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Abstract: 

The concept of human dignity began as early as the Roman Republic, given a feeble meaning of 

superiority over beasts. Since then, it has transformed to envelope what is now modern ethics, 

defining every human's right to live under ethical circumstances. However, the concrete 

definition of 'human dignity' is controversial; many argue that it is simply an arbitrary concept 

used to overshadow smaller components of ethics, such as autonomy. Despite its unclear 

meaning, the need to define what is ethical under human dignity has become paramount; as 

science and technology continue to advance and transcend all known boundaries, the concept of 

dignity has been forced to expand to define what is ethical in a completely new technological 

era. 
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Chapter One:  

An Introduction to Human Dignity 

In the last few centuries, science has made unprecedented discoveries about the world 

and its inhabitants—humans. Within a small span of one-hundred and fifty years, science 

advanced from establishing the basic cell theory—stating that all organisms are made up of cells, 

and each cell is derived from preexisting cells—to mapping the human genome and providing a 

secondary structure of deoxyribonucleic acid (DNA) (Freeman 2, 62). With science advancing at 

exceedingly rapid rates, a new concern arose: obtaining and using scientific data ethically. As 

early as the 5th century BC, this concern could have driven Hippocrates—called the father of 

medicine—to write the Hippocratic Oath, ensuring that modern medicine be used, to the best of 

the physician’s ability, solely to treat the ill (“Hippocratic Oath”). Since Hippocrates, while 

science continues to tread new grounds, ethicists have been left to debate whether these 

advancements infringe upon human dignity. Because of this, human dignity has become a central 

theme in modern bioethics. Although there is neither concrete definition nor set importance of 

dignity, the concept has become deeply woven into the arguments of ethicists. However, the role 

of human dignity is still largely unclear in ethical and bioethical debates. 

The concept of human dignity can be understood as the belief that humans hold the 

highest level of worth (Lebech 2). The expression contains the predicate ‘human’ and the noun 

‘dignity,’ expressing that this dignity is of the human kind. It functions similarly to the phrase 

“human being,” where the noun ‘being’ is qualified by the adjective ‘human’ in the sense that it 

excludes all that is not human (Lebech 1). Dignity, on the other hand, stems from the Latin noun 

decus, which defines as distinction or honor. It is related to the Greek term δοκειν, meaning to 
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show. Generally, dignity entails the standing or respect of one, for example in regards to his or 

her status. Therefore, it refers to what a person induces in respect to excellence or 

incomparability to value.  Interestingly, the Latin term dignitas was adapted to be used in 

reference with logic, indicating that dignity, despite connoting honor and glory, withholds 

importance, though self-determining (Lebech 1). Dignitas is understood as being important by 

virtue alone, even if something else has given it.  

The English expression ‘human dignity’ slowly emerged in a context of appreciation of 

human individuals (Lebech 2). The framework of the term ‘dignity’ can be divided into four 

major stages of development, each depending on time-typical characteristics. The first account 

was that in the Roman Republic—the Cosmo-centric account (Lebech 3). In this empire, 

Dignitias was the standing of someone who demanded respect or value, due to political, military, 

or administrative achievements. Marcus Tullius Cicero, a famous Roman philosopher and 

politician, referred to the idea of dignitas humana, stating that humans possess this superior 

status due to the possession of a superior mind, obligating them to remain superior to the beasts. 

To Cicero, like many of the Romans, dignity was defined as what merits respect, such as 

accomplishment or achievement. Dignity amongst humans not only elevated their status above 

the beasts, but also gave them the right to rule the world. This is due to there being no higher 

power than that of reason, giving humans a common power with the gods; thus, the humans and 

the gods shared the same commonwealth, known as the Universe—the Cosmos. In the Cosmo-

centric framework, dignity connotes the powers of governing—which, in turn, dignifies he or she 

who is in command (Lebech 3).   

Following the Cosmo-centric framework, the Christo-Centric Account of dignity arose in 

the Middle Ages (Lebech 4). The expression dignitas humana was not used commonly; however, 
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a similar phrase—dignitas conditionis humanae—which meant the ‘dignity of human condition 

or creation’, was used. This phrase inspired the title of a book credited to Ambrose--De 

conditione dignitatis humanae—but was likely written by Alcuin four centuries later. In this 

book, the term dignitas was used interchangeably with the term persona, connoting that a person 

is defined or distinguished by their dignity. Likewise, Thomas Aquinas, an Italian friar and 

influential philosopher, uses the phrase dignitas in arguing that humans can lose their human 

dignity through sin (Lebech 5). He believed that deviating from the rational order would cause a 

person to become less dignified, thereby reducing the evil-nature of killing said sinner—even 

though killing an innocent person was, in itself, a sin. Because of this, possession of human 

dignity must depend on a person’s ability to remain free and rational; therefore, when one acts 

against rationality, they are degrading their dignity. This Christo-centric framework explained 

the importance of being human, as well as the destructible nature of dignity and personhood.  

(Lebech 5).  

The third, Logo-centric account followed the Reformation and religious wards, impacting 

all modern thinkers (Lebech 6).  During this time, authority and tradition were widely 

questioned, and even new institutions, made to replace the old, were faced with a great force of 

criticism. As the Enlightenment progressed, almost everything was explained in relation to 

reason. During this time, Pico della Mirandola, an Italian Renaissance philosopher, explained the 

dignity of man as having a close relationship to man’s capability to choose his niche or place he 

would occupy in the universe. Contrarily, Thomas Hobbes, an English philosopher, neatly 

defined the presence of social constraint on this definition of dignity; he noted that rather than 

man having infinite possibilities—roles to play, niches to fill in the universe—instead, society 

determined the ‘worth’ of the man. In this case, humans have no predetermined value except that 
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of which societal evaluation has lent them. It was based on this account that Immanuel Kant, a 

German philosopher of the eighteenth century, developed the framework for his idea of 

dignity—creating a separation between ‘human’ and ‘dignity.’ According to Kant, humans in 

their actions are autonomous, thereby making them dignified. Therefore, the term ‘dignity’ can 

be used on its own—as it often is—to be associated with what he calls the ultimate object of 

respect: the categorical imperative. This account of dignity—the logo-centric framework—is 

represented by Kant’s explanation that humanity in itself is dignity. However, he also explains 

that dignity is dependent of autonomy—an innate nature of humans—making it moral or 

political in nature, leaving the exact definition of human dignity without objective criterion 

(Lebech 7).  

The fourth and final account was the Polis-centered account (Lebech 7). Though Mary 

Wollstonecraft was a British writer in the eighteenth-century, her philosophy greatly pertained to 

the Post-Modern era (Lebech 7). Through her work, she demonstrated that she consciously 

stepped out of the Enlightenment philosophy framework by speaking about human dignity from 

a new perspective for the time—that of a utopian vision, where all human beings would be 

happy. Similar to Kant, Wollstonecraft explains human dignity in relation to the ability to reason; 

she believed that because man has the ability to be logical and autonomous, woman, too, 

possesses the same ability. While she greatly advocated women’s rights through her two 

writings, A Vindication of the Rights of Men (1790) and A Vindication of the Rights of Woman 

(1792), she demonstrates a great need for human rights for all groups alike. Rather than using the 

expression “human dignity,” Wollstonecraft employed the concept of “the native dignity of 

man,” and “dignity of virtue,” to demonstrate a different understanding to the term ‘dignity’. At 

the time, the common understand was that dignity was attained either by merit, inheritance by 
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descent, or by Royal decree; this made it a prerogative of the aristocracy, giving the concept of 

dignity a social understanding (Lebech 7-8). Against the common belief of the time, 

Wollstonecraft argued that dignity belongs to anyone who is fair and sensible (Lebech 8). In this 

form, dignity would be all-inclusive, regardless of gender or race. With this logic, men and 

women were to be recognized of their innate dignity based on their character, regardless of 

extenuating factors such as gender and race. This included the right to freedom from slavery, 

whether it be physical labor or sexual abuse (Lebech 8).    

Despite these four accounts of the widely used expression “human dignity,” is there an 

objective, concrete definition for what it is? The idea and principle of human dignity has been 

shown to manifest in the difference of these four accounts—each consisting of different 

fundamental values of human beings. In this first, Cosmo-centric framework, human beings are 

believed to have innate value due to their control over emotions, other persons, or beasts (Lebech 

9). It is by maintaining this control that humans obtain esteem, and it is through this obtainment 

that they are given the ability to take part in a social life—thereby legislating society. In this 

account, it is nature that has places a superior virtue on humans, giving mankind the 

responsibility to not fail in ruling its dominion. Dignity only extends to that of the human race. In 

the second account, the Christo-centric framework, human beings are believed that have innate 

value due to their likeness and resemblance to God. Therefore, their value does not as much 

pertain to their dominion as much as it involves likeness to God. In this account, divine similarity 

is necessary—though not sufficient—for possession of human dignity; the possessor must also 

be human. In the third account, the logo-centric framework, humans possess dignity due to their 

ability to reason (thereby understanding implications of their actions). Rationality has become a 

criterion for being human; therefore possessing the ability to reason is a criterion for human 
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dignity.  In the fourth account, the Polis-centric framework, virtue is defined as in relation to its 

usefulness to society (Lebech 10).   

Figure 1: Summary of Each of the Four Accounts of Human Dignity throughout History 

Stage of 

Development 

I. Cosmo-

Centric Account 

II. Christo-

Centric Account 

III. Logo-

Centric Account 

IV. Polis-

Centered 

Account 

Context of 

'Human 

Dignity' 

'Dignitas 

Humana': 

Humans possess 

a superior mind 

than beasts and 

merit respect. 

'Dignitas 

conditionis 

humanae': 

Dignity is a 

condition of 

being human. 

Kantian Theory: 

Humanity is, in 

itself, dignity; 

dignity is innate. 

Dignity is all-

inclusive, 

regardless of race 

or gender. 

 

In more modern history, the term “dignity” started with smaller appearances in the 

constitutions of Mexico (1917), Ireland (1937), and Cuba (1940) (Häyry 7). Soon, it was used in 

the United Nations’ Universal Declaration of Human Rights, which states: 

[The] recognition of the inherent dignity of and of the equal and inalienable  

rights of all members of the human family is the foundation of freedom justice,  

and peace in the world... (United Nations). 

 According to the Universal Declaration of Human Rights, men, women, and children, 

alike, each have an equal and inherent dignity. In this context, dignity is being compared to 

equality—to worth; based on this, all humans have equal rights to better living conditions and 

greater freedom. However, the question can be raised that if all humans are born with an intrinsic 
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equality that is dignity, can this value change during a lifetime of beneficial and maleficent 

actions?  Perhaps dignity should continue to be denoted as an intrinsic property—thereby 

guaranteeing equal rights to all groups despite ethnicity, gender, etc.—but should also be 

considered a varying value, depending on morality and actions of the individual at question. 

However, it remains at large if individuals who are incapable of controlling their actions—

mentally handicapped, psychiatric patients, etc.—would then have a different value of dignity 

compared to the normally functioning person. Without a concrete definition of dignity, this is 

one of the many dilemmas of modern ethicists regarding the term.  

 Also troubling many ethicists is the lack of knowledge pertaining to what would violate 

human dignity. With such a vague but powerful concept, ethicists unanimously agree—at least to 

some extent—that it is of the utmost importance to respect an individual’s rights and therefore 

dignity. However, the question remains as to what actions should be morally permissible—e.g. in 

regards to human researching, medical treatments, etc.—and which should be morally outlawed. 

History has shown many clear-cut precedents of unethical behaviors that infringed upon the 

dignity of others, such as the Holocaust, in which the autonomy of millions of people was 

denied. In modern times, however, as scientific discoveries reach new realms of medicine and 

technologies, there is no precedent to be observed. In these cases, the struggle to protect human 

dignity has become a question of not only who has dignity—but what.  

 Despite the wide acclaim of the idea of human dignity, some ethicists believe that it is a 

façade for an entirely old concept—respect for a person’s autonomy—or is simply too vague to 

hold such a grand position in modern bioethics (Macklin 1419). In the realm of medicine and 

research, a topic which is not covered by the Universal Declaration of Human Rights, dignity 

may not have any meaning beyond what is already known as the principle for medical ethics: the 
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necessity of voluntary and informed consent, as well as avoiding discrimination and abusive 

practices (Macklin 1419). In this case, dignity is seen as too vague of a concept to be held with 

such high virtue. There is no analysis of dignity—what it is cannot be concretely defined. 

Because of this, it appears as though it is used as an argument for ethical treatment without any 

merit due to clear meaning.  

 Regardless, without any concrete definition, human dignity has found itself at the center 

of countless ethical controversies. In historical context, human dignity was infringed upon by 

inhumane or abusive human experimentation, such as those in Nazi concentration camps. In 

these cases, the individuals who underwent experimentation had no autonomy as they underwent 

mutilation and experimentation for the sake of science advancement, trading human dignity for 

scientific discoveries. Years later, as new technologies and treatments arose, medicine had the 

capability to sustain life in almost any individual—even those with severe mental handicaps. 

Again, human dignity was to be questioned. If every human being was inherently born with 

human dignity and self-autonomy, just as stated in the United Nation’s Universal Declaration of 

Human Rights, then did these individuals have dignity—and therefore the final autonomy over 

their bodies—as well? Furthermore, if they did not have the final autonomy of their treatment, to 

what extent are their guardians allowed to make decisions for them without violating their 

dignity? These scenarios have become increasingly abundant as technologies have rapidly 

advanced, causing new outlooks on what should be considered dignified. Because of this, human 

dignity has become a quintessential term in bioethics, becoming intertwined in extremely diverse 

cases throughout history and into the future.  
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Chapter Two: 

Human Experimentation  

 Less than a century ago, the world of science was shaken at its very core. Within the 

concentration camps set up during World War II, widespread human experimentation was being 

conducted--often resulting in death of its subjects. The Nazi human experiments being conducted 

were a collection of scientific and medical experiments, performed on vast amounts of prisoners-

- mainly of the Judaic religion; test subjects ranged from children to adults and often included the 

mentally handicapped. Based on the nature of the human experimentation conducted during this 

time, there is an innate feeling of revulsion toward the German medicine during this era. 

However, prior to, and in the early years of, the Nazi era, Germany was a leading power in 

several areas of medicine, including: epidemiology, prophylactic treatment, public health policy, 

and occupational health laws (Cohen). Even more intriguing was that Germany was ahead of the 

time in respect to human research; decades before even the United States, Germany gave 

compensation for certain medical conditions, as well as received informed consent for medical 

procedures.  

 Prior to the Nazi era, Germany was responsible for two remarkable ethical guidelines 

regarding human subjects in research. Half a century prior to World War II, in 1892, there was a 

public outcry in Germany regarding a specific experiment in which human subjects were used. In 

this experiment, both orphans and prostitutes were intentionally infected with syphilis in order to 

identify and test novel treatments (Cohen). In 1900, the public outrage that was result of the 

experiment led to a Directive made by the Prussian Minister of Religious, Education, and 

Medical Affairs. This was likely the first document of its kind regarding human research, in 
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which it was recognized that there was a grave need to protect minors, as well as those who are 

mentally or physically handicapped. It also required that the research be conducted by the 

director of a medical institute or by a capable, supervised physician. Most importantly, the 

document explicitly required that researchers obtain unequivocal consent from the human 

subjects, as well as explain all possible adverse side effects that may result from participating in 

the study. The researchers in the study were also required to keep a medical record book to 

demonstrate that the study adhered to the ethical guidelines of human experimentation (Cohen).  

 On February 28, 1931, just before the second world war in Germany--and two years prior 

to Hitler's rise to power--new regulations for medical procedures' informed consent were 

employed by the Reich Minister of the Interior (Cohen). These new guidelines, called the 

Regulations on New Therapy and Human Experimentation, were created after an experimental 

tuberculosis vaccine caused the death of 75 children in Lübeck, Germany (Cohen). In these 

guidelines, there is a explicit call to respect the human dignity of patients involved in medical 

experiments. The first guideline places value on patient health and well-being before advancing 

medical science; it requires the physician to take responsibility for the health and wellbeing of 

the patient before considering performing any experimental treatment or scientific experiment. In 

the twelfth guideline, the document requires that human experimentation must not be conducted 

in cases in which: patient consent is not obtained, animal studies are sufficient, children under 

the age of 18 are used as subjects if there is an inherent danger, and if the patient is dying 

(Cohen). These guidelines were important because they remained the binding law within 

Germany even during the Third Reich, whilst unethical human experiments were being 

conducted in concentration camps, and because they outlined an educated and moral system of 

health care (Sass 100).  
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 Despite their continual implementation throughout the Nazi era, the Regulations on New 

Therapy and Human Experimentation were ignored for many persons, including, but not limited 

to: persons of Jewish faith, Gypsies, prostitutes, criminals, political prisoners, homosexuals, the 

mentally and physically deficient, and opponents of the Nazi regime (Cohen). Among many 

others, doctor Josef Mengele M.D., Ph.D., a German officer and physician in the Nazi era, 

infamously conducted experiments on children, particularly twins, in the Auschwitz 

concentration camp (Müller-Hill). Interested in genetics, Mengele became involved in the camp's 

prisoner 'selections', where he would scour the lines of potential test subjects, looking for 

subjects—mainly twins—that displayed prominent genetic defects. Although the twins were safe 

from execution and abuse from the camp officials, an equally gruesome fate lay ahead for them; 

they were separated from the rest of the camp's prisoners, and kept for experimental studies 

conducted by Mengele (Müller-Hill).  

 In these experiments, any form of ethicality and physician responsibility was lost; this 

included the medical guidelines still in place, Regulations on New Therapy and Human 

Experimentation, which explicitly required informed consent from the patients, and that no harm 

be done to children. Each of the children prisoners would be scrutinized for physical or 

biological material that may prove to be of genetic interest, including organs, blood and bones 

(Müller-Hill). In the case of identical twins, one twin could be used as a control for the other, 

administering a variety of stimuli or injections to be compared with the other. Patients underwent 

horrific experiments concocted by Mengele, including attempts to alter eye color by means of 

chemical injections, as well as amputations of limbs and removal of organs without anesthesia. 

Although at least 1,000 twins were taken for the Mengele experiments, only 200 survived until 

the liberation of the camp in 1945 (Müller-Hill). 
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 The experiments conducted on Nazi prisoners ranged in method and result, but all 

demonstrated the same lack of ethicality and regard for human dignity. Spawning from the 

unethical experiments conducted on human prisoners of the Nazi regime, such as those of Dr. 

Mengele in Auschwitz, the Nuremberg Code was created in 1946 (Cohen). It was drafted as 

result of the trials of the SS Nazi physicians, in order to set ethical guidelines for human 

research. The Tribunal for the Doctors' Trial convened 139 times in order to judge the entire 

amounts of evidence on the 23 defendants; the Nuremberg Code was used to address the many 

failure of medical ethics as presented by the evidence. In the Nuremberg Code, the first, and 

probably most important guideline, requires voluntary consent from each of the human subjects 

within an experiment, stating that voluntary consent is "absolutely essential" (Nuremberg Code). 

This meant that those who are involved in experimental studies as human test subjects must have 

the legal capacity to give consent, without coercion, and that all possible adverse side effects of 

the experiment--as well as the nature, duration, and purpose of the tests--must be clearly 

explained to the patient (Nuremberg Code). This implicitly defined the importance of human 

dignity--to cause transparency within the research and allow patients to make the decision of 

their own fate and cooperation when participating in experiments. 

 The Nuremberg Code also implemented guidelines that ensured that any human 

experimentation would be conducted if, and only if, the results would be beneficial to society 

(Nuremberg Code). This meant limiting the use of human test subjects in research until animal 

experimentation had been conducted, in order to ensure that the use of humans was absolutely 

necessary. The experiments are required to be performed in proper facilities by professionals in 

the area of clinical research being tested, thereby mitigating any physical or mental injury caused 

to the patients. Furthermore, the well-being of the patient was made to be of the utmost 
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importance. The Nuremberg Code makes clear that if, at any time, the subject wishes to end 

his/her participation in the trial, they should be allowed to do so. Additionally, if the physician 

responsible for  the experiment believes that the subject could be harmed in the procedures, they 

are ethically required to end the experiment in order to preserve the wellbeing of the patient 

(Nuremberg Code). Each of these guidelines demonstrate the gravity of human dignity when 

compared to the possibility of advancing medicine or science. The wellbeing of the subject is 

always considered to be top priority, and the physicians conducting the research are directly 

responsible for the subject's welfare.  

 Despite the creation of the Nuremberg Code in 1946, many medical researchers believed 

that its guidelines only applied to atrocious experiments, such as those conducted by the Nazis. 

The Code was viewed as being "necessary for barbarians," not for outstanding scientists 

(Cohen). Because of this sense of "Nazi exception," there was a very long delay before 

physicians within the United States took seriously the idea of informed consent, as demanded by 

the Nuremberg Code. This led to the World Medical Association's creation of the Declaration of 

Helsinki--an extended version of the Nuremberg Code meant to further the protection of human 

subjects involved in medical and scientific research. The Declaration of Helsinki even goes as far 

as to extend protection to those involved in research based on identifiable human material and 

data (World...).  

 The dignity and welfare of the patient is demonstrated to be, again, more important than 

the findings of any research; the Declaration of Helsinki states that it is the responsibility of the 

physician to devote their efforts to the health and safety of the patient (World...). The physician 

is bound by the words, "The health of my patient will be my first consideration..." demonstrating 

the clear importance of maintaining the health of the patient (World...). The Declaration also 
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requires that experiments that are to use human subjects must be conducted only to understand 

causes, effects, diagnosis, prevention, treatment, cure, etc. Based on this, the safety, 

effectiveness, and quality of the treatment should be observed and recorded, whilst being 

recorded in a public place to ensure transparency. Regarding the physicians, the Declaration of 

Helsinki states that they not only should have a clear, pre-approved protocol, but also be 

ethically and legally bound to the subjects. These subjects must be competent and able to give an 

informed consent, meaning that they must understand the nature and gravity of the experiment 

and its possible consequences, and be fully aware of the risk of being a test subject for said 

experiment. Because of this, the use of vulnerable and disadvantaged test subjects should be 

avoided unless the general population would greatly benefit from the research. When the results 

of the experiments are to be published, the dignity of the patient is, still, held important. Authors, 

editor, and publishers each have ethical obligations regarding the publication of results; 

regardless of the nature of the results--whether they be negative, inconclusive, or positive--they 

should still be made publicly available. In order to avoid hidden conflict of interest, sources of 

funding, as well as institutional affiliations, should be explicitly stated in the publication. If any 

of these guidelines set forth by the Declaration were to be broken, the results should not be 

accepted for publication (World...).  

A Lapse In Ethics 

 The purpose of the Nuremberg Code and the Declaration of Helsinki is to ensure that the 

same atrocious medical experiments that occurred during the Nazi era are to never happen again. 

They demonstrate the unequivocal value of human life, and therefore human dignity, by creating 

very strict principles regarding human experimentation. However, despite both the Nuremberg 

Code and the Declaration of Helsinki, instances of infringement of human dignity have been 
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seen in medical research even in modern history. In 1932, just over a decade before the 

Nuremberg Code was created, the United States Public Health Service began an experiment in 

Macon County, Alabama, called the Tuskegee Syphilis Study (Brandt 21). The study's purpose 

was to examine the natural, untreated course of syphilis—a bacterial infection often transmitted 

through sexual activity. The subjects for the study were black males; approximately 400 

syphilitic men were studied, and 200 uninfected men were used as controls. These African 

American males were to be used in comparison to the results obtained in a similar Norwegian 

experiment conducted in Oslo, Norway, in 1909, in which the subjects were mainly Caucasian. 

In 1936, the first report of the experiment was published, with follow-up papers appearing every 

four to six years subsequently all through the 1960s (Brandt 21).  

 During the course of the experiment, a major medical breakthrough occurred; in the 

1950s, penicillin--a potent antibiotic treatment for syphilis--became widely available (Brandt 

21). However, ignoring the basic duties of practicing medicine as a physician, the researchers did 

not give the men in the study penicillin to treat their syphilis. Moreover, on multiple occasions, 

the United States Public Health Services actually made efforts to prevent any treatment for the 

human subjects involved in the study. Only thirty years after the experiment had started, in 1972 

when the national press began to expose the experiment, did the Department of Health, 

Education, and Welfare cease the experiment. By this time, seventy-four of the human subjects 

were still living; it is known that at least 28 of the men--but an estimated 100--died directly from 

the study, when their syphilis advanced due to lack of treatment (Brandt 21).  

 Although when the study began in 1932 the Nuremberg Code had yet to be created, and 

very few ethical guidelines regarding human experimentation were issued, the experiment 

continued for several decades, up until 1972 when an investigation was launched of the study 
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(Brandt 21). During the forty-year course of the experiment, both the Nuremberg Code (1946) 

and the Declaration of Helsinki (1964) were drafted and published. In both sets of guidelines, 

though more explicit in the Declaration of Helsinki, it is noted that an unnecessary harm to the 

test subjects should be avoided; furthermore, the patient's well-being is not only the 

responsibility of the leading physician, but also outweighs the humanitarian importance of the 

issue at hand by conducting the study (Nuremberg Code; Medical...). Because of this, in August 

1972, the panel investigating the study under the Department of Health, Education, and Welfare 

found that the study was "ethically unjustified," because penicillin should have been given to the 

men when it became available (Brandt 21). The men in this experiment were robbed of their 

dignity, even after the publication of ethical guidelines regarding human experimentation.  

 To understand the Tuskegee Syphilis Study, it is necessary to look at the racism and 

medical opinion of the early twentieth century. Around this time, Darwinism had developed a 

new rationale behind American racism, stating that essentially primitive peoples were unable to 

be assimilated into what was believed to be a complex, white society (Brandt 21). American 

scientists speculated that while struggling to survive in the United States, African Americans 

were hopeless, particularly because it was believed that these men and women were more prone 

to disease, vice, and crime. In essence, it was believed that the African American race would fall 

victim to the degenerative evolutionary process. According to many physicians, perversion, 

immorality, and barbaric tendencies among African Americans made them particularly prone to 

venereal diseases such as syphilis (Brandt 22). They believed that even the most educated 

African American would not seek treatment had he contracted syphilis.  

 The Tuskegee Syphilis Experiment originated in 1929—with these particular studies 

funded  by a grant from the Julius Rosenwald Fund (Brandt 22). Not too long after the start of 
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the studies, the fund was depleted, and the study was forced to stop; however, using the data 

collected by the researchers under the Rosenwald fund—which outlined which males had 

syphilis and which did not—the United States Public Health Services began conducting studies 

in hopes of identifying possibilities for mass treatments for the disease. The preliminary research 

demonstrated that Macon County, Alabama—where the small town of Tuskegee was located--

had the highest rates of syphilis of all the areas studied. Just three years later, in 1932, Dr. 

Taliaferro Clark, the Chief of the United States Public Health Services Venereal Disease 

Division, as well as author of the Rosenwald Study report, decided that the high prevalence of 

syphilis within Macon County held high value as an unusual opportunity for observation of the 

disease. The researchers involved deemed the study as a "study in nature," as opposed to an 

experiment; they believed that so long as the African Americans were to live untreated naturally, 

it was permissible to simply observe the course of the disease as it progressed (Brandt 22).  

 Once the Tuskegee Syphilis Study had begun in 1932, it continued for four decades until 

1972. During its course, it violated several principles established in the Nuremberg Code (1946) 

and the Declaration of Helsinki (1964). While the main critique was the refusal to treat the 

infected men in the study with the newly developed penicillin, many other aspects of the study 

also infringed upon the dignity of the subjects. One of the paramount points of the Nuremberg 

Code and the Declaration of Helsinki is the idea of informed consent. In the Nuremberg Code, 

the very first guideline reads: "The voluntary consent of the human subject is absolutely 

essential" (Nuremberg Code). Similarly, in the Declaration of Helsinki, it states that "subjects 

must be...informed participants in the research project" (World...).  

 It is important to keep in mind that in the Tuskegee Syphilis Study, the primary 

demographic of participants was illiterate, poverty-stricken African American men in the rural 
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South (Brandt 23). In order to enlist participants in the study, the researchers told the men that 

they were ill with bad blood and promised them free care (Brandt 24). In order to preserve the 

subjects' interests, as well as continue their participation in the study, the researchers gave them 

mercurial ointment--a non-effective drug--or noarsphenamine in inadequate doses (Brandt 24). 

They were also compensated with medical services for other illnesses besides syphilis, 

transportation costs, free lunches, and fifty dollars for insurance burial ("The Tuskegee.."). They 

were also gifted ten dollars, just prior to death, as a certificate of appreciation for participation by 

the US government (Pimentel).  

 However, despite what appeared to the men as hefty compensations for their time, the 

United States Public Health Services did not disclose the nature of the men's illnesses, nor that 

they were going to be participants in an experiment; instead, the men were led to believe that 

they were being treated for "bad blood"; though this was the South's colloquialism for syphilis, 

many of the men did not understand the connection (Brandt 24). The researchers used deception 

to con the men into the study, disregarding the men's right to know that they were in an 

experiment, thereby infringing upon their human dignity.  They would write to the men in the 

study, encouraging them to participate in procedures such as spinal taps by using euphemisms 

such as "special free treatment," without actually disclosing what the treatment was, or if it was 

effective (Brandt 24). This dishonesty demonstrated by the scientists of this study demonstrates 

the lack of respect for the men being used as subjects; it violates the guidelines set forth by both 

the Nuremberg Code and the Declaration of Helsinki, in which they state that the needs of the 

patient outweigh the problem to be solved by the experiment (Nuremberg Code; World...). Under 

the guise of being labeled a 'treatment,' the Tuskegee Syphilis Study was able to study men that 

may have been cured otherwise. 
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 The investigation of the Tuskegee Syphilis Study in 1972 exposed the study's lack of 

informed consent from the human subjects. The amount of deception and absence of disclosure 

of the experimental details demonstrated that the men involved in the study had no true 

understanding of the experiment, as well as the possible consequences of participating in the 

study. Because of this, the Belmont Report was published by the National Commission for the 

Protection of Human Subjects of Biomedical and Behavioral Research on April 18,1979; in it 

was an outline of ethical principles and guidelines aimed at protecting human subjects in 

research ("The Tuskegee..."). The report summarizes basic ethical principles regarding human 

experimentation as set forth by the Commission. These ethical principles include respect for 

persons, beneficence, and justice ("The Belmont Report"). The first ethical principle, respect for 

persons, deeply reflects the need to respect the dignity and autonomy of individuals. The 

Belmont Report defines an autonomous individual as one who is capable to deliberate personal 

goals, as well as have opinions ("The Belmont Report"). Those individuals without full 

autonomy, such as the mentally handicapped, are entitled to protection. In the Tuskegee Syphilis 

Study, each of the men involved were autonomous individuals. Because it can be assumed that 

the natural goal of an ill individual would be to receive therapeutic treatment, the autonomy of 

these men was not respected as they were left untreated. Also disregarding their autonomy was 

the study's refusal to disclose adequate information; without an understanding of the experiment, 

the men were unable to make a knowledgeable decision about their desire to participate in the 

study.  

 Beneficence, the second ethical principle denoted by the Belmont Report, entails that 

persons are not only to be treated in a manner that respects their decisions by sheltering them 

from harm, but also to make an effort to preserve their wellbeing ("The Belmont Report"). In this 
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document, "beneficence" is understood as going beyond kindness or charity; it is connoted as 

being an obligation. The third ethical principle, justice, asks: "who ought to receive the benefits 

of research and bear its burdens?" ("The Belmont Report"). Essentially, in order to provide 

justice, there must be a sense of fairness in distribution; injustice occurs when a person is denied 

an entitled benefit. There are five formulations in which benefits and burdens should be 

distributed: 1) each person receives an equal share, 2) each person receives according to 

individual requirement, 3) each person receives according to individual effort, 4) each person 

receives according to societal effort, and 5) each person receives according to individual merit 

("The Belmont Report"). In the case of the Tuskegee Syphilis Study, beneficence and justice 

were both ignored with regard to the men acting as human subjects. If the study were to follow 

the ethical principle of beneficence, the men would have been treated for their ailments, 

including syphilis, in order to reduce harm. Instead, many men died of their sickness. If justice 

had been followed, these men would have received the benefit of the findings of the research--

how to treat mass disease. Again, justice was ignored because the men were allowed to die, 

despite the known cure for syphilis, penicillin.  

 The Belmont Report also establishes guidelines for informed consent, which was clearly 

disregarded in the Tuskegee Syphilis Study. In the report, it states that participants in a study 

must, to the degree in which they are capable, be given the opportunity to decide their own fate 

("The Belmont Report"). This includes disclosing specific items regarding the experiment, 

including: procedure, purposes, risks, benefits, and the possibility to withdraw from the 

experiment at any time. Also needed for informed consent is comprehension; in the Tuskegee 

Syphilis Study, the primary demographic of subjects chosen for the experiment were illiterate 

men from the rural South. Although very little information was provided, it would still require 
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that the subjects fully comprehend the nature and consequences of the study--which was not the 

case. The Belmont Report requires that in cases, much like the Tuskegee Syphilis Study, when 

comprehension is limited, special provisions must be made. It is also important that the nature of 

informed consent be voluntary ("The Belmont Report"). This means that the use of coercion and 

influence to sway the participation of subjects should be avoided. If informed consent, as defined 

by these principles, were not to be obtained, it would violate the subject's dignity and 

compromise the experiment's validity. 

Conflicts of Interest 

 In the Declaration of Helsinki, it is explicitly stated that when conducting research that 

uses human beings as test subjects, it is necessary to inform each subject of the aims and protocol 

of the study (World...). More importantly, it requires that researchers identify and explain any 

institutional affiliation or added benefits/risks of the study that may cause a conflict of interest 

for the researcher (World...). The Declaration of Helsinki provides a basis of dignity to the 

subjects, implying that it is the subject's right to know if the head physician has alternative 

motives when conducting the study; this is meant to protect the subjects from lead physicians 

who may not have their wellbeing prioritized.  

 Despite this guideline having been adopted in 1964 under the Declaration of Helsinki, 

science and clinical trials have still, more recently, pushed the boundaries of ethical code. 

Scientific integrity in medicine, regarding corporate interests and affiliations, has become the 

front line in a battle for ethical conduct in research. At the center of the debate lays American 

Medical Centers, where many ethicists believe that protocols should be adopted to ensure that 

physician's decisions regarding experiments have the wellbeing of the subject as priority, instead 

of any political or corporate affiliations. These conflicts of interest arise in cases like those when 
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pharmaceutical companies and American Medical Centers want to take part in the business 

aspect of research, sharing in the lucrative products of the studies (Liang & Mackey 137). These 

relationships pose a threat to the integrity of clinical research, and the public's trust of the 

institutions dwindles because the public is led to believe that their wellbeing, as subjects in these 

studies, will not be the main priority of the physicians—such as was the case in the Tuskegee 

Syphilis Study.  

 A key example that demonstrates the ramifications of these institutional conflicts of 

interest in clinical trials is the death of Jesse Gelsinger, an 18-year-old subject of a liver gene 

therapy trial performed at the University of Pennsylvania's Institute for Human Gene Therapy 

(Liang & Mackey 137). Gelsinger suffered from ornithine carbamylase (OTC) deficiency 

(OTCD), the main focus of the study. It is a rare genetic disorder, affecting the body's urea cycle 

in which ammonia is excreted. Though this disorder is potentially life-threatening due to the 

accumulation of ammonia within the body, Gelsinger's mutation was a special, mild, variation of 

the ailment. Rather than having been inherited, his OTC deficiency occurred spontaneously with 

a random mutation that took place during embryonic development (Trial and Error...). Because 

of this, only about half of his liver cells were affected; the remaining half were healthy and 

functioning normally, thereby reducing the fatality of his condition.  

Because the gene encoding OTC is found on the X chromosome, males show higher rates 

of the condition than females; females who carry a single OTC mutation usually are without 

symptoms, though may demonstrate protein intolerance in times of high stress (Wilson 151). 

Unlike Gelsinger, males that suffer from a total deficiency of OTC function develop a potentially 

lethal hyperammonemic coma within three days after birth if left untreated; even those who 

receive modern treatment are likely to develop severe cognitive defects. Although individuals 
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who survive the infantile coma are able to be treated with what is known as a chronic drug 

therapy, they are subsequently at risk for extended episodes of the protein-induced coma. 

Overall, OTCD, despite the possibility for clinical care, has a poor prognosis and leads to the 

gradual worsening of cognitive abilities, if not premature death during the individual's childhood 

(Wilson 151).  

 In 1993, gene therapy was still in its infancy. In charge of the trial in which Jesse 

Gelsinger was to be enrolled was Dr. James M. Wilson, the professor and director of the Gene 

Therapy Program at the University of Pennsylvania (Wilson 151). The studies to be conducted 

were going to be the first of their kind—to evaluate gene therapy--by directly administering a 

vector to the patients. The vector was to be a shuttle of sorts—a method by which a normal 

version of the OTC gene could be inserted into hepatocytes (Wilson 152). In order to create this 

vector, Dr. Wilson and his team disabled an adenovirus and altered its genotype to express the 

normal OTC gene. This vector was to be established under good manufacturing practices, and 

then evaluated within animal models prior to being administered to human patients. In order to 

assure safety by limiting the toxicity of the vector, Dr. Wilson proposed to administer a third-

generation vector that demonstrated a 17-fold decrease in toxicity in animal models when 

compared to the first-generation vector (Wilson 152).  

 Prior to the start of the study, consideration was given to enrollment of newborns during, 

or immediately following, the neonatal hyperammonemic coma (Wilson 152). However, this 

idea was quickly negated due to concerns over informed consent. The nature by which the 

informed consent was to be acquired by the parents was perceived as 'coercive,' due to the high-

stress situation of having a child that is severely ill and at high risk for dying. Because of this, the 

decision was made to proceed with adult subjects, ensuring that each patient received sufficient 
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explanation from scientists, physicians, bioethicists, and representative from the Urea Cycle 

Foundation (Wilson 152).  

At the time, this decision was endorsed due to the capability to obtain informed consent 

from participants in the study, as opposed to if infants had been used as subjects. However, after 

the study had been conducted, this decision was viewed as extremely controversial among the 

bioethicist community; the appropriateness of using nearly-healthy individuals, such as Jesse 

Gelsinger, in a trial in which they would be subjected to the possibility of adverse reactions from 

a novel gene therapy vector, was questioned. On April 7, 1997, the first subject of the study was 

given the vector. 

 The first five cohorts  in the study progressed without demonstrating adverse events, 

even though toxicities—such as fever and flu-like symptoms—were observed (Wilson 152). 

Also observed were several transient laboratory abnormalities, such as transaminitis, 

hypophosphatemia, and thromboctyopenia (Wilson 152). On September 13, 1999—just under 

three decades since the conclusion of the Tuskegee Syphilis Study—Jesse Gelsinger received the 

vector (Wilson 152). Because he was part of the sixth cohort of the study, Jesse received the 

highest dose of the third generation vector; at this level in the first-generation vector, severe 

toxicities were observed in non-human primates (Wilson 152). Following the dosage of the 

vector, Jesse experienced a dramatically different response than had been observed in previous 

participants. Due to the vector, the previously healthy young man, only 18-years-old at the time, 

suffered systemic inflammation as several of his organs failed. He died just 98 hours after 

receiving the vector, despite many attempts by the clinical team to treat him (Wilson 152-153). 

Following his death, the clinical trial was put on hold.  
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 Prior to entering the study, just like all other subjects, Jesse Gelsinger was required to 

give informed consent to his participation. However, many bioethicists believe that what 

Gelsinger consented to was not what occurred during the trial. Gelsinger agreed to receive a dose 

of the vector, in order to test its safety—as explained by the clinical team (Trial and Error...). He 

was told that the vector was a modified form of an adenovirus, and the protocol of the study was 

to expose him to the vector intravenously. However, Gelsinger was not informed of—and 

therefore did not consent to—the application of the gene within the vector. This is because the 

clinical trial was not purposed to cure OTCD, but rather to simply test the safety the disabled 

adenovirus as a medium for the gene. Barely 18 years old—the cut-off age for the experiment—

Jesse Gelsinger signed the consent form (Trial and Error...).  

 Initial investigations of the study exposed several revelations regarding Jesse Gelsinger's 

death, including information that was hidden from the NIH and FDA by the research team (Trial 

and Error...). While the third-generation vaccine applied to Jesse Gelsinger was said to be 17-

times weaker in toxicity than the first-generation, it still resulted in the death of two monkeys 

when they were injected with the vector (Trial and Error...). Also withheld from Gelsinger was 

the information regarding the adverse effects seen by the previous participants in the study. 

Doctor Wilson withheld the information from the FDA, despite the mandate that the clinical trial 

be immediately halted upon adverse effects. Also withheld by Dr. Wilson was the fact that 

Gelsinger's OTCD had worsened throughout the study; yet, Dr. Wilson administered a larger 

dose of the vector than what was approved by the FDA advisory commission. (Trial and Error...). 

 Perhaps the  most controversial information withheld from Jesse Gelsinger was Dr. James 

Wilson's affiliation with a company called Genovo, Inc. (Wilson 154). Doctor Wilson was the 

founder and owner of Genovo, and his study was partially supported by a 13 million dollar 
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investment made by his company (Trial and Error...). Although Dr. Wilson states in his article 

"Lessons Learned from the Gene Therapy Trial for Ornithine Transcarbamylase Deficiency" that 

the allegation of financial conflicts of interest regarding his involvement in Genovo, Inc. are 

"unfounded," he admits that it is difficult to manage real/perceived conflicts of interest within 

clinical trials (Wilson 154-155). While, at the time, the FDA did not require full disclosure of 

possible conflicts of interest, further investigation of Dr. Wilson's affiliation with Genovo, Inc. 

showed that both he and the company stood to benefit financially upon the commercialization of 

gene therapy (Liang & Mackey 144). More troublesome was the passive nature of the university, 

doing nothing to resolve these conflicts of interest even after a university committee noted their 

presence (Liang & Mackey 144). 

 These conflicts of interest so easily discerned after the  clinical trials bring into question 

whether the actions taken during the study, those which may have cost Jesse Gelsinger his life, 

were made due to the presence of ulterior motives. In the clinical trials conducted by Dr. Wilson, 

the failure to identify his financial and institutional affiliations with Genovo, Inc. violated the 

ethical principles set forth by the Declaration of Helsinki ("World...").  While Dr. Wilson urges 

that a zero tolerance policy regarding financial conflicts of interest in clinical trials has the 

possibility to limit the contribution of any participating researchers, it brings into question the 

worth of the human life—such as that of Jesse Gelsinger—at stake (Wilson 155).  

Trading Ethics for Science 

While the experiments conducted by Nazi physicians within concentration camps are so 

easily labeled "atrocious" and "unethical," modern twists of misuse of humans as subjects in 

clinical trials have become muddied with the illusion of the worth of medical advancements. 

Although having occurred in three distinct eras of modern history, the Nazi experiments, 
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Tuskegee Syphilis Study, and death of Jesse Gelsinger all have at least one commonality: the 

loss of human dignity. Immediately following the collapse of the Nazi regime,  physicians and 

soldiers, such as Dr. Mengele of Auschwitz, involved in the cruel experiments performed on 

camp prisoners were immediately put on trial for their crimes against humanity. Their deeds 

were considered so evil that, consequently, the Nuremberg Code was adopted. However, as 

demonstrated by the need to adopt the Declaration of Helsinki, it seems as though other scientists 

believe they are exempt from the ethical guidelines—as though they could not conduct such 

atrocious experiments as the researchers before them.  

 Just 30 years separated the Tuskegee Syphilis Study and the death of Jesse Gelsinger. In 

both cases, humans were treated with barbarity—easily discarded for the sake of science. The 

dignity they once had—self-autonomy and right to treatment—were lost when researchers failed 

to correctly obtain informed consent. They were not fully informed of the experiments to be 

conducted, though it was in their right. Used like animals in experiments, the value of their lives 

was forgotten, even though less than a century before, the Nuremberg Code and the Declaration 

of Helsinki made guise of a more ethical research practice. They faced little to no justice, not 

receiving any benefits of the knowledge gained from the studies, but paying the ultimate price 

anyway. However, because of the inhumane treatment of these subjects, for reasons of neglect or 

greed, science was able to flourish. Syphilis became a well-understood disease, and gene therapy 

took great strides in becoming a major break-through in modern science. While the loss of Jesse 

Gelsinger and many men in Tuskegee were tragic, the scientific community is left to decide at 

what cost will the next great scientific discovery come. 
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Chapter Three:  

The Dignity of Human Tissue and Organs 

 Looking back to historical experiments, such as those conducted by Nazis during the 

second World War, it is easy to determine that the human subjects involved were robbed of their 

dignity--especially because many of them lost their lives in the process of discovery. However, a 

question remaining at large the point at which a human becomes dignified—in other words, what 

made these subjects dignified? In an alternate scenario, if the subjects had donated tissue samples 

and organs for scientific purposes, would the same experiments—where bodies were desecrated 

and made unrecognizable—become ethical?  

 While human dignity has long been a paramount principle used to govern biomedical 

research, the relationship between non-embryonic human tissue and human dignity has largely 

been overlooked. Despite this gap in literature, in a modern, industrialized society, it is likely 

that everyone has some type of tissue sample on-file somewhere. These samples range anywhere 

from blood spot cards to specimens left behind at the doctor's office to be tested for pathogens. 

This raises various concerns regarding rights-based legal and ethical contexts; these include 

potential abuse and discrimination, as well as lack of privacy, ownership, commercial rights, and 

respect of religious beliefs (Kirchhoffer & Dierickx 552). Without warning, modern society has 

become intertwined in a large ethical debate regarding the worth and dignity of human tissue. 

 Before determining the relevance of dignity with respect to human tissue, it is 

important to look over the uncertain nature of what is human dignity. In more contemporary 

discussions, dignity can be broken into two distinct views—that which is 'absolute' and that 

which is 'contingent' (Kirchhoffer & Dierickx 552). If dignity is understood to be absolute, it is 
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seen as an innate feature of being human, such that any unethical behavior violating this 

principle can be seen as morally reprehensible. For example, Immanuel Kant, a famous German 

philosopher, believed that a human should always be treated as an end and never as a means; 

according to Kant, describing humans in this fashion inherently marks them as objects of respect. 

Among those who believe that dignity is an absolute value with which a person is born, opinions 

still differ regarding what specifically about a human person should elicit this innate moral 

status. While some, like Alan Gewirth, an American philosopher of the 20th century, emphasize 

self-autonomy as the basis for human dignity, others, such as Pope Benedict XVI, argue that it is 

the uniqueness of each person that should give them dignity (Kirchhoffer & Dierickx 553).  

Contrarily, a contingent understanding of dignity demonstrates the belief that dignity is a 

subjective value based on, for example, a person's standing in society--parallel to the very origin 

of the word. In this case, as opposed to the idea of absolute dignity, contingent dignity refers to a 

person's feeling of self-worth, assessed in relation to the attainment of social status, etc. 

(Kirchhoffer & Dierickx 553). In De Inventione, Marcus Tullius Cicer, a Roman philosopher, 

argued that dignity was "someone's virtuous authority," which in turn should give them respect 

and honor (Kirchhoffer & Dierickx 553).  

In both cases, however, any harm or destruction inflicted upon the biological human 

organism is considered to violate the idea of human dignity. Human tissue is argued to have 

human potential and self-worth, thereby implicating it in the idea of human dignity. Because 

tissue contains genes, and genetic information is unique to the particular person it belongs to, 

human tissue may represent human potential. For example, it is someone's genes that identify 

them as human, thereby ensuring them, like all other humans, the value of protection and respect 

(Kirchhoffer & Dierickx 554). However, this same genome identifies each person as black or 
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white, male or female, and even demonstrates the probability of acquiring certain ailments in 

one's lifetime. It appears that the very genes that make humans so alike also creates a degree of 

uniqueness. Likewise, human tissue can represent acquired self-worth--defined as a person's 

realization of his or her potential to act morally (Kirchhoffer & Dierickx 554). In the world of 

biomedical research, a person can act in a 'morally good' behavior by donating his/her tissue in 

order to gain a sense of self-worth. In this case, the donor has a core belief that his or her tissue 

will be for the good of others. Therefore, because human tissue represents aspects of a particular 

donor with a unique genetic makeup, potential, and moral convictions, it can be argued to have 

the same degree of human dignity.  

Organ Donation 

According to the U.S. Department of Health & Human Services, as of January 15, 2014, 

over 120,839 persons are on the waiting list for organ transplants ("Data"). This figure includes 

98,696 patients requiring a kidney, 15,666 patients requiring a liver, and 3,711 patients in need 

of a heart ("Data"). However, in order for a patient to receive an organ, a pre-registered organ 

donor must fall under the dead-donor rule—a guideline set forth to ensure the ethicality of 

transferring organs from one person to another. In the dead-donor rule, it is required that patients 

be declared dead before any life-sustaining organs are removed in order to be donated or 

transplanted (Truog & Robinson 2391). In order to be declared dead, a patient must demonstrate 

cardiopulmonary arrest, meaning that both the cardiovascular and respiratory system must fail, as 

well as cessation of nervous system activity. However, this poses threat to the viability of organs 

being harvested, because many require constant circulation and respiration in order to avoid 

ischemic injury. Consequently, the concept of brain death was, in part, coined in order to avoid 

complete death of the patient before removing their organs; upon brain death, a patient's body 
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continues to have circulation and respiration, thereby reducing damage to the organs. Because of 

this, although the idea of brain death has been widely recognized, it still raises great concerns 

regarding the ethicality of removing organs from a breathing patient with a pulse; similarly, 

although the patient is pronounced dead, it is largely unresolved whether the tissues and organs 

of their body continue to have dignity. 

Despite the presence of the dead-donor rule, ethical controversy still shrouds the topic of 

organ donation due to serious inconsistencies and contradictions. The rule depends on a concrete 

definition of death, despite the lack-there-of. Furthermore, it is unclear why certain patients, such 

as those who are near death and on life support, should be disallowed to donate organs, 

especially if doing so would benefit others according to their own wishes. This issue comes to 

light in a recent case in which the parents of a severely brain damaged young girl were denied 

the right to donate her organs. Just in eighth grade, Amanda Panzini was tragically struck by a 

Ford F-150 pickup truck while on her bike just down the street from her home (Sanghavi). She 

was not wearing a helmet at the time of the accident, and by the time paramedics arrived, she 

was not breathing. Once transported to the hospital, she showed stable vital signs, but her 

mother, Robin Beaulieu, had sensed that Amanda was already deceased. Admitted to the 

intensive-care unit, Amanda was diagnosed with irreversible cerebral cortex damage—a 

condition that most often ends in a vegetative or neurologically devastated state; however, when 

she was further examined, she demonstrated primitive reflexes, such as gagging when her throat 

was tickled. Despite this, Beauliue requested that her daughter be taken off the ventilator and that 

her organs be donated; in her eyes, her daughter was not coming back (Sanghavi).  

Unfortunately, Amanda did not fall under the very strict guidelines of the dead-donor 

rule, meaning that she was barred from being a donor by its criteria (Sanghavi). Desperate to 
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donate their daughters organs as they knew she would have wanted, her parents inquired about 

the more controversial donation after cardiac death (D.C.D), which exploits the second definition 

of death by the dead-donor rule—the "irreversible cessation" of the heartbeat. Under this rule, 

Amanda would be taken to the operating room, technically alive, where she would be taken off 

of life-support. If her breathing stopped naturally, and her heart stopped within an hour, the 

doctors would continue with the organ donation procedures. Between the time of the cessation of 

the heartbeat and the removal of the organs, the doctors would wait five minutes to insure all 

heart activity had stopped—officially declaring her irreversibly dead. They would then act 

quickly in opening Amanda's torso and removing viable organs for transplant before they were 

damaged by lack of oxygen (Sanghavi). 

After five minutes had passed, and no signs of a heartbeat remained, the surgical team 

procured Amanda's liver, kidneys, and pancreas (Sanghavi). By removing Amanda's organs, the 

surgical team entered a new realm of the dead-donor rule—that which included patients who are 

not dead, but slowly dying. However, an ethical dilemma arises in the success of Amanda's 

organ donation: Are doctors drawing an arbitrary line between life and death—one that lasts 

exactly five minutes in the case of Amanda Panzini--in order to acknowledge death, or are they 

simply trying to hasten the process of organ harvesting to save others' lives? With the need for 

transplantable organ incessantly rising, and facing the paradoxical situation caused by the dead-

donor rule—waiting for cardiopulmonary arrest to declare death, but in turn, causing irreversible 

damage to possibly transplantable organs—doctors have been forced to look for new criteria for 

death. Because of this, as was used in the case of Amanda Panzini, attention has been turned to 

the irreversible loss of function in the circulatory system (Truog, Miller & Halpern). In 1981, 

The Uniform Determination of Death Act defined death as the "irreversible cessation of 
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circulatory and respiratory functions," allowing patients who have been without a pulse for two 

minutes to be used for organ donation (National Conference of Commissioners...). However, 

controversy still follows these new guidelines; despite the loss of cardiac output within this two 

minute window, many patients could be resuscitated using cardiopulmonary resuscitation. 

Seemingly, doctors can kill a patient to harvest their organs because they acted before knowing if 

loss of circulation is irreversible.  

 Furthermore, by opening the criteria to allow more patients to be eligible for organ 

donation, it creates the possibility of hospitals and organ donation agencies pressuring the 

families and doctors of potential organ donors to stop life support—as was the case reported by 

Patrick McMahon in his suit against the New York Organ Donor Network (NYODN) in 2012 

(McMahon). McMahon, an Air Force combat veteran and nurse practitioner, pressed charges 

against the New York Organ Donor Network for what he believes was improper organ 

harvesting procedure. In his lawsuit he states that in the Summer of 2011, he witnessed NYODN 

employees violating ethical guidelines and hospital rules regarding the dead-donor rule on 

numerous occasions; according to McMahon, the transplant coordinator of the time, NYODN 

sought after and pressured hospital employees to issue Brain Death Notes—an official 

declaration of brain-death of a patient—in order to begin harvesting procedure. He also accuses 

NYODN employees of declaring brain-death in patients prematurely, despite brain activity still 

being shown. Furthermore, upon declaring brain-death, the employees would then harvest the 

patient's organs without properly obtaining the death certificate and required paperwork 

(McMahon). 

 In his suit against the New York Organ Donor Network, Patrick McMahon cites the story 

of an anonymous 19-year-old patient, who had been admitted to the Nassau County Medical 
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Center in critical condition during his shift in 2011 (McMahon). The NYODN, like all organ 

donation organizations, view young potential organ donors as high priority, due to the viability 

of their un-aged organs; because of this, it was in NYODN's best interest to declare the young 

man brain dead as soon as possible, in order to begin organ harvesting procedure. Under the rules 

of brain-death, a crucial point in the dead-donor rule, the patient was required to show no brain 

activity when neurological tests were conducted before his organs could be removed. However, 

the patient not only made an independent effort to breath, but also showed signs of brain activity 

and responded to pain stimuli tests. Despite unmistakable signs of life, the NYODN employees 

aggressively began to pressure hospital staff to declare the patient dead by issuing a Note, despite 

the doctor's clear belief that the patient was not brain dead. In a conference call regarding the 

subject, a director of the NYODN was quoted saying, "[t]his kid is dead you got that? Get the 

[Note] signed off," commanding NYODN employees to continue in pressuring the declaration of 

death, as well as consent for donation from next of kin (McMahon).  

 In a similar case, a female patient—who may have been a potential organ donor—was 

brought into St. Barnabas Medical Center in New York on September 30, 2011 (McMahon). 

Similar to the male patient, the female patient demonstrated signs of brain activity, responding to 

the pain stimuli and reflex test administered by McMahon himself and observed by numerous 

resident physicians. Upon receiving these findings, clearly denoting that the patient was not brain 

dead, the NYODN ordered another neurologist to re-administer the tests, who then came to the 

conclusion that the patient actually was brain dead—completely disregarding the countless 

physicians' professional opinions stating otherwise. Soon after, despite McMahon's many 

attempts to get a re-evaluation, the girl's organs were harvested. During the procedure, the female 

patient was moving and jerking as the surgeon began making the initial incision on her chest; 
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because of this, she was given a voluntary muscle paralytic drug, one which causes paralysis of 

the skeletal muscles by inhibiting neuromuscular transmission. This alone was an unusual 

procedure because patients that typically undergo organ harvesting are already classified as dead. 

Nevertheless, her organs were harvested by the NYODN and given to other patients. In 

McMahon's suit, he claims that NYODN's aggressive pursuit of viable organs directly lead to the 

female patient's premature death (McMahon). 

With such a high demand for organs, and an air-tight guideline for organ donation, it is 

understandable why the process of organ donation can get complicated. For those who wish to 

donate, the dead-donor rule may stand in the way, disallowing possible donors from saving 

others with their donations due to maybe one missed criteria, such as was the case for young 

Amanda Panzini. However, if the medical field were to mend these guidelines, to allow more 

wiggle-room as to what defines being dead, it is possible for the demand of viable organs to 

overcome the dignity of the patient, leading to the premature death of patients--as were the cases 

in Patrick McMahon's lawsuit against the New York Organ Donor Network. In the end, the line 

between life and death remains elusive, and ethicists continue to argue at what point a human 

being loses the dignity associated the living and becomes just a body.  

The Dignity of Human Tissue  

 In the modern era, medicine seems to be advancing at unprecedented rates. In order to 

sustain the clinical research being conducted, the demand for properly prepared human tissue 

samples has risen sharply. Studying human tissue provides unique insight into the increasingly 

complex mechanisms and details of human disease. Tissues involved in studies and modern 

medicine can be collected in a multitude of ways—ranging anywhere from being discarded as 

biological waste in the doctor's office to being donated after death. However the tissue may be 
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used is unknown to its donor in most cases. Despite what appears to be a simple donor-recipient 

system, the ethics behind tissue donation and use remains controversial due to one largely 

influential factor—money. After all, who owns the cells that were used to make a huge scientific 

discovery—the patient who donated them, who's DNA they contain, or the scientist who actually 

conducted the study?   

 The quintessential case, illuminating the ethical controversy of tissue ownership, is that 

of Henrietta Lacks, a young African American woman of the 1950s. In 1951, Henrietta 

discovered that she had an aggressive form of cervical cancer and went to Johns Hopkins 

University for treatment (Truog, Kesselheim & Joffe). During this treatment, however, her 

physicians conducted a biopsy on the cancerous tissue, and without her consent, used her tissue 

for research. Her informed consent was not needed, because at the time it was not required of 

physicians to obtain it. Unfortunately, soon after she began her treatment at Johns Hopkins 

University, Henrietta passed away to her cancer. Despite her death, she became immortal: Her 

cells, known as HeLa cells, were the only human cells that were capable of surviving and 

replicating endlessly in vitro. Because of this, they became used in laboratories throughout the 

country, contributing to a multitude of patents, and being genetically modified to be sold for as 

much as $10,000 (Truog, Kesselheim & Joffe). Despite the large profits made off of Henrietta's 

cells, her family never received any financial compensation from the HeLa line and continue to 

live in poverty.  

 This raises the ethical question of tissue ownership: Do patients own their tissues, even 

after removal from their bodies? Another perspective to the same question is, does human tissue 

continue to hold the same dignity as it did when it was part of a whole, living body? If tissues' 

dignity were to be continuous, stemming from the dignity of the patient from which they were 
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taken, then it seems ethical to extend any profits to the ultimate tissue owner: the patient. One of 

the earliest cases regarding this debate was Moore v. Regents of University of California, in 

which the plaintiff, John Moore, had his spleen removed according to his treatment for hairy cell 

leukemia (Truog, Kesselheim & Joffe). Several years after the removal of his spleen, he sued the 

University of California upon finding out that his physician had used his tissue to develop a 

lucrative cell line; at the time, the cell line's worth was predicted to be around $3 billion. 

However, in 1990, the California Supreme Court ruled that, in fact, Moore did not have any 

ownership rights over the tissue his physician collected; the verdict was made revolving around 

the fear that patients would stop donating tissue—and instead demand to be paid—which would 

restrict access to necessary raw materials for research and inhibit incentive to conduct 

biomedical studies (Truog, Kesselheim & Joffe).  

Despite the Moore v. Regents of University of California ruling that tissue ownership 

ceased upon donation, this was only a deceptively simple answer to a very complex question. 

More recently, William Catalona, a prostate cancer surgeon and former researcher at the 

Washington University in St. Louis, Missouri, had brought up a new aspect to this trivial 

dilemma of tissue ownership. Over the course of decades, Catalona asked for his patients' 

consent to biopsy samples from their cancerous prostate tissues; he was able to collect over 3500 

tissue samples, with which he developed a prostate-specific antigen test that would improve 

testing for prostate cancer (Charo 1517). When leaving for a new position at another university, 

Catalona asked his former patients to write a letter to Washington University, requesting that 

their previous collected tissue samples be sent to his new place of employment. However, 

Washington University refused to comply, citing that the patients signed consent documents that 

released the tissue to the university. The court ruled in the school's favor, and the patients were 



38 

 

only given two options: have their tissue sample destroyed or allow the tissues to remain on the 

campus of Washington University (Charo 1517). Unlike Moore v. Regents of University of 

California, Catalona, the practicing physician, did not receive ownership of the tissue. Similarly, 

while patients still did not have whole control of their tissue samples, in that they could not force 

the school to send it to Catalona's new place of work, they were still given the option of 

destroying their respective samples. This implies a degree of ownership to the patients, causing 

the question of tissue dignity and ownership to still remain largely controversial.  

Adding to this controversy was the case of the Havasupai Indians against Arizona State 

University. In 1990, the Havasupai Indians, residents of the Grand Canyon in Arizona, began 

giving samples of DNA to the university researchers in hopes of finding genetic clues behind the 

tribe's high rate of diabetes (Harmon). However, allegedly without their knowledge, researchers 

at the university began conducting genetic studies regarding many other things, including mental 

illnesses within the tribe, as well as geographical origins of their tribe that contradict their 

traditional beliefs. They also began to study patterns of incest, which may have led to the tribe's 

high rate of illnesses. When the tribe found out that the university had been conducting this 

miscellaneous research on their DNA, they were infuriated; they demanded that the school return 

the blood samples, as well as prohibited Arizona State University employees from entering their 

reservation within the Grand Canyon. After a long string of lawsuits, in which the university 

spent $1.7 million dollars defending the research, the ruling of the case was the first of its kind, 

in which individuals who claimed their DNA was misused received payment (Harmon).  

What is interesting about this case is that it bears a great resemblance to the previous two 

court cases; in all three, patients wanted to prove ownership over their own tissue samples. 

However, in this case, the Havasupai Indians actually won their lawsuits and were able to take 
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back the blood samples from the university. They were even allowed to go as far as forcing a 

doctorate student to remove part of his dissertation involving the study of their blood.  But why, 

in this case, were the individuals who donated their tissue allowed to maintain ownership, when 

previous court rulings provided contrary results? In this case, there is a clear understanding that 

the blood that the Havasupai donated remained dignified, and by conducting unauthorized 

research, the employees and students at the university violated this dignity. But in the cases of 

John Moore and William Catalona, neither patient nor physician consistently held ownership 

over donated tissues. This demonstrates the vastness of this ethical debate, because even with 

precedents set, tissue ownership is still questionable.  
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Chapter Four: 

Future Implications 

 On April 25, 1953, the face of science changed. On this day, James D. Watson and 

Francis Crick published the discovery of the double-helix structure of DNA (deoxyribose nucleic 

acid) in their article Molecular Structure of Nucleic Acids: A Structure for Deoxyribose Nucleic 

Acid (Watson & Crick). The discovery started with the previous Pauling-Corey model for DNA, 

proposed by Linus Pauling and Robert Corey in 1953, which consisted of three intertwined 

chains with the nucleotide bases facing outwards and the phosphates near the axis; however, they 

deemed this model "unsatisfactory," and followed suit to push a radically different structure for 

DNA—what became known as the double-helix. In this structure, complementary nucleic 

acids—one purine and one pyrimidine--were linked by hydrogen bonding, and the backbone was 

composed of a deoxyribose sugar group and phosphate group (Watson & Crick). This discovery, 

in short, created a fundamental understanding to the mystery of genetic instruction within all 

living organisms.  

 Just a few decades following the momentous discovery of the double-helix, the Human 

Genome Project arose—its purpose: to map and sequence the entire human genome (Watson). In 

the 1990's, the project, led by James D. Watson, who previously defined the structure of DNA 

alongside Francis Crick, set out to sequence the three billion base pairs within the human 

genome. The notion behind the Human Genome Project was that any genetic disorder could be 

caught simply by mapping a patient's genome. Watson believed that not only would the mapping 

of the human genome lead to understanding how healthy humans function, but also the roles of 

genetic factors in diseases such as cancer and Alzheimer's disease. He began with the mapping of 
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small DNA sequences, such as those of viruses, but soon was at work sequencing his own 

DNA—ready to shock the world of science once more with his discoveries. By the year 2000, 

the majority of the human genome had been mapped (Watson). 

 Today, the human genome has been fully sequenced. As predicted by Watson at the start 

of the Human Genome Project, the causes of many devastating disorders have been found, laying 

within mutations of DNA; it is possible to determine the percent likelihood of acquiring diseases 

such as cancer, simply by looking at a patient's genome. Genetic kits are also now widely 

available, some being sold online for as little as one hundred dollars from websites like 

Ancestry.com. However,  a great fear lays beneath the fame and glory of genetic testing; with 

vast amounts of knowledge available by simply mapping someone's human genome, there lays 

the potential misuse of this information. In the modern world, genetic information holds the key 

to discrimination anywhere from insurance to the workplace. With this in mind, the question of 

human dignity once more comes forth: does the dignity given to humans still apply at the most 

microscopic level—that of DNA? This is the future of human dignity, where science and ethics 

continue to clash, molding the face of medicine, law, and everyday life.  

Molecular and Genetic Dignity  

 On May 8, 2013, cheers and hugs filled a courtroom after accused Jodi Arias was 

convicted of murdering her boyfriend, Travis Alexander, in June 2008 (Santos). Although 

seemingly a petite woman, just 32 years old, Arias repeatedly shot, stabbed, and nearly 

decapitated Alexander in his house; if given the death penalty, she will become one of three 

inmates on death row in Arizona (Santos). During her trial, one of the most incriminating articles 

of evidence presented was the discovery Arias' DNA in the crime scene, linking her to the 

murder. But how can something as small as DNA prove so crucial to solving a murder case? At 
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the heart of DNA are four nucleotides--Adenine, Cytosine, Guanine, and Thymine— which 

base-pair and combine in unique orders; unless a person has an identical twin, their DNA is 

unique compared to every other person in the world.  

Because of the discovery of the double-helix in 1953, and the complete mapping of the 

human genome subsequently, scientists can now identify any person based on their genetic 

fingerprint—a plot of an individual's DNA makeup using letters to represent nucleotides. But 

DNA's capability does not stop there; researchers are now mapping genomes in order to 

determine what genes may correlate with anything from diseases to personalities. In examining 

Williams Syndrome, a disorder in which persons are eager to approach strangers, lacking social 

anxiety and fear, researchers at the  University of Utah Brain Institute have recently discovered 

that altered gene networks in the brain may lead to these pro-social behaviors (Järvinen, 

Korenberg & Bellugi). Williams Syndrome is associated with a mean IQ of around 50-60, with a 

strikingly higher verbal performance IQ (Järvinen, et al.) Furthermore, individuals are 

characterized by being overly friendly, affectionate and engaging with social peers. By 

comparing the genome of affected patients with unaffected ones, the research team was able to 

identify key regions of difference which may be implicated in the disorder and therefore may 

play a key role in determining the trait of being intro- or extroverted. They found that while 

small, sensitive gene clusters at 7q11.23 were involved in the sociality of those with Williams 

Syndrome, duplicating the same genes caused a socially withdrawn and anxious personality 

(Järvinen, et al.).  

Also being investigated is the monogamous or polygamous nature of certain species, 

including humans. Arginine vasopressin (AVP) is a neuropeptide believed to play a key role in 

the modulation of species-specific interactions and behaviors in mammals (Young, Winslow, 



43 

 

Nilsen, & Insel). Amongst many other interactions, it affects partner preference and 

monogamous behavior in rodents. Like some humans, prairie voles prefer a life-long bond with a 

mate, that which is monogamous and affectionate. However, a nearly identical relative to the 

prairie voles—the meadow voles--has a behavior which is completely opposite; rather than 

adopting a monogamous relationship, these voles tend to prefer a more promiscuous, aggressive 

lifestyle. Upon examining the genetic makeup of each species—more specifically, that of their 

brains—researchers found that both species released the same AVP, but only the monogamous 

voles had sufficient [oxytocin-vasopressin] receptors to sequester the neuropeptide. By injecting 

a virus into the brain of a promiscuous vole, inserting DNA coding for more receptors, the 

researchers were able to control the social behavior of the vole, dramatically changing it from 

promiscuity to monogamy (Young, et al.). This gives insight into the monogamous behavior of 

humans as well, seemingly dependent on the same genetic fingerprint unique to every individual.  

Even more pressing is the ability to predict the risk certain individuals have to acquire 

certain diseases, such as Alzheimer's disease or even cancer. In a recent journal, researchers have 

identified and developed a DNA test that predicts any individual's risk for developing 

Alzheimer's disease—with over 90 percent accuracy (Mapstone, et al.) The test is based on the 

discovery of several lipids located in the plasma portion of blood that were observed to develop 

into a precursor condition, called amnestic mild cognitive impairment. A simple blood test 

detects these lipids and is able to identify the onset of the disease even before any cognitive 

symptoms appear. This could be  paramount in saving healthcare related costs, because as of 

today, there are no cures for Alzheimer's disease. Many scientists agree that once the symptoms 

of Alzheimer's disease have begun to show, the neurological damage caused by the disease may 

be too great to reverse; this demonstrates the growing importance of finding the disease early by 
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use of genetic screening, and taking precautionary steps in slowing the disease's progression 

(Mapstone, et al.). 

However, there may be a dark side to the seemingly holy-grail of information that is 

DNA. The first ethical dilemma surrounding the use of genetic testing for indicators of disease is 

that of equality—that every person has the right to equal access and treatment. Genetic testing 

can range in cost anywhere from one hundred dollars to over two thousand dollars depending on 

the nature and complexity of the given test ("What is..."). For infants, while most states cover 

most of the total cost, many charge a fee ranging between fifteen to sixty dollars per infant 

("What is..."). While to some these costs appear manageable, to many they are a hindrance to 

obtaining the tests they need to assess their risk of disease. People of lower socio-economic 

standings become excluded from the population that are able to obtain genetic testing, especially 

for tests that range above two thousand dollars, such as that for BRCA1 and BRCA2 

administered to determine likelihood of breast cancer. Without the means to obtain genetic 

testing, these persons are unlikely to receive effective genetic counseling and prevent the onset 

of the disease. In the case of Alzheimer's disease, a person of higher socio-economic standings 

may be able to detect and prevent the disease simply because they had the monetary means to do 

so, while another person may suffer due to lack of funds—even though both persons had equal 

fundamental rights to a healthy life. 

Furthermore, it is unlikely that all insurance companies would reimburse genetic testing 

equally.  While researchers have already been able to identify genetic links for thousands of 

diseases, ranging from breast cancer to diabetes--with over 900 tests available to predict such 

diseases—many insurance companies will not pay for the genetic testing needed to determine a 

patient's risks (Andrews). The problem lays in the very nature of genetic testing: just because an 



45 

 

individual receives a positive test saying they are at risk for a disease, it does not mean with one-

hundred percent certainty that they will actually acquire that disease. That is because many of the 

diseases tested for in genetic testing are those which vary based on factors such as family history, 

gender, and age (Andrews). For insurers, this means that money will be spent on an uncertain 

diagnosis—especially troublesome when there is no treatment currently available. The lack of 

equality among insurers trickles down to patients, many of whom want to still know their genetic 

risk but can no longer afford to; a study from the National Human Genome Research Institute 

showed that seventy-eight percent of women with a family history of breast cancer wanted 

genetic testing. Even for Alzheimer's disease, for which there is no cure, twenty-three percent of 

the 175 adults with a parent with Alzheimer's agreed to be tested for the disease (Andrews). 

Insurers have placed new forms of pressure on patients, questioning their right to a healthy life—

and again, only those with the monetary means will be able to pursue that right.  

The next pressing issue regarding genetic testing is that of communicating the results. If a 

patient were to obtain a genetic test and receive positive results, who should the doctor be 

permitted to communicate the results to? A study that focused on the moral judgment, autonomy, 

and choice of genetic test seekers found that women often carry the responsibility of keeping a 

genetic record in their families, especially when it comes to hereditary breast and ovarian cancer 

(d'Agincourt-Canning 113). More importantly, women who receive positive test results—

denoting the genetic markers for cancer—felt responsible for communicating these results to 

their immediate and extended family members (d'Agincourt-Canning 113). However, although 

the patients feel responsible for doing so, are they morally obliged to? Genetic testing, like any 

other form of patient treatment, falls under the doctor-patient confidentiality ruling, deeming it 

legally permissible to withhold such information from family members. Yet, if a patient were to 
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test positive for a highly-fatal, but preventable or possibly treatable, disease, it is statistically 

likely that immediate family members run the same risk. If the results of a positive genetic test 

were withheld from family members, it is possible that they may succumb to the very same 

disease due to lack of knowledge. This creates an ethical dilemma surrounding the patient's right 

to withhold information, as well as their family's equal right to knowledge—which their life may 

depend on. Genetic testing provides the means to become aware of risks for certain diseases and 

perhaps even prevent them, but without prior knowledge, the patient's family may not take 

proper precautionary actions, which may lead to fatal consequences.  

 While communicating the results of genetic testing appears beneficial on the surface, it 

also may also prove detrimental; such information has huge potential to save one person, but also 

to discriminate against another. In the world of insurance and employment, determining a 

person's likelihood to acquire a disease, such as cancer, may sway their likelihood of being 

insured or employed. Employers may not prefer any employees that have high risk for diseases 

that may cause disability or an early death, because that simply means extra costs for the 

business. Similarly, when applying for insurance coverage, many insurance companies may 

withhold coverage of patients whom are more likely to rack up big hospital bills due to being 

high risk. This would create a large ethical dilemma, questioning if the people whom are at high 

risk have an innate rate to be employed or insured without consideration of their genetic makeup; 

if so, by denying them this right, it will be an infringement upon their dignity.  

With an unprecedented amount of information locked away in DNA, it is important to 

tread these new grounds lightly. Each person's genetic code represents them as a being, reflecting 

their dignity as a human. Misuse of this information can lead to mass infringements upon 

dignity, perhaps leading to ethical lapses similar in scale as those seen in the human experiments 
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of the Holocaust and Tuskegee Syphilis Study. Without proper caution and moral judgment, 

science can once again overshadow ethics in the quest to unlocking the secrets held within DNA. 
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Conclusion: 

Human Dignity in the Past, Present, and Future 

The concept of human dignity may have began as early as 500BC in the Roman 

Republic, simply meaning that humans possess superiority over beasts (Lebech). Since then, it 

has transitioned through several stages of development—the Cosmo-centric, Christo-centric, 

Logo-centric and Polis-centered accounts—in which the term has gained complexity in 

definition. Through each account, human dignity became more intricate, first detailing the niche 

of humans over beasts, and later describing the innate and all-inclusive nature the concept entails 

(Lebech). However, just as the concept develops and gains recognition, it remains difficult in 

application due to its abstract nature. As science and technology have begun advancing at 

unprecedented rates, it has become more important than ever to truly define who does—and what 

does not—possess dignity.  

The importance of recognizing human dignity in the advancement of technology became 

unequivocally  clear during beginning in the twentieth century, when science began pushing the 

boundaries of ethics in human experiments. In the race to knowledge, scientists such as Dr. Josef 

Mengele during the Holocaust began using human subjects in cruel-natured experiments, 

injecting them with pathogens and performing surgical studies without anesthesia (Müller-Hill). 

In response to the horrors of scientific research during the Holocaust, ethicists were forced to re-

evaluate and implement structured guidelines what can be done to human subjects. The 

Nuremberg Code (1946) and the Declaration of Helsinki (1964) were created in an effort to 

reduce unethical treatment of humans in experiments, further transforming the concept of 

dignity; in these documents, the dignity of patients within the study gave them innate rights of 
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autonomy—to understand and agree upon any form of experiment that they would take part in 

("World..." & Nuremberg Code).   

Later experiments would also test the definition of human dignity, including the 

Tuskegee Syphilis Study in 1932, and the Jesse Gelsinger case in 1997, in which developing 

sciences required the testing of human subjects. The Tuskegee Syphilis Study altered the 

definition of human dignity because of the resultant Belmont Report, created in 1979 ("The 

Belmont Report"). Unlike previous ethical guidelines which simply used the term 'dignity' in 

ethical guidelines, the Belmont Report delved into the concept even deeper. Based on this 

document, the concept of human dignity gained more specific attributes, including: autonomy, 

non-maleficence, beneficence, and justice ("The Belmont Report").  

While previously the horrors of some human research experiments, such as those of Dr. 

Mengele and the Tuskegee Syphilis Study, clearly illuminated the shortcomings of the definition 

and application of human dignity, other studies—such as the vector study Jesse Gelsinger 

participated in—became a point of conflict. This study became a controversial subject, in which 

the world of money and scientific discovery opposed that of dignity and right to life; this case 

also exemplified the limitations of scientific achievement while trying to maintain patient 

subjects' dignity. Jesse Gelsinger proved to be a rare case which could finally make a 

breakthrough in vector treatment—a treatment that could potentially save the lives of 

thousands—but his life was taken due to the harshness of the experiments and the lies told by the 

supervising physician, Dr. Wilson (Trial and Error...). Through the case of Jesse Gelsinger, a 

new reality appeared: Maintaining human dignity in research may eventually hinder medical and 

technological advancement. 
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The concept of dignity also received friction in modern research, in which it is questioned 

at what degree—whether it be at the cellular, tissue, or organ level—humans possess dignity. 

Conflicting cases demonstrate the need for a more cohesive definition of human dignity; while 

cases such as that of William Catalona dictate that patients no longer own their tissue once it is 

donated, others, such as that of the Havasupai Indians demonstrate that individuals can still 

dictate what is to become of their tissue after it has been removed from their bodies (Charo & 

Harmon). The two cases exemplify the failings of defining human dignity, leaving the term 

largely up for interpretation in this regard. Because of this, medical malpractices, such as that 

accused of the New York Organ Donor Network by Patrick McMahon in 2012, occur; without a 

proper definition of dignity, hospitals were accused of removing patients from life support too 

early, thereby killing them, in order to harvest their organs for the donor organization 

(McMahon). 

Future complications of human dignity also approach quickly as technology rapidly 

advances. The ability to define the genetic makeup of any individual creates an entirely new 

realm of dignity—that of macromolecules such as DNA. These advancements in technology to 

define humans at a molecular level creates the need to define to what level humans possess 

dignity. As technology advances to expose new levels of information about the human identity, it 

has become paramount to protect the dignity of humans in order to prevent the misuse of it. 

Furthermore, the overall standards of ethics must evolve as well, in order to reflect the 

advancement of science and medicine; what guidelines existed in the past may not hold relevant 

in the future. Similarly, the term dignity should also advance alongside technology, because what 

was once held dignified may not hold the same value hereinafter. If ethics and dignity fail to 

evolve alongside technology, both will collapse under the pressure of scientific advancement.    
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