mehlman, 226). She also 
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argued that if one extended the argument for prenatal testing for non-treatable diseases to treatable 

diseases and undesirable physical characteristics, the obvious eugenic slant of these tests and 

decisions becomes more and more apparent. If it becomes acceptable "that the birth of one 'defective' 

child should have been prevented, then it is but a short step to accepting the premise that the births of 

entire classes of 'defective' children should be similarly prevented, not just for the benefit of the 

parents but also for the benefit of society as a whole" (Mehlman, 226). 

Coupled with these wrongful-birth suits are the wrongful-life suits brought by disabled 

children, which have faced similar scrutiny in public courts. Surruning up the problems with both of 

these types of lawsuit, Judge Wintersheimer stated in their closing arguments that 

"any quality of life ethic favors the life of the healthy over the infirm, the able-bodied 

over the disabled and the intelligent over the mentally challenged. If logically 

extended, it could produce a culture that condones the extermination of the weak by 

the strong or the more powerful" (Mehlman, 227). 

Even if a parent does not want to base their decision to have a child on genetic tests, in many states it 

is not left up to them; all states have compulsory prenatal testing laws, and only Maryland, Wyoming, 

and the District of Columbia ask for parental consent before the screening (Mehlman, 231-232). 

Thirty-three of the states in the US will allow an exemption from screening for religious reasons, but 

exemption is only granted if the parents object without being asked (Mehlman, 232). Therefore, in 

the remaining seventeen states parents have no rights to object to any prenatal genetic tests the state 

has deemed necessary; the state has total control. Numerous court cases have challenged these 

compulsory testing laws, all of which have ruled that the life and safety of the child is the primary 

concern (Mehlman, 232). A secondary concern would be the potential burden that child will place on 

the welfare system and its parents (Mehlman, 232). 

Thus we find eugenics is still a part of modern America and is still influencing public opinion 

and policy. Legislation is being enacted that has an obvious eugenic basis and outcome. If such 

eugenic discrimination is already occurring and allowed to continue, then what are the forms of 

genetic discrimination covered and refuted by the Genetic Information Nondiscrimination Act? 
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CHAPTER 3 

THE GENETIC INFORMATION NONDISCRIMINATION ACT AND ITS IMPACT 

Thirty-four years following the repeal of the last eugenics law in the state of Indiana, the 

Genetic Information Nondiscrimination Act (GINA) was passed by the United States Congress and 

signed into law on May 21, 2008 (genome.gov), effective November 21, 2009 (USEEOC.gov). This 

law addresses key issues associated with genetic discrimination, but it is not perfect. GINA focuses 

on genetic discrimination in the areas of health insurance and employment. But it ignores other social 

issues such as welfare, compulsory prenatal genetic screening, and discrimination against the unborn. 

While it is a good first step, legislation such as GINA has a long way to go in combating modern 

genetic discrimination issues before becoming the comprehensive legislation America needs. 

President Bill Clinton proposed legislation similar to GINA during his tenure in office. It 

wasn ' t until the end of President George W. Bush's administration that Congress passed similar 

legislation. The Genetic Information Nondiscrimination Act was passed through both the House of 

Representatives and the Senate in a little over a year before making its way to the President's desk. 

House Resolution 493 , a.k.a. HR 493 , was first introduced to the House of Representatives at the 

beginning of January, 2007 by Congresswoman Louise M. Slaughter (D-NY), the only microbiologist 

in Congress (Genome Research Institute, 1 and Congresswoman's website). It was concurrently 

introduced to the Senate as Senate Bill 358 , a.k.a. S 358, by Senator Olympia J. Snowe (R-MA) 

(Genome Research Institute) . After making its rounds through various committees in the House and 

Senate, the bill was passed by the House on April 25, 2007 and by the Senate on April 24, 2008 

(Genome Research Institute). On May 5, the differences between the two bills were voted on and 
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resolved (Genome Research Institute). It was then sent to the White House, where President George 

W. Bush signed it into law on May 21,2008 (Genome Research Institute). The laws regarding health 

insurance went into effect on May 21, 2009, while the laws regarding employment regulations went 

into effect on November 21,2009 (GINA HR 493). 

This new law's main purpose is to "prohibit discrimination on the basis of genetic 

information with respect to health insurance and employment" (GINA HR 493). Lauded as the first 

civil rights bill of the 21 SI century by Senator Ted Kennedy, the law concerns eugenic decisions made 

by health insurers and employers (geneticfaimess.org). The bill goes on to address the importance of 

the legislation, citing recent advances in science that are driven by genetic discovery (GINA HR 493). 

This law provides protection with regards to knowledge about an individual's genome gained through 

these studies that could be misused by insurers and employers (GINA HR 493). It also addresses the 

transgressions of the past, specifically citing the 1907 Indiana law that marked the advent of eugenic 

legislation in the country (GINA HR 493). Perhaps most importantly the law addresses the 

prevalence of different genes in different racial populations, contending that "because some genetic 

traits are most prevalent in particular groups, members of a particular group may be stigmatized or 

discriminated against as a result of that genetic information" (GINA HR 493). As the law states, by 

default any form of discrimination based on genetic makeup is discrimination based on race or 

ethnicity. Citing cases of discrimination on the basis of genetic information that had already occurred 

or were occurring in the country at that time, the Houses of Congress passed this bill because they 

recognized that "Congress clearly has a compelling public interest in relieving the fear of 

discrimination and in prohibiting its actual practice in employment and health insurance" (GINA HR 

493). 

One would think that some relief for those fearing the spread of eugenics would be found in 

the seemingly broad-sweeping language of this new law. Upon close examination the narrowness of 

its scope becomes apparent. In an article by Linda and Edward McCabe, they discussed the 

prevailing societal fears of our time and compared them to the same fears that led to the 
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popularization of the eugenics movement in the early 20th century (193). The specific fears they cited 

included the need to more selectively control immigration, reduce taxpayer benefits to the increasing 

amount of poor, mentally ill, and incarcerated, and to reduce the number of state and federally 

sponsored children (McCabe & McCabe, 193). Considering the recent financial woes felt by the 

country and every household and business in America, these fears have increased exponentially as all 

parties look for effective methods to curb spending and decrease deficits . They continue that these 

issues could serve as the driving force behind a possible resurgence of the eugenics movement. 

A modern eugenics movement could also arise from the increasing popularity of assisted 

reproductive technologies and the increasing legislation of these reproductive technologies (McCabe 

& McCabe, Mehlman, Mauldon, & Smith). The advent of safer pre-natal screening, increasingly 

precise genetic counseling, and the ease with which abortions are performed has led to the 

hypothetical creation of "designer babies," children chosen or manipulated to have certain genetic 

features. One has to ask oneself if the prenatal tests available now have the potential to promulgate a 

new eugenics movement in the arena of reproductive health care. Public discourse on the ethical 

implications of both situations is ongoing, and only time will tell how both will play out. 

GINA does not examine the newer sterilization laws that have been enacted since Skinner v. 

Oklahoma and Buck v. Bell. These new laws have mainly been enacted under the protective aegis of 

Buck v. Bell, which has never been overturned. At this moment in California, Georgia , Florida, and 

Montana, sterilization is offered as a choice for inmates convicted of child molestation to reduce their 

sentences (Mehlman, 230). These laws are different from Skinner v. Oklahoma, which ruled that 

sterilization as a requirement for ending incarceration was unlawful. Sterilization is no longer 

required for release, it simply accelerates the process . These new laws appear to be taking advantage 

of a legislative loophole favoring modern proponents of eugenics. Forcing inmates to weigh the 

value of their physical freedom against the value of their reproductive rights is an unfair and callous 

abuse of the United States penal system. 
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As one can see, GINA represents a good first step in preventing the spread of negative 

eugenics in American society, but the federal government is limited in how much of the eugenics 

movement it can legislate for or against. The eugenics battlefield is now focused on reproductive 

rights . As society grows and our scientific understanding of genetic disorders expands, the arguments 

for and against reproductive selection will become more and more prevalent. Proponents and 

opponents now must battle over the standards for quality of life. GINA can facilitate the development 

of guidelines, but it is ultimately up to the American people and the medical and scientific 

communities to decide how far we are willing to let eugenic policies creep into our daily lives. In 

order to address the other forms of genetic discrimination present today and to counteract modern 

eugenic legislation tomorrow, a more comprehensive legislative approach is required. 
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CHAPTER 4 

REFLECTIONS 

Discussion 

The Muscatatuck State School, at which the final 500 sterilization surgeries took place in 

Indiana, is actually located within a lO-minute drive of my childhood home (Stem, 99). In Indiana 

the total number of sterilizations was somewhere in the range of 2,500 (Stern, 99). When compared to 

the approximately 66,000 total individuals sterilized in the United States during the early to mid

1900's it seems like a comparatively small number (Lombardo, I) . Viewing the history oflndiana's 

eugenics movement through a modern lens makes the atrocities of the past even more shocking. 

We can view in retrospect how the eugenics movement began in Indiana at the tum of the 20'h 

century. After years of debate, a law was passed in 1907 that allowed for forced sterilizations. This 

law was almost immediately nullified by the following governor. Later, in 1927, Indiana passed a 

second sterilization law that lasted for nearly fifty years. In light of the reigning zeitgeist of the early 

20'h century, I can understand at the very least the reasons behind mass eugenic thought in America 

during the time period. However, any number of forced sterilizations is too high. It has become 

obvious that sterilization is not necessarily the primary treatment or preventative measure for social 

ills or biological or neurological dysfunctions . Therefore, the mindset of 20 111 century eugenicists, and 

in particular those in Indiana, is completely refutable. One would think that the state and the nation 

would have transcended the eugenics movement with the repeal of the compulsory sterilization laws 

of the previous century, but such is not the case. Eugenics is still very much a prominent topic in 

social and scientific circles, and eugenic discrimination is still occurring - now, however, 
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discrimination has a new face. The current cloaking of eugenic arguments can make it difficult for 

the average person to see them for what they are, but rest assured that eugenics still holds a strong 

influence on the American public. With the knowledge of the genocides, war crimes, and other 

atrocities committed the world over in order to benefit the majority of a society, I'm tempted to judge 

harshly the early Indiana eugenicists. Even though I found it incredibly interesting, it was very 

saddening to learn of the number of sterilizations that occurred in Indiana under the auspices of 

performing the greater good for the individuals, their unborn children, and society. I was astonished 

to discover that the site of so many abuses was so close to home, and that the park and playground I 

had played at as a child were so near the site of a terrible tragedy for 500 of the school's inmates. 

The second most interesting aspect of this study was observing the change in attitude towards 

individual freedoms that took place in the last one hundred years . Eugenic arguments in the 20'h 

century emphasized the benefits of society at the expense of individuals, that the "good of larger 

society was greater than the rights of the individual" (Carlson, 22). Living as we do now, it is 

interesting to see the reversal of thought that took place within the last fifty to one hundred years. 

Now the rights of the individual are sacrosanct, and this shift has been affirmed in GINA. Society 

seems to oscillate back and forth between favoring the good of society and favoring the individual, 

much like a sine wave. A balance between the two has not yet been reached, and does not appear to 

be coming in the foreseeable future. What I cannot condone nor understand is the current eugenic 

movement taking hold of the country. New laws regulating abortion access, access to reproductive 

health care, prenatal screening, and assisted reproductive technologies frighten me in their increasing 

insistence in regulating the workings of my body. What these laws do, however, is paint a bleak 

picture of the future for the poor and disenfranchised women in America, one in which they receive 

little to no reproductive healthcare and do not have the option to terminate unwanted pregnancies. 

The arguments for denying welfare access to poor women with too many children are not an 

old argument to me. These arguments echo ones I have heard for years from my arch-Conservative 

father, arguing for compulsory drug tests for welfare money and limiting the amount of welfare 

18 



funding to families with a greater than average number of children. He has recently expanded upon 

this argument, stating that he would rather we give impoverished women on welfare $1000 to be 

sterilized and prevent them from reproducing further and placing an even larger burden on the welfare 

system. His argument is eugenic, plain and simple, but he does not care. The vehemence with which 

he espouses his assertions unnerves me - how many other Americans feel this way, and to what 

lengths will they go to achieve these goals? While I understand and can empathize with my father's 

assertions, I cannot condone them. As a great proponent of individual rights, I cannot assert with one 

breath my right to an abortion while asserting with another that other women should be sterilized and 

prevented from having children. Both of these scenarios concern reproductive rights, and I refuse to 

restrict someone else's. I believe that a better solution to the problem is through greater education 

and providing individuals of reproductive age with access to the best reproductive health care 

possible. I also do not condone reducing welfare for large families - it is not the fault of the children 

that they exist, and laws targeting parents with "too many" children will only serve to harm their 

innocent offspring. 

The more frightening aspect of this dystopia is reminiscent to me of Aldous Huxley's "Brave 

New World;" are we headed towards a society in which all children are designed first to fit their 

parents' whims and desires? How soon will it be after this that children are designed to benefit 

society as a whole? I can understand and cmpathize with the desire to not have a child with severe 

mental retardation, or a child who will be born with a debilitating genetic disease. In these instances, 

parents make jUdgments regarding the quality of life for themselves and their child. I cannot fault a 

parent for desiring to terminate a pregnancy on the basis of the future health of the child. This is a 

difficult area to tread, however, because it requires parents to make quality of life judgments. 

The abortion debate has flared up again recently, and is particularly relevant to modern 

eugenics. I find the current attacks on Planned Parenthood and abortion access to be little more than 

the infiltration of excessive religious doctrine into public policy. Abortion as a means of eugenic 

control, however, was something I had not previously considered. The wrongful-birth and wrongful
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life cases I discussed earlier hit close to home. I am currently dating a man whose family tree 

contains a sharp prevalence of autism. Were I able to determine the severity of the autism of my 

prospective child, would I abort it? This has been a question that the two of us have discussed , but 

always fearfully. My boyfriend, while on the spectrum, is a great man. Would I deprive myself and 

the world of a child similar to my current lover simply because the task of raising an autistic child is 

too daunting? The recent advances in medicine have afforded people a great ability to prevent the 

birth of children with horrible diseases, but they have also forced parents to consider a wide range of 

complex bioethical issues that are difficult to address in a wholly satisfactory way. 

The bioethical arguments of today are incredibly difficult to tease apart due to the numerous 

influences upon them. When considering whether or not to abort a child on the basis of genetic 

information, individuals and/or parents must decide what societal influences are most important to 

them. Bioethical arguments contain religious implications, political implications, the influences of 

current social mores, and personal value system. There was formerly no question of deciding whether 

or not a child would be carried to term; it was required. With the advent of new technologies we now 

have the option of weighing the life and health of a child versus the toll that child will take on the 

family and society. Even if parents are careful to try to avoid it, the bottom-line mentality utilized by 

many 20th-century eugenicists is still a major influence that is difficult to ignore. 

Conclusion 

The bioethical implications of these arguments led in part to the development of GINA. 

GINA is definitely limited in its ability to help the modem American make individual choices based 

on genetic information, but it is a good first step in preventing discrimination in health insurance and 

employment. The glaring holes in our national genetic discrimination laws concern children and 

embryos. Future legislation will have to deal with our ability to design children on the basis of their 

genetic information. I can understand, however, why the federal government has not yet made a 

motion to tackle this problem head-on. The ethical implications of modern genetic discrimination are 
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so complex that legislating them will almost certainly impinge upon an individual freedom. At the 

moment, we are favoring the rights of the parents over the rights of the unborn child. Will we see a 

swing in the future of reproductive rights similar to the changes seen in societal benefit versus 

individual rights? Will new technologies or theories develop that swing the curve even further to one 

side or the other? Time and scientific advancement will determine the course of society, and it is 

impossible to determine just how much of an influence the specter of eugenics will play in our future. 

It is obvious that, as of now, American law does not fully cover the range of genetic discrimination. I 

do not foresee this changing in the near future. I can only hope that the rights of the individual will 

someday be balanced against the rights of society and that eugenics will become a non-issue, but 

GfNA is a step in the right direction. 
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