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The Bioethics Society Mission Statement:

As members of the Bioethics Society of Rutgers University, we hope to raise
general awareness of bioethical issues through discussion and publications
created by its members. Although the beliefs and opinions regarding bio-
ethical issues of this group are not unanimous, we are united by our ardent
belief that Rutgers students should understand the implications of biological
research, medicine, and other topics of bioethical controversy. We thus pro-
vide a forum for the Rutgers community to debate and get informed about
these issues.
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L etter From the Editor

In last years issue, in her address to readers, former Editor-in-Chief
Maryanne Murtagh referenced the frenzy over the ‘impending’, ‘Mayan-predicted,,
December 21%, 2012 doomsday. Unfortunately, on that day there was only a smatter-
ing of showers, meaning in the coming years we will be forced to debate, hash out,
deliberate, deal with and eventually decide upon how to approach the multitudes of
bioethical issues currently facing the world. It’s an enormous task (endless actually)
and it will get very technical and very serious. However, as anyone who has ever
been to a Bioethics meeting at Rutgers University can tell you, if met with passion
and imagination, contemplating and debating bioethical issues isn’t all that bad. It
can be fascinating. It can be rewarding. It can even be fun. (Endless task = Endless
fun) Our goal for the fourth publication of the Rutgers Bioethics Journal is to con-
vince a few more people to regularly incorporate bioethical discussion into their
lives. It’s these discussions that will shape the boundaries and capabilities of science
and medicine in the years to come.

This year we brought back two sections from previous issues, RU Speak Up
and Bioethics Across Borders, in order to encompass more topics and points of view
into the journal. The two sections consist of blurbs written by Rutgers students and
the journal staff highlighting and responding to different bioethical controversies/
news around the world. Typically, the topics are unrelated to our full-length articles.
However, this year in the creation of the RU Speak Up section, an incredible thing
happened: one of our club members, Boluwarin Adunbarin, decided that instead
of writing the requested 100 word response to the prompt about the legal policies
surrounding and ethical implications of organ sale, he wanted to write a full-length
article. Because of this interest in the topic, we found it would be a great idea to
dedicate a portion of this year’s journal to the ethical controversies surrounding
organ donation. Along with Boluwarin’s article, we cover the topic in the RU speak
up and Bioethics Across Borders sections, and feature an article written by Karlene
Chi, a senior at William Paterson University, about the state of organ donation in The
United Kingdom. The other articles cover the implications of gene patenting with
regards to the diagnosis of genetic diseases, the use of neurophysiology to describe
religious experience and the current state of bioethics education.

I would like to thank all of our authors, Sarah Mayes, Timur Shah, Boluwa-
rin Abundarin, Karlene Chi, Zach Davidson, Dheeraj Duggineni, and The Bioethics
Society at Ohio State, for all the work they put into their research and writing. This
is their journal. I would also like to thank my journal staff for their dedication, the
bioethics club for continual inspiration, the RU Speak Up writers for their contribu-
tion, our faculty mentors for their guidance, RUSA allocations for money and our
publisher, Michael Aslett, for his enthusiastic involvement with this project.

Sincerely,

I Editor-in-Chief of the R]B
Major: Genetics---Minor: Spanish

040
Rutgers Journal of Bioethics



Rutgers Journal of Bioethics

| etter From the President

I very often refer to the Bioethics Society as a toddler organization in the sense
that we have only existed as an organization for four years. As a freshman, [ had the pleasure
of joining right when it started. I was at the Fall Involvement Fair actually looking for the
Breakdancing Club when the Bioethics Society founders, Ami Amin and Nate Jones, stepped in
front of me. While I wasn’t initially interested, I respectfully listened to them describe the club
and took an information brochure about their next meeting. I decided to go to the first general
interest meeting the following week and was absolutely blown away. The meeting was beyond
interesting and immediately I felt connected to all of the members there. The questions were
so provocative and the hypothetical situations so intricate that I couldn’t believe the entire
meeting had been planned by students! I fell in love with the club and with Bioethics ever
since.

[ am very proud to have been honored with the position of President in my senior
year. Certainly, it is a great way for me to end my collegiate career. It has been my goal ever
since that first meeting freshman year to let more people know about the enjoyment and the
knowledge available to them through this organization. This journal that we publish annu-
ally has certainly helped that. Through it, we have been able to collect and share opinions of
undergraduates, graduate students, and professors, both within Rutgers University and even
internationally. Further, we have worked tirelessly to have multiple co-sponsored meetings
with other organizations on campus to demonstrate how bioethics can tie into nearly every
subject. We teamed up with the American Medical Student Association (AMSA) to discuss
the bioethical implications of the health care reform back during the election season and we
plan also to lead two breakout sessions at their annual conference this year. We worked with
the SAS Honors Program in inviting Rebecca Skloot, author of The Immortal Life of Henrietta
Lacks, to come speak at the university. The Association of Undergraduate Geneticists, the Phi
Delta Chi Pharmacy Fraternity, and the Student Society for Stem Cell Research are just a few
of the organizations we are currently planning joint meetings with for the upcoming semester.
Even aside from our work with other groups, we have planned quite a few interesting ses-
sions of our own, with topics ranging from cultural bioethics to surrogacy to overmedicated
children. In the background, we are working to establish an academic minor in Bioethics at
Rutgers University.

But to me, enhancing our school internally was analogous to thinking, but not speak-
ing. [ felt the need to take a step farther, to project our success, share our experiences, and
learn from others not only outside of the school, but outside of the state. We were fortunate
enough to link up with Dr. Eric Singer of Robert Wood Johnson University Hospital who has
allowed our board members to sit in on actual ethics committee meetings to learn about
applied and practical bioethics. We will be competing this year again at the National Under-
graduate Bioethics Conference (NUBC) at Georgetown University in the bioethics debate com-
petition where we hope to place even higher than we did the last time we competed, debating
against schools from all over the country. Our largest event, the annual Bioethics Symposium,
is being finalized with us expecting to invite double the number of organizations that we part-
nered with last year, experts in the field and academic groups from universities in the area.

To everyone that has helped made this year our most successful year yet, thank you.
I hope our group discussions and events have inspired people to question all aspects of a situ-
ation, especially in our time of exponentially advancing technology, medicine, education, and
innovation.

Sincerely,

——

President of the Rutgers Bioethics Society
f Major: Genetics---Minors: Astronomy, Psychology
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Art by Gerrick King

In this Issue:

The topic for our journal this year is organ donation. It is an issue that brings
into light the limits on human dignity and life that exists within our society
and our world. We encourage you to think deeply on the following question:
What value does a life hold?

Life from death. Sacrifice. The Waiting List. Organ shortage. Incen-
tive. Black Market. Social inequality. Priority and bias. Consent.
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An Appeal on Behalf of Bioethics
The Formalization of an Informal Field: The
Role of Bioethics in Undergraduate Educa-
tion

Dheeraj Duggineni, Zach Davidson, and The Bioethics Society at Ohio

Bioethics

E-_.'-.-En" '
1 }

ABSTRACT
As bioethical issues and debate become increasingly relevant , students often find that
the lack of formalized education in the field of bioethics can be hindering. Although
there are a handful of universities that are creating robust programs to educate stu-

dents in the field, there are too few to make this a significant trend. Bioethics organiza-

tions often act as informal surrogates for an area that desperately needs formal education.
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THE PROBLEM

Upon graduation, many under-
graduate students are discovering that bio-
ethics plays an integral role in their pro-
fessions, signifying an increasing need for
bioethics education at the undergraduate
level. Yet, because universities have been
slow to adapt their curriculum to reflect this
growing need, these graduates are finding
they lack the bioethical knowledge and ex-
perience to face these issues. Currently, most
universities lack the formal educational sys-
tem to equip their students with these nec-
essary mental tools, leaving this challenge to
be tackled by student organizations. While
student organizations make a valiant attempt
to meet this challenge, students will not re-
ceive the bioethical education they need un-
til universities address it in a formal matter.

At the moment, student bioethics
societies exist at universities across the coun-
try, not limited to but including: The Uni-
versity of Pennsylvania, Cornell University,
Johns Hopkins University, The Ohio State
University, and Rutgers University. These
groups provide an open forum for students
to discuss and debate core issues, encourag-
ing personal growth and developing critical

thinking skills. Complex and controversial

discussion topics such as abortion, palliative
care, and tissue engineering require more
than a linear perspective. Political, econom-
ic, social, and practical elements need to be
accounted for in order to create a more ho-
listic understanding of these issues. At Ohio
State, a recent group discussion on abortion
allowed for avenues of debate that included
the economic burdens from an unwanted
child, the rights of the father, and the socio-
economic consequences of abortion. Such
meetings, ethical debates, and discussions
create an environment that promotes ho-
listic understanding and subsequently fos-
ters the aforementioned personal growth
and development of critical thinking skills.

As it turns out, many students that
would benefit from these conversations nev-
er end up participating in them and are often
even unaware that these groups exist. Young
adulthood is a critical period when students
are imparted with core principles and rea-
soning skills that they refer to and employ
throughout their lives. Thus, the failure of
universities to impart these fundamentals is
a disservice.

It has been confirmed that bio-
ethics education increases students’ under-

standing of the connection between science
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and society, ability to listen to different view-
points, and ability to analyze and make well-
justified decisions about issues related to
science and society'. In a Washington study
that investigated these abilities, students
that participated in a 5-lesson Bioethics 101
unit earned significantly higher (p<0.001)
composite mean scores on exams assessing
these factors than students in comparison
classrooms. The Bioethics 101 unit group
received a 10.73/20 mean test score, while
the comparison group received a mean
score of 9.16/20. Overall, students that had
taken the Bioethics 101 unit showed im-
provement between a pre-test and post-test
assessing their skills in the aforementioned
areas, while comparison groups showed
little to no change®. In an academic climate
where it is not only accepted but expected
that university graduates have a suitable un-
derstanding of these principles, all future
graduates would be better equipped to han-
dle real-world ethical issues, both in their
professions and in their lives as a whole.

Some readers may contest that
reasoning skills are present in other univer-
sity classes. Math, science, philosophy, and
related courses consist of curricula that are

grounded in problem solving and the dis-

cussion of complex ideas. Certain reasoning
skills are generally introduced and devel-
oped in these courses. However, bioethics
provides a mode for practical application of
such skills that involve real world topics that
the student could potentially encounter. It
doesn’t matter how successful one is at solv-
ing calculus problems or interpreting genet-
ic pedigrees if the student can’t apply that
knowledge to actual issues that they will
face in their professional lives. Bioethical
skills are practical. A comprehensive under-
standing of palliative care will allow a doc-
tor to better conduct a conversation with
her patient with terminal cancer. A lawyer
who began contemplating morality in his
undergraduate days will arguably be able to
speak on his client’s behalf with a better per-
spective. These skills are not limited to med-
ical or legal fields, and can extend to other
professions such as business and academia.
Entering any of these fields is difficult, and
many of the careers that motivated under-
graduate students seek out generally require
an upper-level degree. Studying bioethics
builds the high level of ethical and reasoning
skills required for such degrees and allows
students to have the ability to enter these

fields and be successful in them. It is through
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practical skill development that bioethics
stands apart from other university courses.

Any student of Bioethics can
recognize that the subject is grounded
in multiple disciplines, ranging from the
philosophical to the scientific. Arguably,
bioethics has become a natural intersection
of the leading edges of medicine, law, and
business. In medicine, this interdisciplin-
ary effect can be seen as remarkably clear
in the restructuring of the MCAT exam, the
standardized exam for prospective medical
students. In 2015, the current MCAT exam,
focusing primarily on physical and biologi-
cal sciences, verbal reasoning, and writing
will change to accommodate new sections.
These new sections will cover psychology,
sociology, and critical reasoning (includ-
ing philosophy, cultural studies, and ethics).
In reference to why the MCAT is changing,
the Association of American Medical Col-
leges (responsible for developing and ad-
ministering the exam) responded, “Science
advances rapidly, the health care system is
transforming in big ways, our population is
becoming more diverse every day XK and to-
morrow’s doctors need to be prepared.” The
importance of an interdisciplinary founda-

tion for our future doctors is prefaced and

underscored by the entry exam into the field
of medical practice. If there was a clear-cut
case for the importance of a holistic bio-
ethical understanding in health, it is the
future MCAT exam that the next genera-
tion of physicians will be required to take.

Considering other pre-profession-
al exams, such as the LSAT and GRE, it is
evident that an education with bioethics
components would be significantly benefi-
cial for students considering pre-law, busi-
ness, or graduate school routes. The LSAT,
the standardized exam for hopeful legal
students, consists of sections measuring
reading comprehension, analytical reason-
ing, and logical reasoning questions.* The
GRE, which is required for prospective
business and graduate school applicants,
consists of verbal reasoning, quantitative
reasoning, and analytical writing sections.®
Complex issues and articles are analyzed
in bioethics, and analytical reasoning skills
are developed in discussion and debate of
these topics. Therefore, a bioethics educa-
tion would be excellent preparation for

these career paths in addition to medicine.

MOVING FORWARD

The primary reason that students
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are unable to receive in-depth bioethics
education is because of a lack of any formal-
ized institutional backing on behalf of aca-
demic universities. Student organizations
may informally provide critical thinking
development and opportunities for related
enrichment, however there is no set of stan-
dards in these organizations and no set of
learning objectives to ensure appropriate
development is occurring. One solution
that universities are employing to address
this issue are formalized academic minors.
While not mandatory for students in related
bioethical fields, a bioethics minor presents
an opportunity to increase exposure to bio-
ethical issues and promote development.
Johns Hopkins University and George-
town University have formed bioethics mi-
nors that have been available to students
for years. Yet even universities without
John Hopkins’ storied medical history or
Georgetown University’s deeply-rooted eth-
ics foundation are starting to take initiative
by creating bioethics minors of their own.

Other universities with under-
graduate minors in bioethics include: the
University of Rochester, the University of
Washington, Cedarville University, Loyola

University, the University of Akron, and

the University of Virginia. Most recently,
Pennsylvania State University announced
its minor in Bioethics and Medical Hu-
manities in early 2012. The minor is based
out of an intercollege program grounded in
the Rock Ethics Institute and the College
of Liberal Arts at Penn State. Currently, a
bioethics minor is in-development at The
Ohio State University, with collaboration
between the Center for Ethics and Human
Values, the Center for Life Sciences and nu-
merous departments across the university.

While the bioethics exposure from
a minor is a promising step in formalizing
bioethics education, it is far from complete.
For one, this minor is absent at most uni-
versities in the United States and even fewer
provide majors in the field. Additionally,
minors are optional for undergraduate stu-
dents, and for students pursuing a career in
a field where bioethical issues are constantly
at stake, developing a firm ethical founda-
tion should hardly be an elective decision. So
what steps should universities take to solve
this problem? Ultimately, it is short-term
solutions that will encourage long-term in-
stitutional support. It begins with creating
a larger bioethics presence on university

campuses. This semester at Ohio State, the
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Rutgers Journal of Bioethics



Rutgers Journal of Bioethics

campus bioethics organization, The Bioeth-
ics Society, is leading a joint student-faculty
panel on the ethical implications of tissue
engineering regarding the freshman reading
book, The Immortal Life of Henrietta Lacks.
The group also puts on an annual keynote
lecture, which is attended by the CEO of
The Wexner Medical Center at Ohio State,
the dean of the medical school, multiple
members of Ohio State faculty and admin-
istration, and large numbers of undergradu-
ate students. These events serve to promote
the visibility of bioethics at Ohio State.

Once universities recognize the
importance of bioethics, truly integrating
bioethics into undergraduate education
will be possible. The eventual incorpora-
tion of bioethics core classes into related
majors and providing access to educational
resources, growing faculty involvement
and mentorship, and increasing fund-
ing to bioethics programs will allow uni-
versities to succeed in truly arming their
graduates to face the ethical dilemmas that

they will encounter in their future fields.
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Gene Patenting: Effects on Genetic Disease Diagnosis
Sarah Mayes
University of Virginia

ABSTRACT

Scientists have identified particular gene sequences that dictate certain genetic
disorders and have developed many tests that can identify genetic evidence of diseases.
However, an urgency to gain possession of such telltale sequences has pushed gene
patenting past the point of both philosophical and practical acceptability. The universality
and natural development of genes prevents genetic sequences from satisfying the criteria
for patentable commodities. Gene patents also allow for a dangerous centralization
of power over life and death situations within biotechnology companies. Finally,
gene patents create a financial and procedural block that impedes genetic testing. The
current system of genetic patenting presents an unacceptable impediment to genetic
disease diagnosis. Implementing a new, practical system that does not infringe on the
accessibility of genetic disease testing—and also promotes both expediency in testing

and the continuation of genetic research and development—is extremely pressing.
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INTRODUCTION

Genetic  counselors frequently
order DNA testing that will either confirm or
deny their hypotheses concerning patients
who are suspected of having certain genetic
disorders. Genetic testing is useful beyond
diagnosis of genetic diseases because it can
also specify which type of a certain disease
a person displays. This testing can be
useful in deciding what treatments would
be appropriate to pursue. Such tests often
entail extracting DNA from the patient
and sequencing it. Certain probes such as
expressed sequence tags (EST) and single
nucleotide polymorphisms (SNP) are often
used to identify and subsequently sequence
genes. However, patents on experimental
techniques, genes, and probes create a
technical snare that scientists must navigate
in order to perform certain tests. This
sort of “red tape” not only heightens the
legal risk of performing genetic testing,
but also creates excessive expenses for the
laboratory. Patents also greatly increase the
amount of time required for a patient to
receive the results of his testing, which could
potentially have life and death ramifications

for the patient, depending on the disease

and the urgency of treatment.

In this age of scientific innovation,
knowledge of the human genome is
increasing  exponentially.  With  this
vast expansion of information comes a
responsibility to practically apply it in order
to better people’s lives. The mapping of the
human genome has opened up a world of
possibilities, including the opportunity
to locate the biochemical basis for many
diseases that affect the world population.
Gene therapies, along with many other
treatments, can ease or eliminate the effects
of certain genetic diseases. In many cases,
genetic testing is necessary to identify
either the presence of a particular disease
or the most appropriate treatment for it. If
laboratories cannot deliver this information
in an accurate and timely manner, the well
being of the patients awaiting results may be
severely affected. If genetic patents inhibit
genetic testing for financial or technical
reasons, then a reevaluation of the gene

patenting process is not only imperative but

pressing.

THE PROBLEM WITH PATENTS

Patenting  certain  parts of

the human genome is a much more

commonplace phenomenon than the

15
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average layperson may realize. The
United States alone has issued up to 5,000
patents on human genes alone, and 47,000
patents worldwide in some way concern
DNA and/or RNA.! The Hastings Center
describes the variety of technologies and
discoveries that merit the protection of
these patents to include the following:

“Associations between a DNA
variant and a disease, condition, or
function; the DNA sequence that
makes a particular protein, regulates
a gene, or is useful for studying
genetic variations; RNA sequences
that turn genes on or off, or control
other functions; cell lines, methods
of treatment, and diagnostics;

transgenic animal models of disease

and genes used to make them”
Given this vast array of categories that such
gene patents cover, one can easily imagine
the difficulties researchers and doctors
encounter when working with or testing
genetic materials. In order to perform
diagnostic tests on samples submitted by a
genetic counselor, a laboratory must obtain
the rights to perform specific DNA tests,

many of which involve multiple levels of

patented associations between sequences,

the methodology of obtaining information
about DNA, and the technology used to
procure the DNA sample? As a result,
laboratories must tread carefully so as not
to infringe on any patents which fall within
these various categories. They must research
the types of patents for which they will
need to apply in order to test samples for a
specific genetic disorder, a necessity which
no doubt incurs numerous legal fees as well
as time. The time delay extends further as
laboratories must apply for each of the
pertinent patents and wait indefinitely for
licensing from the Patent Trade Office, an
institution not widely known for celerity.?
This entire process forces the patient who
submitted the samples for testing to wait
on often time-sensitive results whose delay
could potentially cost him his life or a
certain level of well being, depending on
the nature of the potential disease. Thus
through the limitations of time and money,
patents limit the ability and efficiency of
diagnostic testing to an unacceptable level.

Furthermore, these monetary
and time constraints limit the quantity of
laboratories licensed to perform certain
diagnostic tests, creating a bottleneck

effect. This phenomenon contributes to
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a processing backup in which the few
laboratories licensed to perform specific
tests may be rendered unable to return
results in a time-efficient manner.
THE NATURE OF GENES AS PROPERTY

The essence of naturally occurring,
unaltered genetic sequences does not
align with the subjects of other items of
intellectual property, as their nature requires
that they remain in the commons to a certain
degree, accessible to all. Patents serve to
allow an inventor to reap the full benefits
of his creation before opening up the new
information to the advantage of the public.
In order to merit such a system of private
then public benefit, a new idea, method, or
technology must qualify as an invention. The
United States PTO dictates that in order for
something to be patentable, that entity must
satisfy a “novelty and non-obviousness”
condition.> Stephen Munzer outlines
a method to qualify labor as sufficient
enough to constitute a new product. First,
he recognizes that all patentable items find
their origin in the commons of nature.
A second premise states that someone

performs labor on one such item to create

a different version of it. As a result of this

labor, a new and nonobvious product exists.
Munzer concludes that this effort should
allow the laborer to appropriate the new
product.® This line of reasoning can assist in
the determination of whether governments
can—or should—allow gene patenting.
Genetic sequences exhibit the first principle,
as they are naturally-occurring products in
human DNA. They also satisfy a portion
of the second idea since labor must be
performed to identify, locate, or map out
their sequences. This labor often consists
of costly and meticulous investments of
time and financial resources. However,
such toil fails to result in a new invention.
Although gene sequences are nonobvious
to the average layperson and even to the
experienced scientist, they do not constitute
the core qualification of a patent-eligible
product. Scientists have merely identified
and characterized them—they did not create
anything. This simple failure of genes to
qualify as inventions should prohibit them
from being patentable entities. One cannot
patent something that naturally exists and
operates, simply because he has learned
more about its nature and composition.

Resnik rejects the claim that gene

sequences cannot bear patents based on

17
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their failure to constitute as an invention.
Rather, the distinction between an invention
and a discovery should not play a role in
determining whether or not to allow gene
patenting. He asserts that the “fundamentally
misguided” judgment of gene sequences as
products of nature unnecessarily enslaves
gene patent policy to the definitions put
forth by the US Patent and Trade Office.”
Instead, Resnik calls for an assessment of
the benefits of patenting and not patenting
genes as the determining factor of whether
to permit them. With the ultimate aim
of healthcare in mind, he focuses on
maximizing benefits to determine which is
the most appropriate system. Resnik’s view
appeals to a desire to optimize the healthcare
advantages of whichever legal framework
surrounds gene sequencing. Yet because
responsible ethical considerations should
take priority over this mere consequentialist
view, his outlook is insufficient to propose
such issues.

a method for handling

The  framework for  gene
patenting should be based on the nature
of genes themselves and the subsequent
implications of their study. Macer urges
patent offices to “devote sufficient human

resources to examine the morality of patent

applications in order to better represent

the concerns of society....[including
those] the issues associated with human
genetic information...to fulfill the moral
expectations  that society, including
scientists, expects of them® This more
appropriate approach focuses on the nature
of genetic sequences in order to determine
how legal institutions should consider them.

In light of such an approach,
human gene sequences possess a unique
characteristic of universality and ancient
classification that few other entities can
boast. Gene sequences have established
thriving diversity of life while consistently
maintaining the characteristics necessary
for survival and adaptation. While
distinguishable in different people, human
genes maintain a certain consistency
throughout the world’s population. Genes
have evolved without the assistance of
laboratory techniques or a scientist’s
innovation. Thus they are products of
nature. Scientific discoveries of these
sequences and their phenotypic purposes
do not imply the creation of new entities. As
such, genes should remain readily available
for appreciation and use. In terms of

research and development, withholding the
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sequences of specific genes by tying them up
in patents is inconsistent with the scientific
goal of acquiring information. Genetic
research aims to use developing knowledge
of genes to improve the lives of those with
genetic disorders through understanding the
nature of the disease and the development
of appropriate gene therapies. To award a
particular company or person the right to
appropriate genes would be to unnecessarily
remove them from common access and
stifle resulting research possibilities. Gene
sequences clearly do not fit the well-
established criteria of a patentable product,

and current policy should reflect that.

THE PROBLEM OF POWER

Another  objection to gene
patenting lies in the fear that permitting any
one biotechnology company or laboratory
to appropriate too many gene patents will
allow that company to retain undue amounts
of power. Munzer identifies the reality of
the danger of patent suppression, a perfectly
legal practice in the United States. With
property rights comes the ability to set the
conditions of access to a particular entity.

This kind of power over gene sequences

couldhave monumentally graveimplications

for healthcare worldwide. Under current
conditions, biotechnology companies who
successfully sequence a gene have the right
to do with the sequence what they please,
within reason. This means that if a company
were to discover the genetic mutation
causing a particular disease, that firm could
obtain a patent and refuse to license the
information to other laboratories while also
neglecting to perform its own research on
the sequence. Thus by sequestering a gene
from the research community, the company
who sequenced the DNA would possess
the power to prevent singlehandedly any
drug development, genetic testing, or other
investigatory research geared toward that
particular genetic disease as long as the
company maintained the patent. Although
Munzer dismisses patent suppression as
economically improbable and therefore not
a “genuine problem’, the mere possibility of
such unregulated power over such a sensitive
and vital unit is extremely problematic.’

Infact, excessive centrality of power
constitutes much of the debate currently
surrounding the patenting of methods and
testing involving apolipoprotein E (APOE),
a telltale protein involved in Alzheimer’s

Disease (AD). Research performed by

19
Rutgers Journal of Bioethics



Rutgers Journal of Bioethics

Duke University revealed

kiigmtion ¥

information regarding the

production, identification,

STl
Pasbiorhy

N, -

and isolation of APOE

in relation to AD.

Duke granted exclusive

licenses to these three

F=rw e T 1
APOE patents to Athena !

Diagnostics. Athena and

Duke maintain joint

control over research

Asodn guicancs

Bkl

'ﬁ .?‘
@@” "'aP

Al T RS R

o

Neuronal functions that could be influenced by ApoE.

that pertains to APOE,
including access to certain
SNPs. They claim that this prevents rampant
and unnecessary testing for AD."” While this
concern is legitimate, the responsibility of
restricting access in a preventative manner
should notliein the hands of abiotechnology
company and a university. Regardless of the
fact that they developed the AD testing kits
that resulted from their research, conflicts
of interest could very easily arise. A better
method of regulating access to genes and
gene products would be to assess the results
of research produced by research facilities
at a federal level. Those who performed the
research should present to a panel, similar to
the PTO’ application process, and suggest

regulations. If the federal panel deems

Joachim Herz & Uwe Beffert, Nature Reviews Neuroscience

constraints necessary, then restrictions
to access could be implemented. These
regulations would insure proper genetic
testing and expedite the testing process by
eliminating unnecessary sample backup.
These measures would alleviate the fear of

placing too much power in the hands of

biotechnology companies.

DIAGNOSTIC IMPEDIMENTS
Aside from the issue of privatized
power, gene patents present unacceptable
diagnostic impediments for individuals
requiring genetic testing. The paradigm
example of these diagnostic issues lies in

the patents on the breast cancer type 1
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and type 2 susceptibility protein (BRCALl
and BRCA2) sequences owned by Myriad
Genetics. The BRCA1 and BRCA2 genes
encode respective proteins that repair
damaged DNA. Heritable mutations or
other damage to these genes significantly
increases susceptibility to specific types of
cancer, most commonly breast cancer. Tests
for mutations in the BRCA1 and BRCA2
genes can predict the risk of getting cancer
with astounding accuracy. The landmark
case of Association for Molecular Pathology,
et al. v. U.S. Patent and Trademark Office, et
al concerning patents on the breast cancer
BRCAI1 and BRCA2 genes delineates the
issues which gene patenting raises for
diagnostic testing. The complaint centers on
the fact that patents disable second opinions
because of the nature of diagnostic testing
and interpretation. Because the licenses to
access BRCA1 and BRCA?2 information are
so expensive, the number of laboratories
with the resources to regularly perform
these tests is extremely low. The Association
for Molecular Pathology recognized the
difficulties that patients face in terms of
the high price of diagnostic testing, the
slow result returns due to backup, and

the lack of access to second opinions due

to the limited number of testing facilities
available. Thus the Association challenged
the validity of the patents on the grounds
that genes and the diagnostic methods
surrounding them should not be patentable
entities. After a series of decisions and
appeals, the court finally ruled in July 2011
that methods lacking innovation are “patent
ineligible,” but ruled that the patents on
specific gene sequences were valid."" This
case brings to light the practical issue that
gene patents create in disabling second
opinions through licensing selectivity.

CONCLUSION
the

In  conclusion, current
patent system fails to appropriately deal
with research and development of genes
and gene products. Intellectual property
over gene sequences removes too much
from the commons and assigns undue
power to biotechnology companies.
Current examples of these issues with the
patent system are revealed in the debates
surrounding Alzheimer’s Disease research
as well as specific breast cancer genetic
predisposition testing. A fresh framework
that simultaneously accredits biotechnology
for research and

companies genetic
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development, facilitates quick turnarounds
for labs, and eliminates the legal “red tape”
surrounding currently patentable units is
both essential and urgent. Improvements
to the efficiency and success of genetic
diagnoses are matters of life and death

for patients bearing genetic diseases.
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Connecticut Shooting'
Following the shooting at Newtown El-
ementary School in Connecticut, uncon-
firmed news reports stated gunman Adam
Lanza had been diagnosed with a mild form
of autism, implying a link between autism
and planned violence. Experts, however,
have strongly disagreed -Dr. Donnah Nick-
erson-Reti, a neurodevelopmental psychia-
trist, clarifies, “Autism is related to differ-
ent ways of processing information in the
brain, but not in those areas related to vio-
lence” With mental illnesses already having
such negative stigma, how will this recent
controversy affect society’s view of autism?
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Mother-Daughter Womb Transpiz;lnt2
This year, two Swedish mother-daughter pairs
have become the first to participate in a cut-
ting edge uterine transplant surgery. While
the surgeries went according to plan, whether
they were successful in conferring childbear-
ing ability to the daughters has yet to be con-
firmed. Past uterine transplants, one in 2000
and one in 2008, using live and dead donors
respectively, have reportedly failed. Will this
new approach be the hope for thousands of
woman who want to have children but lack a
uterus? In 12 months, these women will re-
ceive an embryo via embryo transfer, mean-

ing we could know in just under 21 months.
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Wooly Mammoth Cloning*

Using tissue samples from Wooly

mammoth remains found in North-
western Siberia and eggs taken
from the modern Indian elephant, ~
a lab in South Korea led by Hwang
Woo-Suk will attempt to clone the
Wooly mammoth, an animal that

} -
Drug Patents®
The ability of leading Indian pharma-

has been extinct for ~4,500 years.
Will they be successful?

ceutical companies to make generic

copies of patented foreign drugs is set

to be decided in the coming months

by the Indian Supreme Court. On
Induced Pluripotent Stem Cells®

John B. Gurdon of Great Britain and Shinya
Yamanaka of Japan won the 2012 Nobel

one side of the argument stand de- |z
fenders of intellectual property laws.
On the other, stand international aid

cs Across Borders

groups who site Indian pharmaceuti- Prize in Physiology or Medicine for their

cal companies as leading suppliers of research demonstrating that a mature cell@p —

low-cost HIV/AIDS and tuberculo- could be reverted to an embryonic-like

sis medication to developing nations state. The ethical implications of cellular re-

What's more important to you? programming have been boundless. While

it has made the once-philosophical clon-
] | ing question a pressing possibility, it has
D %4 JA FAD allowed us to sidestep classical bioethical

debates surrounding stem cell procurement

oeth

and the use of humans in clinical research. @ - —

What will be the next discovery to shake the m
foundations of science and morality?
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ABSTRACT
Advances in modern neuroscience have led to an unprecedented understand-
ing of the relationship between human experiences and brain processing. In recent years,
neuroscientific studies have been extended to religious experiences within a new and
emerging field called “Neurotheology” Neurotheology attempts to explain religious ex-
perience in neuroscientific terms by uncovering correlations between neural phenom-
ena and subjective experiences of spirituality. This kind of inquiry holds great promise

for furthering our understanding of religion, and the ways in which it interacts with the

human brain. One such study was conducted by cognitive neuroscientist Micheal Pers-
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inger in his book “Neurophysiological Bases of God Beliefs.” Persinger argues that beliefs
in God, and more specifically experiences of the spiritual state, are due to epileptic sei-
zures within the temporal lobe. Persinger reduces spiritual experiences to a pathological
process within the brain, and in so doing, potentially depreciates centuries of religious
traditions. There are good reasons for believing that Persinger’s theory, however, is false.
There are important discrepancies between Persinger’s theory and descriptions of the spiri-
tual state within Christian and Buddhist contemplative literature. Persinger’s theory suf-
fers from methodological and conceptual problems that may confront all neuroscientific
studies of religious experience. In particular, Persinger fallaciously attempts to map the
phenomena of religious experiences onto brain states, in his case brain pathology, that are
currently well understood. Also, in the development of his theory Persinger uses brain
imaging technology, the limitations of which make their results open to interpretation.

When studying religious experiences as mental phenomena, it is important to
consider how qualitatively unique the religious domain is. Spiritual experiences should
not be expected to fit any currently understood pattern of brain activation. Rather, a
more fruitful strategy for future research would be to first become familiar with descrip-
tions of spiritual experiences within the religious literature and from there uncover the
brain processes that fit these descriptions. Given recent advancements in neuroscience
and brain imaging technology, the neuroscientific study of spiritual experience has the
potential to uncover important aspects of the relationship between religion and human
beings. But unless done with serious care, these studies also run the risk of “explaining

away” religion and religious experiences as merely pathological neurological processes.
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THE OBJECTIVE OF
NEUROPSYCHOLOGICAL STUDIES

Neuropsychology is the study of
brain regions and mechanisms of brain
activation that correspond with particular
kinds of mental or physical activity. For
this reason, a large part of neuropsychology
involves the study of “neural correlates” of
mental and physical activity. Enough stress
cannot be given to the important observa-
tion that these studies only uncover the
neural structures and mechanisms that co-
occur with certain events. Many have mis-
takenly taken the results of neuroscientific
study into the neuropsychology of certain
mental and physical events as represent-
ing the causal antecedent or the reason for
the occurrence of those mental and physi-
cal events. This is incorrect. The correct
objective of neuroscientific study into the
neuropsychology of spirituality, then, is to
correctly identify what kinds of brain activ-
ity and mechanism correlate with spiritual
experience. A correct theory would iden-
tify those and only those parts of the brain
involved in spiritual experiences, as well as

the correct mechanism of neural activation.

DESCRIPTIONS OF THE SPIRITUAL

STATE WITHIN CHRISTIANITY AND
BUDDHISM

Descriptions of the spiritual state
within religious literature will play a central
role in determining the accuracy of the Pers-
inger theory. Tibetan Buddhist practitioners
describe a spiritual state called Samatha in
which all mental activity becomes dormant
and in which “all appearances of oneself,
others, one’s body, and one’s environment
vanish”! Tibetan contemplatives report that
“what remains is a state of radiant, clear
consciousness” in which “all phenomena
appearing to sensory and mental perception
are imbued with the innate luminosity”?
While experiencing Samatha, practitioners
also report the experience of alaya which
is described as the “empty space of the
mind” and which “like space, (is) a blank,
unthinking void”? Furthermore, the state
of Samatha is reported to be marked by the
property of “all embracing, unconditional
loving-kindness and compassion’* The
spiritual state of Samatha, then, is charac-
terized by a multidimensional experience in
which, psychologically speaking, the repre-
sentation of the distinction between oneself
and the external world dissolves. Also, this

state is reported to be characterized by the
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experience of bright luminosity and also by
a deep sense of void and seemingly infinite
space. Interestingly, the experience of this
state is also reported to be highly emotional.
The practitioner who attains Samatha feels
deep compassion and love which does not
seem to be directed at any particular object.

In the contemplative Christian
tradition, the highest spiritual state is the
realization of the union with God. The de-
scription of this state is similar, but not
identical to, the Tibetan Buddhist descrip-
tions of Samatha just considered. Christian
contemplatives describe the union with god
as entering “the silent land” in which the
“sense of separation goes”® Also, the experi-
ence is described as “an open field of aware-
ness” and a “depthless depth” in which ones
“Heart-mind is...brimming over”” Impor-
tantly, the “awareness is somehow about
the presence of Christ”* Here, just as in the
Buddhist description, emphasis is given to
the elimination of the representational dis-
tinction between oneself and the external
reality. The images of “open fields of aware-
ness” and “depthless depth” seem to suggest
that Christian contemplatives experience
something similar to the Buddhist alaya,

a deep sense of void and space. Also, the

description of the state as having a “Heart
mind” that is “brimming over” suggests that
the experience includes an emotional com-

ponent marked by love and compassion.

PERSINGER’S NEUROTHEOLOGY

Persinger locates the neural cor-
relates of spiritual experience in the right
temporal lobe. Furthermore, he posits
that spiritual experiences are correlated
with epileptic seizures in this area of the
brain. His evidence for these claims comes
from the reported symptoms of patients
who suffer from temporal lobe epilepsy.
The symptoms include “olfactory, audi-
tory and visual temporal hallucinations,
feelings of dissociations, and the experi-
ence of strong emotions”’ Furthermore
“subjective experience can be either ex-
plicitly religious (meeting god) or can be
interpreted through a religious lens (see-
ing light and feelings of unlimited love)”.'°

These descriptions of the symp-
toms during temporal lobe epilepsy are in
many respects very similar to the Buddhist
and Christian descriptions of the spiritual
state. For example, visual hallucinations of

light correlate well with Buddhist descrip-

tions of luminosity and the emotional epi-
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sodes that epileptics incur may correspond
to the feelings of “loving kindness” and
“Heart-mind” that Buddhist and Chris-
tian practitioners describe, respectively.
Furthermore, the reported experience of
“meeting god” seems to be somewhat in-
dicative of the Christian state of mystical
union. Persinger concludes that similarities
between symptoms of epilepsy and spiri-
tual religious experience give good reason
for believing that spiritual experiences are
correlated with the neuropsychology of an
epileptic seizure in the right temporal lobe.

Persinger also provides evidence
from brain imaging studies to justify his
claims. Since according to Persinger’s the-
ory spiritual experiences are correlates of
temporal lobe seizure-like activity, one
would expect to detect such activity in the
temporal lobe of a contemplative practi-
tioner having a spiritual experience. Pers-
inger carried out the experiment using
electroencephalography technology and
produced positive results. “Using rou-
tine EEG measures, Persinger tracked a
Transcendental Meditation teacher for 10
seconds during a peak experience...EEG
patterns exhibited transient focal, epilep-

tic-like charges in his temporal lobe’!

PERSINGER’S NEUROTHEOLOGY
CRITICIZED

Persinger suggests that the experi-
ence of hallucinations produced by epileptic
seizures and the reported experience of con-
templative practitioners are so similar that
the latter accurately corresponds with the
former. There are good reasons for believing
that thisis false. The hallucinations produced
by epileptic seizures in the temporal lobe
vary in their content due to variability in the
location of the seizure. Maselko writes “De-
pending on the specific location of the sei-
zure, it can cause a diversity of symptoms” '
Because of this, it is unlikely that seizures
would constantly correlate with the same set
of hallucinations for an individual suffer-
ing from epilepsy, over time. It seems more
likely that the content of hallucinations, if
there were to be any at all, would vary in
each seizure episode. Therefore, Persinger’s
theory predicts that religious practitioners
would have a wide variety of experiences
that would vary over time, due to the vari-
able nature of epileptic seizures. However,
our descriptions of their experience show
that Buddhist or Christian practitioners
experience little variability in the content

of their respective spiritual states. That is,
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for the contemplatives we have considered,
each spiritual experience exhibits the same
characteristics. For example, the Buddhist
spiritual experience consistently includes
feelings of vast space, perceptions of bright
luminosity, and feelings of deep compas-
sion. As mentioned, episodic seizures are
not expected to show such consistency in
the hallucinations with which they produce.

Furthermore, Persinger’s theory
does not adequately account for important
fundamental characteristics present in both
Buddhist and Christian descriptions of
spiritual states. For example, the disengage-
ment from the distinction between self and
surroundings that is present in descriptions
of Buddhist Samatha and Christian union
with God does not seem to be the kind of
phenomena that corresponds with the func-
tion of the temporal lobe. These experiences
seem as though they should implicate areas
such as the parietal lobe and somatosensory
cortex since they are recognized as areas
that play a role representing spatial relations
between one’s body and the external envi-
ronment. A theory that includes the parietal
lobe and its function would be equipped to
account for the Buddhist experience of ala-

ya, the “empty space of the mind” Similarly,

epileptic seizures in the temporal lobe alone
do not adequately account for the deep
emotional salience of religious experiences.
Remember, the Christian experiences of
“heart-mind” and union with a loving God
are deeply infused with feelings of com-
passion. Such experiences would be better
associated with the area of the amygdala
which functions in producing and regulat-
ing emotion. A neurophysiological theory
that included the amygdala and its func-
tions would serve to better account for this
aspect of spiritual experience than a theory
that referenced only the temporal lobe.

These considerations sufficiently
demonstrate that Persinger’s neurophysi-
ological theory of religious experience
is inadequate in identifying those and
only those parts of the brain involved in
spiritual experience, as well as the correct
mechanism of such neural activation. The
inadequacy of Persinger’s theory can be
accounted for by two distinct problems.
One of which concerns the methodology
of his verification, and the other has to do
with the conceptual development of his
theory. These issues are neither unique nor
limited to Persinger’s study. Rather, these

problems may generalize to all attempts of
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understanding the neuropsychology of re-
ligious experience. Therefore, it is impor-
tant that they be brought to light so that

future studies do not commit similar errors.

PROBLEMS WITH
BRAIN IMAGING

The first problem concerns the
method by which Persinger purports to have
verified his claims. By utilizing EEG tech-
nology, Persinger believed he had identified
epileptic like charges in the temporal lobe of
a Transcendental Meditation instructor hav-
ing a peak meditative experience. These re-
sults were taken to verify Persinger’s claims
that spiritual experiences correlate with sei-
zure like activity in the temporal lobe. How-
ever, this is not completely obvious. EEGs
detect brain activity by measuring fluctua-
tions in voltage on the scalp that occur with
neuronal activity within the area. That there
was a fluctuation of the electrical field on the
scalp above the temporal lobe tells us only
that the temporal lobe and the surround-
ing structures were active while the test was
being conducted. It tells us little to nothing
about the specific neurological processes
(e.g. epileptic activity) within the temporal

lobe itself that caused the change in electri-

cal activity on the scalp in the first place.

EEG data of activity in the tem-
poral lobe underdetermined the specific
mechanism that actually occurs. “(EEG)
patterns are non-specific, and may occur
with a variety of different sets of brain func-
tioning”" That is, detection of temporal
lobe activity via EEG might or might not be
the result of seizure like activity. Rather, it
might have resulted from non-pathological
neuronal firings of other kinds within the
temporal lobe and the surrounding struc-
ture. This is especially important consid-
ering that EEG studies of spiritual experi-
ences are studying a process of which very
little is known. It may be true that spiritual
experiences are correlated with increased
neuronal firing within the temporal lobe
and that this may be represented in the re-
sults of an EEG scan. However, this does
not imply, nor give evidence for, the exis-
tence of epileptic seizures within that area.
Those investigating the neuropsychology
of spiritual experience, or any mental phe-
nomena for that matter, should be cautious

of data gained in neuro-imaging studies.
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PROBLEMS IN CONCEPTUAL
DEVELOPMENT

The second problem concerns the
conceptual issue of understanding religious
phenomena within the context of our cur-
rent body of scientific knowledge. When
attempting to study the neural correlates
of religious experience, it is natural to first
consult findings in the field of neurosci-
ence in order to recognize relevant simi-
larities between experiential states of which
the neuropsychology are well understood
and the spiritual states that are under ex-
amination. In so doing, one might hope to
attain a greater understanding of the pro-
cess under investigation by assimilating it
to a process that has been well researched.
There are good reasons to believe, how-
ever, that the neuropsychology might not
accurately assimilate into any currently
understood pattern of brain activation.

The experiences of the spiritual
state are qualitatively unique and only be-
ginning to become scientifically investigat-
ed. They should not be expected to include
the kinds of experience that fit any currently
understood model of brain activation. In
the earlier discussion of the spiritual state

within Buddhism and Christianity, descrip-

tions of Samatha, alaya, and “union with
god” were introduced. Experiences like
Samatha in which “all appearances of one-
self, others, one’s body, and one’s environ-
ment vanish” are unique in their content.
Indeed, their profundity and near incom-
prehensible descriptions give good reason
for believing that these states are far from
most ordinary experiences. On the other
hand, our current understanding of the re-
lationship between experiences and brain
activity comes from studies done on healthy
and unhealthy brains under everyday nor-
mal conditions. It is not at all clear if the
brain of a contemplative practitioner dur-
ing the height of a spiritual experience fits
perfectly into either of these two categories,
considering their extra-ordinary content.
It is unclear then, whether the patterns of
neural activation that correlate with spiri-
tual experience will resemble neural mech-
anisms that have been well understood
within neuroscientific research. Therefore,
it should not be expected that the pattern
of neuronal activity associated with spiri-
tual experience will map onto any currently
researched brain process. Any theory that
does so should be met with great suspicion.

In his attempt to understand re-
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ligious experience scientifically, Persinger
fallaciously assimilates the religious phe-
nomena in question to an already existing
and well-understood neurophysiological
pathology. Since temporal lobe epilepsy is
an already well-understood neural process,
Persinger seems to have hoped to produce a
parsimonious theory that would accord with
our current understanding of neural mech-
anisms due to certain affinities between
symptoms of epilepsy and descriptions of
spiritual states. Though the theory accords
with what is known about current brain
function, as has been demonstrated, it is in-
adequate in correctly identifying the neural

correlates of religious spiritual experience.

SUGGESTIONS FOR FUTURE
STUDIES IN NEUROTHEOLOGY

The fault in his approach lies in
the fact that he seems to begin conceptually
with what is currently known about brain
processes and then attempts to fit descrip-
tions of religious experience into one of
the already well- understood mechanisms.
A more accurate and scientifically fruitful
method would be to move in the opposite
direction. Those interested in the neuro-

psychology of spiritual experiences should

begin their investigation by examining what
is understood in religious literature about
spiritual experience. From there, scientists
should use this understanding to guide in-
vestigation of brain processing. Earlier we
employed such a method to show that Pers-
inger’s theory did not adequately take into
account important characteristics of spiritu-
al experiences. By examining the Buddhist
description of the state of alaya, for exam-
ple, we recognized that an accurate neu-
rophysiological theory should most likely
make reference to the parietal lobe and its
function. Similarly, from the descriptions
given in Christianity of union with god, we
recognized that an accurate neurophysi-
ological theory of this experience should
include structures that play a direct role in
producing and regulating emotion, like the
amygdala. Once we have determined the
relevant parts of the brain that might be
involved in religious experience, by relying
primarily on religious description, we can
then attempt to uncover the neurophysi-
ological patterns that relate these relevant
neural structures. Given recent advance-
ments in neuroscience and brain imaging
technology, the scientific study of spiritual

experiences has the potential to uncover
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important aspects of what it is to be reli-
gious This mode of inquiry, I believe, could
play an important role in initiating research
for an accurate understanding of the neu-

ral underpinnings of spiritual experiences.
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ABSTRACT

The topic of organ donation has always been a heated debate between the
rights of the donors to give up their organs for strangers and the rights of the recipi-
ents in their fight for survival. Though many countries have some sort of legislation
that outlines organ donation, the results are often disappointing and often many poten-
tial donors are lost along with their viable organs. Last month, the British Medical As-
sociation released a report that not only outlines the current laws and practices in ef-
fect, but also proposes a series of initiatives that have sparked controversy from pro-life
activists to patients’ rights advocates. The suggestions are radical in their approach,
but did the British Medical Association go too far? Is the increase in donors worth the

risk that patients will face as the recipients of these organs from questionable sources?
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INTRODUCTION

There is no denying that the organ
donation shortage has hit the crisis point all
over the world. According to the Nursing
Standard, “there are around 8,000 people in
the UK waiting for an organ transplant. The
average wait for a donor is three years, and
everyday three patients who never make it
to the top of the waiting list die."” The Brit-
ish Medical Association’s Medical Ethics
Committee’s recently published the report,
“Building on Progress: Where next for organ
donation policy in the UK?”, describing the
current measures employed by the UK for
the procurement of organs and comparing
their policies with other countries such as
the United States, Spain and various other
European countries. One particularly con-
troversial section entitled “Increasing the
Number of Donors” endorses the use of
high-risk tactics and policies in order to in-
crease the number of viable donations from
DCD (Donors following Circulatory Death)
and DBD (Donors following Brain Death).
Some of these tactics include seeking trans-
plants from trauma patients in the emer-
gency room who have little chance to regain
consciousness and live a normal life, ex-

panding the types of organs retrieved from

DCD/DBDss, the use of “higher risk” donor
organs from drug addicts, former cancer
patients, and those who have high-risk sex-
ual lifestyles. Other methods would include
elective ventilation just to keep patients alive
for their organs, retrieving organs from dis-
abled newborns, adopting a presumed con-
sent system for donations, creating a market
for organs, instituting a “shame campaign”
to spur donating, and using funeral pay-
ments as an incentive to increase donations.
The public and professional community
can agree that measures must be taken in
order to save lives, but where does medi-

cine draw the line between reward and risk?

SCIENTIFIC BACKGROUND

The process of transplantation it-
self is fraught with possible complications
that could arise from surgery, post-oper-
ation infections and illnesses, transplant
rejection, and a lifetime of immunosup-
pressant medications and antibiotics. The
danger of using transplanted organs from
patients who either have been diagnosed
with cancer or have abused their organs
through either high-risk sexual behavior or
drug abuse cannot be ignored. Recent stud-

ies show that cancer can sometimes reoc-
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cur in donor recipients who have received a
lung, liver, heart or kidney transplant. “Pa-
tients who undergo organ transplantation
are now known to be at an increased risk
of the development of de novo malignant
tumors. This is primarily a consequence of
immunosuppression, which may provide
tumor development and progression by a
variety of mechanisms.”” Under further
scrutiny, the UK Registry also stated that
“This first detailed registry study of cancer
occurrence in British transplant recipients
has shown evidence of different patterns of
cancer occurrence in recipients of differ-
ent organ types...The overall incidence of
cancer (excluding NMSC) in recipients of
a heart, kidney or liver, is over twice that
of the general population...and over three
times higher in recipients of lung or com-
bined heart and lung transplant.’

Another source that the BMA cit-
ed that could yield usable organs is among
drug addicts and those who have high-risk
sexual behaviors. This poses yet another po-
tentially lethal outcome for the transplant
patient. Drug addicts, especially those who
abuse heroin, use and often share needles
with other abusers. This increases the ex-

posure to various infections and illnesses

(such as HIV), which could possibly trans-
fer to the transplant patient. Furthermore,
according to a study released by Human and
Experimental Toxicology, the use of drugs
such as MDMA and cocaine on mice not
only caused paradoxical sleep deprivation
(due to the effects of the drug) but also ge-
netic damage to multiple organs. “Cocaine
was able to induce genetic damage in the
blood, brain and liver cells of sleep-deprived
mice...Ecstasy is a genotoxic chemical at the
highest concentration tested, inducing dam-
age in liver or brain cells...”” The damage to
the DNA in a human organ transplant may
hinder the organ from performing normally
within the human body. In addition, organs
already damaged by drugs may already
prove to a source of potential health com-
plications later in life as the organ ages. For
those who practice unsafe sex, a plethora of
STDs, especially syphilis, can affect the or-
gans of the infected, and thus prove hazard-
ous to the health of the transplant patient.
Recipients are especially susceptible to STDs
as a result of taking immunosuppressant

medications to avoid transplant rejection.

THE BIOETHICAL ISSUES AT HAND

One of the biggest bioethical di-
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lemmas concerns the well-being of the pa-
tient exposed to high-risk organs. A pro-
cedure already fraught with danger could
be further complicated by transplanting
a potentially abused organ of a heroin ad-
dict, who may have been exposed to various
other illnesses such as HIV/AIDS due to us-
ing shared intravenous needles. By allowing
patients access to these questionable or-
gans, patients put themselves into dire cir-
cumstances as dangerous as the transplant
operation itself. Even though organs from
cancer patients, drug abusers and high-risk
individuals are screened for various diseas-
es before the procedure, the patient’s safe-
ty and the organ’s viability are still at risk.

Another issue is the concept of
informed consent among trauma patients
and newborns and the “presumed consent”
law. Currently, only the Human Tissue Act
of 2004 outlines the protocol for organ do-
nation in the UK. “The Human Tissue Act
requires explicit consent for organ removal
and use for transplant.”” Because trauma
patients and disabled newborns are un-
able to communicate their desires, medi-
cal professionals must carefully tread the
line between respecting the rights of their

dying patient and trying to save another

patient’s life. Oftentimes, the autonomy of
the patient is in question. This is not only
a question of consent for the deceased but
for those who support the “presumed con-
sent” law, including the BMA itself. Ac-
cording to Slowther, “Those in favour of
presumed consent, including the British
Medical Association, argue that the ethi-
cal balance is weighted too much towards
respect for autonomy, as articulated in the
need for explicit consent at the expense of
avoidance of harm to patients in need of a

transplant.®”

If the presumed consent law is
passed in the future, the autonomy of a per-
son’s choice to donate is in jeopardy as well.

Another problem is the life qual-
ity of elective ventilation patients. Though
consent was obtained, one could argue
that it is morally wrong to keep a person
alive for someone else’s benefit, regard-
less of the altruistic nature of organ dona-
tion. The quality of life of these patients
in a permanent coma is far from ideal. In
the report, the BMA states that “the use of
elective ventilation is not intended to be
for the clinical benefit of the individual but
to facilitate donation.” Family members

may feel that the patient has lost his or her

identity as a human being, having turned
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solely into a vessel for organ donation.

As mentioned earlier, the risk of
infections and complications in using com-
promised organs raises the stakes for the
patients health and well-being. Doctors
swear an oath of nonmaleficence to protect
patients and maximize benefits over risks.
Robert Veatch, a leading author in bioeth-
ics, defines nonmaleficence as “The moral
principle that actions or practices are right
insofar as they avoid producing bad conse-

quences.®”

Veatch continues to say, “accord-
ing to the Hippocratic formula, the physi-
cian’s duty is to promote the total well-being
of the patient.”” The doctor must make a
difficult call as to whether the exposure to
unforeseen illnesses from the compromised
organs is worth the risk to the patient,
both in short-term and long-term care.

One final problem medical pro-
fessionals must face is the conflict of moral
obligation that people have towards each
other and whether using monetary incen-
tives is morally right. Various religious
backgrounds advocate that it is a person’s
moral duty and obligation to help his neigh-
bor when in need. They also emphasize the

principle of acting selflessly and without

physical incentive. In this particular case,

can that mindset be applied to organ dona-
tion? Is one morally obligated to sacrifice
something as precious as an organ in order
to save his neighbor? Is it morally correct
to essentially guilt people into donating in
exchange for money or paid funerals? In
the UK and United States, both women and
men are being compensated for ova and
sperm donation. “According to the HFEA
(Human Fertilisation and Embryology Au-
thority), this level of compensation ‘better
reflects’ the costs experienced by donors,
but is not enough to attract those who are
merely financially motivated.'”” However,
many people still feel uneasy about being
compensated for whole organs and some
feel that if compensation becomes com-
mon practice, “We [The human race] will
continue to face a dual tragedy; on one
side the thousands of patients who die each
year for want of a kidney; on the other, a
human-rights disaster in which corrupt
brokers deceive indigent donors about
the nature of the surgery, cheat them out
of payment and ignore their postsurgical

needs.!'’”

Others feel monetary incentives
for healthy organs could provide people,
including but not limited to drug addicts,

the impetus to stay fit and healthy, which
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would be a boon for public health services.

A GOOD IDEA

Though these ideas are radical, the
propositions on the table currently are not
enough to save the eight thousand patients
currently on the list waiting for a life-saving
transplant. If the UK does ultimately imple-
ment all these measures, “deceased donor
rates would increase by 50% by 2013.">” This
could mean that many lives could be saved
over the next few years and viable organs
would be put to good use. Monetary incen-
tives for healthy organs could provide peo-
ple, including but not limited to drugaddicts,
the impetus to stay fit and healthy, which

would be a boon for public health services.

A BAD IDEA

These suggestions not only in-
fringe on the rights of patients whose or-
gans will be taken from them, but also on
the rights of the millions of healthy indi-
viduals that do not want to give up their
organs, regardless of their personal beliefs.
For those who are on the verge of cardiac
death, the line between life and death is of-
ten a blurred one. Doctors, in their haste to

collect viable organs, might be too quick to

judge the patient as being “cardiac dead”
and not allow the patient to have adequate
time for possible recovery or pressure the
patient’s family to act rashly instead of tak-
ing the patient’s wishes into thought. This
becomes an even more delicate situation
when disabled or dying infants are involved.

Another argument against these
radical measures is the unnecessary risk
that doctors might expose to their patients
and their families when suggesting trans-
plants from “higher-risk” donors. As pre-
viously mentioned, cancer can reoccur in
transplant patients and the organs of drug
addicts can be damaged or tainted with
infection. Furthermore, if the patient con-
tracts an STD or disease from the received
organs, it exposes them to a wide array of
other detrimental side effects and condi-
tions. In either case, the organs, being un-
healthy or possibly damaged, may not work
as well as a healthy donation and may be
ultimately rejected by the patient’s body.

A final point that raises concern is
that for those who are on elective ventilation,
harvesting their organs undermines their
autonomy and identity as a person. This
practice could “lead to the commoditization

of people, and that goes against the percep-
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tions of dignity and personal autonomy."”

CONCLUSION AND
RECOMMENDATION
The medical and public communities must
come to an agreement as to what is accept-
able practice in the organ donation debate.
Politicians must work with both commu-
nities in order to create legislation that in-
creases donations but protects the rights of
all involved. Though recent propositions are
becoming increasingly radical, adjustments
and compromises could make them more
socially acceptable. The development of
stringent screening processes for the organs
of cancer patients, drug addicts and other
high-risk individuals must be taken into
serious consideration. Financial incentives
must prove to be a valuable and effective
method in recruiting healthy individuals as
donors. The “presumed consent” law could
be enacted, but must receive strict oversight
from the government, and must allow indi-
viduals to opt out without bias or legal per-
secution. Finally, the definitions of DBD and
DCD need to be clarified. Organ donation
protocol and procurement will remain a
sensitive, complex topic until all needed or-

gans become readily available in the future.
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In 2008, Israel incorporated
a non-medical factor into their organ transplant list
formula. The new law gives transplant list priority to individuals who
are registered organ donors or who have had a close family member do-
nate in the past. The numbers suggest this law has been a success, as it hag
resulted in a 60% increase in organ transplants. While many support the
law, others feel the law is discriminatory-specifically against individuals
who refuse to donate for religious purposes.® What do you think? Is this
law fair? Should non-medical factors, such as number of dependents, life-

style choices, willingness to donate an organ and occupation, be weighed

alongside medical factors when making the organ transplant recipient list3

I'think Israel’s law is very fair. Although everyone is entitled to their
own beliefs, it seems difficult to understand that one might be opposed
to donating their organs for religious reasons — but not to accepting oth-
ers organs. Nowadays, so many people are waiting for organ transplants
that many of them will be given medical priority. Still, since there is such
a shortage of organs for people who need transplants, health systems
will have to start taking non-medical reasons into account. Whether
or not someone is an organ donor him/herself is a good place to start.
This law does not restrict individual choice when it comes to being

an organ donor; it just shows that the choice may have consequences.
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Through treating countless lives every day, health care provid-
ers ultimately strive towards the greater goal of improving the well-
ness of the human population. However, while the larger picture is
to find solutions that will benefit society, we must not forget to ad-
here to ethical guidelines when we deal with individual accounts.
When patients are admitted to a hospital, non-medical factors should
only serve as a background to understanding the current conditions.
These factors should never undermine the ability for a patient to re-
ceive optimal treatment or allow them to be put below others who fit
the specific non-medical criteria better. The 60% increase of organ

transplants in Israel is a false success built upon corrupt moralities.

With the enactment of Obama Care, we now recognize health-
care as a right, not a privilege. However, this right only exists in situ-
ations where we have the resources to provide for everyone in need.
In the case of organ donation, where there is far more demand than
supply, we must create criteria for deciding who gets the lifesaving
treatment they need. While we currently use only medical factors, Is-
rael has started requiring that recipients be donors themselves or have
family members that have donated organs. People should not feel en-
titled to an organ when they need one if they are not willing to donate
themselves. If certain groups with not to donate for religious reasons,
then they are choosing not to save lives, one of the most important
tenets of most religions. Because they are choosing not to help oth-

ers, they are affectively opting out of the whole organ donation system.
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Currently, 114,000 individu-
als are waiting for life saving organ transplant surgery.
Today, 18 of them will have died waiting. In 2011, in the United States,
there were 8,127 deceased organ donors and 6,017 living organ donors result-
ing in 28,535 organ transplants. Living donors donated non-essential organs.
Othersonthelistattemptedtoacquireorgansillegally. Eachyear10,000+organs
are soldillegally across the world, many to Americans. In most cases, the organ
donors aren’t adequately screened and cared for and are rarely “fairly” com-
pensated for their donation. Black market organ donations results in a higher
percentage of donor and recipient deaths and increase the proliferation of dis-
eases such as HIV and Hepatitis. The existence of the black market, however,
proves that there are people out there willing to part with organs for money.”
Assuming sellers will receive medical treatment on par with that re-
ceived by the 6,017 living organ donors and would be adequately]

screened, would it be ethical and prudent for the United States gov-

ernment to legalize the sale of organs in order to try to meet demand?

I strongly believe healthcare is a right, not a privilege. Legalizing
the sale of organs completely undermines this idea. Allowing the prin-
ciples of economics to take over would be nothing more than exploi-
tation of the poor- the very same people who are, arguably, the most
likely to end up on the list. However you look at it, the demographics of
the new privatized system would be skewed. With the risks of the black
market no longer a deterrent, the list of donors would be primarily com-
prised of the poor (those willing to risk quality of life for recompense)
and the receivers would be the well-off (those able to meet the mar-
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ket price). The results of this maneuver would be utterly reprehensible.

I think the legalized and government regulated selling of organs
would be prudent. If strictly regulated to ensure safe surgical procedures
there would be no harm in it. Those who can afford it may receive neces-
sary organs leaving less people on the waiting list for those who cannot. I
also thinkitis a good way for people who are in need of money to support
their families if they’re willing. Legalizing it would also lower the num-
ber of deaths due to transplants done through the black market. The “fair
compensation” would have to be thoroughly researched and calculated

but other than that, I think that it would be beneficial for the country.

Allowing for the legal sale of organs would only serve to drive
a larger wedge between the healthcare of individuals on opposite
ends of the socioeconomic spectrum. While the wealthy could af-
ford to continuously destroy their livers and simply purchase new
ones, individuals of lower socioeconomic status would start sell-
ing their organs in order to meet financial pressures. Ultimately,
we'll never see a wealthy organ donor or a poor organ recipient.
While trying to end the black market of organs sales is a noble
cause, I'd rather see a black market persist underground if the alter-

native is allowing our healthcare system to descend to that level.
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Keith, a husband and father of five, is suffering from acute kidney failure. Too
sick to work, Keith lost his job with the Red Cross. He has been on dialysis for six years
now, and is on the waiting list for a kidney donation. Unfortunately, being placed on the
waiting list for organ donation is not a sure sign that one will receive an organ donation.
In fact many medical patients on waiting lists, approximately 6,000 per year, die in wait of
an organ.! With such staggering figures, the need to improve the current system becomes
increasingly evident. Could the legalization of organ trade, the selling and buying of organs,

be a viable alternative to the current organ donation system, which relies solely on altruism?
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Globally, organ trade is virtually il-
legal on the basis that it contains elements
of socioeconomic class bias and creates an
atmosphere that likens humans to com-
modities. These ethical concerns that pre-
vent us from placing monetary value on
nonessential organs, while understandable,
have led to the black market commoditi-
zation of longevity. The illegality of organ
trade has provided a platform for black
market organ trade to flourish. The World
Health Organization has estimated that
about 10,000 organs are obtained through
underground markets every year.? Crimi-
nalization of the practice of buying organs,
combined with the shortage of donated
organs, has left many at the mercy of un-
ethical black market cultures. Reportedly,
brokers are charging between US$ 100,000
and US$ 200,000 to organize a transplant
for wealthy patients. Donors — frequently
impoverished and poorly educated — may
receive as little as US$ 1,000 for a kidney.?

Unlike in black market practice,
organ donations in the United States can
only be done altruistically; “In living-re-
lated (donor is related to recipient) kidney
donation, the principle of non-maleficence

is outweighed by other tenets of ethics,

namely autonomy and beneficence” * Other
countries have put in place similar restric-
tions; according to the Transplantation of
Human Organs Act in India, organ dona-
tions must be from a relative or spouse or
for reasons of “affection” The need for an in-
terpersonal emotional connection between
a donor and recipient in order for a dona-
tion to take place is a idealistic restriction
that is not conducive to meeting the chal-
lenges of the current organ supply short-
age. While “affection” may appear more
humane to the external observer, the need
for “affection” kills 6,000 people every year
on organ waiting lists. The number con-
tinues to increase.’ The uncertainty of ever
receiving an organ has rendered the wait-
ing list medicine’s equivalent of purgatory.

Given the ineffectiveness of the
current organ donation system, legalizing
the sale of nonessential organs is practi-
cal because it incentivizes organ dona-
tion. Such a system (further mentions of
system refer to this system) would combat
the current dearth of organ supply. The
list of organ donors can only lengthen. An
improved donation system should include

the stipulation that while anyone could be

a seller, only the government could be the
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buyer. Furthermore, the system should re-
strict sellers to American citizens to reduce
the number of transactions taking place
through the black market, which primar-
ily targets impoverished people from un-
derdeveloped nations. Given that there are
220 million adults in the U.S. and 117,000
patients on waiting lists,° there is a more
than sufficient number of possible donors
even when accounting for those with poor
physical health who are not fit to donate.
Much of the unethical activity in the black
market is because of the lack of regulation
and oversight of the interaction between
the donor and the middleman. In the pro-
posed system, the middleman is taken out
of the equation. Organs removed prior to
entering the clinical center for donation
would not be accepted. This proposal would
fall into the category of a social program.

The government should be the sole
buyer in this system in order to prevent a sit-
uation in which only the wealthy can obtain
an organ for transplant. As a government-
funded social program, patients would not
be at the mercy of a profit-driven corporate
agenda. Under this system, corporations and
individuals would not be allowed to pursue

the grossly unethical behavior of buying

organs from people for the sole purpose of
making profit. The purchased organs should
be distributed using the status quo criteria
of giving to those in most dire need first.
This eliminates class bias on the organ- re-
ceiving end of the spectrum; that is, priority
is based on need, not socioeconomic class.

Unfortunately, it is more difhi-
cult to eliminate class bias on the donat-
ing end; sellers will more than likely come
from economically disadvantaged back-
grounds. The fact is that many illegally
bought organs are already being obtained
from the poor, many of whom are not be-
ing informed about the potential effects on
their health and are deceived by the black
market traders. A legally regulated system
would ensure proper debriefing on the
possible medical repercussions and pro-
vide the means to informed consent. Other
than policy concerns, the idea of legalizing
the sale of organs can be disconcerting.

“The medical profession com-
promises its deontological commitments
(that all individuals have a value beyond
price) by adopting a mainly utilitar-
ian ethic (maximizing the good for the
largest number)” 7 The proposed policy

would not place a price tag on life, only
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nonessential organs. Deontological com-
mitments are not being neglected, espe-
cially given that donating does not ussu-
ally compromise ones” health or lifespan.
This argument could be justified if hearts,
stomachs, or intestines were being bought,
but this is not the case, since only the sale
of nonessential organs would be legalized.

Organ trade opponents are also
disconcerted by the idea of selling organs,
because of a lack of familiarity with the
practice. What if people received a one-
hundred-dollar compensation for a more
common donation, such as blood dona-
tion? That idea sounds much less objection-
able than being paid several thousand for
an organ. Much like how the human body
produces more blood after a blood dona-
tion, the liver regenerates itself when por-
tions of it are removed. While kidneys do
not regenerate, donating a kidney is still
a safe process. The remaining kidney will
work harder to compensate for loss of the
other one. Current research shows that
there is not a decrease in life expectancy. In
fact, some cases show a longer lifespan of
donors relative to the population average.®

Legalizing organ sale elicits the

fear that humans will be killed and har-

vested for their body parts. This is, in fact,
the present situation in many underdevel-
oped countries because of the illegal status
of organ trade and the resultant black mar-
ket.Fortunately, under the proposed system,
this will be highly improbable given the pro-
tocol for organ trade; organs removed prior
to the arrival of the donor will not be ac-
cepted, in order to make sure the process is
taking place completely of the donor’s will.

“Although there is pain, anxiety
and some risk involved with the nephrecto-
my [kidney removal] procedure, the benefits
to the recipient and the psychological, spiri-
tual, and emotional advantage to the donor,
along with the fact that kidney donation
increases self-esteem, justify the act of kid-
ney donation.” The fact that sellers will be
receiving monetary compensation for their
organs does not necessarily eliminate the
emotional compensation of organ donation.
One can be paid for an organ and still feel the
satisfaction of saving another’s life. While
money might make parting with an organ
easier, there will always remain a sentimen-
tal hurdle that the individual must overcome
to give up the organ. For this reason, sellers
should still be respected for their contribu-

tion to society and be regarded as donors.
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Giving an organ does not need to
be solely an act of altruism. It is understand-
able that being guided by an altruistic policy
is the best initial approach to tackling the is-
sue of organ procurement, but the United
States has been facing an organ shortage for
much too long. It is simply unethical for the
current system to persist. Families should
not have to lose loved ones for the sake of
maintaining the pseudo-ethical principle
that altruism should be the only means by
which giving an organ occurs. Our strong
“ethical” values are causing the waitlist to be
symbolic of the near hopelessness of being
in need of an organ; thousands of patients
spend years on waiting lists without ever
receiving an organ donation. The question
of legalizing organ trade must be faced soon
here in the United States and worldwide.
It must, however, be approached carefully.

The practice of organ trade has
previously been implemented and failed
in several countries. Organ trade was out-
lawed in India in 1995. What used to be a
flourishing system became marred by the
frequent breach of moral law. There have
been instances of alleged removal of organs
by the middle man without the knowledge

of the donor, which is one of the reasons

why commercialized organ trade became
outlawed in India.’® Citizens were being
lured to specific locations, such as job in-
terviewing sites, where they would then
be held up at gun point and forced to un-
dergo kidney removal. This is why the
aforementioned proposal reduces the or-
gan donation process to a direct transac-
tion between the buyer (government) and
the donor, cutting out the middlemen that
have been the cause of past unethical ac-
tivity. Another interesting case to study
is Chinas history of obtaining organs.

China had the practice of procur-
ing organs from executed prisoners. The le-
gitimacy of the prisoners’ consent had been
called into question by human rights groups
and because of international condemnation
of this practice, China has vowed to imple-
ment a different system.! The system has
been described as “a gross violation both of
human rights and of the ethical guidelines
which have been drawn up by various inter-
national organizations to set the standards of
acceptable practice both within and without

the medical profession” '?

Fortunately, this
will not be an issue if the proposed system
is practiced because the issue of obtaining

consent has been accounted for. The system
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mandates that donation must be solely of an
individual’s volition. The history of organ
trade is not entirely one of failure.
Currently, Iran is the only country
in the world that practices compensated or-
gan donation. Until 1988, all living donors
were related to the recipient in Iran. Due
to national demand and the increasing
number of patients needing organ trans-
plants, a controlled living unrelated donor
(LURD) program for renal transplantation
was adopted in 1988. As a result, the renal
transplant waiting list was eliminated by
1999."* The success of this program shows
that matching every single patient with a
donor is attainable and not simply a theo-
retical assumption. Further research on the
organ transplantation program in Iran has
shown that the fears of a socioeconomi-
cally biased system are exaggerated. “All
living-unrelated donors (LURDs) have been
from the low or middle socioeconomic
classes. In one study, 84% of LURDs were
poor and 16% middle class. However, 50.4%
of recipients were also poor, and 36.2%
and 13.4% were middle class and wealthy,
respectively” * The success of the organ
transplantation program in Iran should

encourage more nations to pursue the le-

galization of compensated organ donation.

The United States, although far
from having a perfect system, is taking
steps toward initiating organ trade. In 2004,
Wisconsin passed the 2003 Wisconsin Act
119, which provides income tax deduc-
tions to living donors who donate one or
more of their organs.”” This measure was
taken to increase the number of living do-
nors. New Jersey, New York, and Indiana
have also implemented similar legislation.'®

The fact that Keith’s story is be-
coming increasingly typical is a clear signal
that the United States must reevaluate its
organ donation policies. Our current “altru-
ism only” system is ill-equipped to handle
the current challenge of scarceness in the
organ donation pool and allows the black
market to flourish. Legalizing compensa-
tion for organ donation is now the most
logical measure to take, and if responsibly
implemented, will maintain a safe environ-
ment for American citizens. The futility of

signing up to be on a waiting list must end.
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