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Rutgers Journal of Bioethics

Letter From the Editor

Dear Reader,

The Rutgers University Bioethics Society is proud to present you with our fifth annual Rutgers Journal
of Bioethics! I would like to thank the authors, the staff, RUSA, and our faculty advisors for all the hard work
put into making this publication a possibility. I would also like to extend a hand of appreciation to you, the

reader, for making all our efforts worthwhile.

In the first issue of the Rutgers Journal of Bioethics, it was established that bioethics is not bound by
geographical borders. In the second edition, bioethics was characterized as a crossroads, the intellectual plat-
form on which fields as divergent as economics, philosophy, history, religion, and biology could be granted
equal consideration. In this edition, we establish that the diversity encompassed by the field of bioethics is not
limited to geographical or academic diversity; bioethics is a field that extends its reach across time, into the
past and as far into the future as we can imagine. It is a field both relevant to the proceedings of congress and
to the way we make day-to-day bureaucratic decisions. Bioethics permeates nearly every layer of our lives and
of our institutions. It is nearly inescapable, surfacing every time we sort our recyclables, make the choice to
go paperless, visit the doctor or wonder what’s going to happen to us when we get old. It returns at the start of
every sci-fi film and end of every canned beverage. Each and every one of us is certain to confront a bioethical

debate on a daily basis; the question is whether the average person would be able to recognize the encounter?

If there is one message I hope to be taken from this year’s edition, it is that bioethics is everywhere. If
Ms. Buehl, Ms. Muaygil and Ms. Whelan have their way, Congress will soon be discussing euthanasia proce-
dural guidelines for doctors and perinatal hospice service requirements. If Ms. Rana’s visioOn of the future is
fulfilled, the ethical debates surrounding nanoparticles will have implications far out-reaching the sensing and
imaging technology discussed in her paper. Every aspect of your visit to the doctor’s office could be changing
based on the discussions presented in the papers by Mr. Pichardo and Mr. Kuperberg. Even discourse in his-
tory class hinges on bioethical controversies, as discussed by Mr. Steinberg. These authors, this journal and
the Rutgers Bioethics Society as a whole, is hoping to play a role in fostering a generation that can recognize a
situation that calls for bioethical analysis and then efficiently seek out the resources needed to take an educated

approach to said situation. Let these authors and the instances they identify serve as examples.

Sincerely,
Cory Patrick
Majoring in Genetics & Spanish
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Letter From the Co-President

Dear Readers,

Never in a million years would I have thought to attend a Bioethics Society meeting. As a matter of fact,
if it weren’t for Cory Patrick, our current Editor-in-Chief, I would never have joined at all. It was a Wednesday
night, during the fall of my sophomore year, that I was reluctantly dragged to a general body meeting and - for
the lack of a better phrase - fell in love. I found listening effortless as Spruha Magodia and Neil Patel, President
and Vice President at the time, spoke fervently about animal rights as depicted in The Planet of the Apes. We
watched a clip from the movie, discussed our reactions in small groups, and were then introduced to “the trol-
ley problem” - a classic ethical thought experiment that, in the matter of minutes, elevated the discussion to a
state I have rarely encountered in a traditional classroom setting. (If you don’t know what I’'m talking about,
I encourage you to look it up!) From that night onward, I became an active member in the Bioethics Society,
serving as a Symposium Committee member, Journal staffer, Vice President and finally, Co-President. I cannot
think of a better way to end my four years at Rutgers, and I vow to make this the Society’s best year yet.

In the fall semester, we strayed slightly from our usual meeting schedule to host some excellent speak-
ers. Rutgers Philosophy professor Jeff McMahan discussed the question “When does life begin?” in an engaging
lecture of when human beings acquire moral status, and whether fetuses possess these same rights. Dr. Eric
Singer, who has given the Society strong support since last year, hosted Real World Medical Ethics, where he
shared his experiences as a member of the Robert Wood Johnson University Hospital Ethics Committee. He
discussed real-life cases presented to the committee, which covered the topics of solicited organ donation and
technology’s role in the medical field. We also teamed up with other student organizations, including Women
in the Health Professions, Rutgers Empowering Disabilities, and the American Medical Students Association.
For our own general body meetings, we have discussed a range of recent bioethical issues, including the medi-
cal center in Texas that refuses to hire overweight physicians, how neuroscientific diagnoses of a defendant can
affect court rulings, and biopiracy, which involves the marketing of medical treatments without compensation
to an indigenous group.

We have a lot planned for the spring, as well, and we are particularly looking forward to the Third An-
nual Bioethics Symposium on March 12, 2014. We are thrilled to be hosting Dr. Kenneth Prager, the Director of
Clinical Ethics and Chairman of the Medical Ethics Committee at Columbia University Medical Center, as our
keynote speaker. In April, we will be returning to the National Undergraduate Bioethics Conference (NUBC)
at Loyola University in Chicago. At last year’s conference in Georgetown, we were ecstatic to place fifth in the
Bioethics Bowl Competition, with a record of 2-0-1, beating out past winners in a series of nerve-wracking de-
bates. Finally, we continue to develop our relationships outside the university, particularly with Robert Wood
Johnson University Hospital.

To our members, co-sponsors, an amazing E-board, and our advisors Matt Matsuda and Jeff McMahan -
thank you for your continuous support that have made all of our efforts possible. And to our readers, we hope

you enjoy the fifth volume of the Rutgers Journal of Bioethics!

Sincerely,
Ankita Rastogi

Majoring in Psychology & Cognitive Science, Minoring in Human Resourch Manaagement
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The Ethical Use of Unethical Human Research

Jonathan Steinberg

New York University, Graduate School of Arts and Sciences, Department of Bioethics

Herta Oberhauser, physician at the Ravenbrueck concentration camp,
sentenced at the Doctors’ Trial in Nuremberg, August 20, 1947.

Perhaps the most intensely debated philo-
sophical and ethical question with regards to medico-
scientific research is “do the ends justify the means?”
While tackling this particular form of the question
shall be left to more advanced philosophical discus-
sion, it may be rephrased into a more approachable
version: can research data obtained through unethi-
cal methods be used for ethical and beneficial results?
This question becomes critical when discussing the
validity of unethical human experimentation, specifi-
cally experiments conducted by Nazi physicians dur-
ing World War II. The Nazis performed horrific acts
against prisoners in concentration camps and con-
ducted experiments on unwilling subjects, inducing
high levels of pain with few scientific goals. Having
said that, would it not be in our best interests to use

any relevant data from these experiments if it could
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lead to new medical and scientific discoveries? This
is an extremely difficult question to answer. It is hard
to determine at what point potentially beneficial re-
search becomes tainted by the unethical methods
used on experimental subjects. Is the answer definite-
ly yes (that the ends justify the means) or definitely
no (the methods determine the ethicality of the data)?
Perhaps it depends on whether the potential benefits
outweigh the injustices?

When experimenting with human subjects
became popular in the early 20th cen-
tury, it was not at first accompanied
by protest and debate from the pub-
lic. Though human subjects came to
be known as the “animal of necessity,”
the public opinion remained optimis-
tic about human experimentation as
long as scientific and medical achieve-
ments continued to be garnered from its use (Gre-
enwald et al., 1982). With vaccines, antibiotics and
other therapies vanquishing many infectious diseases,
it is not surprising that the public supported human
research. Though research continues to successfully
expand our scientific knowledge and medical capa-
bilities, the actions of Nazi physicians during WWII
put ethical considerations of human research into the
forefront of public concern.

There appear to be three key issues when de-
termining the ethicality of human experimentation.
The first is the boundary problem (Greenwald et al.,
1982). At what point does the practice of medicine
leave the realm of a “helping profession” and enter
the realm of biomedical and behavioral research?
The answer is difficult, if not impossible to discern.
The boundary between experimenting for the sake of
generating new knowledge, and for the sake of help-
ing a given individual exists, but it is often blurred
when you account for the interests of the patient and
the doctor. The second issue is the risk-benefit ratio
(Greenwald et. al., 1982): weighing these values and
costs, and determining if the research is ethical by

this standard. The third and arguably most important

Can research data
obtained through
unethical methods be
used for ethical and
beneficial results?

issue is the consent doctrine (Greenwald et al., 1982).
It is most simply the idea that a fully competent and
informed subject must willingly accept to participate
in experimental trials.

Consequently, an ethical experiment must
maintain the following criteria: 1) all subjects must
willfully give informed consent, 2) the researcher must
only operate within the scope of his understanding,
3) the goals of the experiment must be of significant
value to medico-scientific knowledge, 4) all harm to
the subject must be minimized, and 5)
there exist no other means of obtain-
ing the results (Trials of War Crimi-
nals, 1949). However, it is not any of
these rules that proves to be the most
challenging dilemma of rationalizing
human experimentation. Rather, it is
accounting for public perception and
the public’s acceptance of human research. Vaccine
experimentation serves as a good example of this di-
lemma.

Vaccines are without question a life-saving de-
velopment. By understanding the source of a disease,
scientists developed the ability to preemptively pre-
pare the body for contact with the disease. The devel-
opment of the polio vaccine in the 1950s, the eradica-
tion of smallpox in the 1960s, and the development
of the MMR vaccine in the 1960s and 1970s are just a
few examples of how vaccines have saved millions of
lives. However, before the benefits were clearly vis-
ible, vaccine testing was a much more controversial
subject. People argued that patient consent was not
always obtained, and that physicians had begun to see
the patient not as an individual, but as a means by
which they could solve the problems of the masses
(Bonah, 2000), a direct contradiction of the values
set forth by the Hippocratic Oath. Often it was not
even the development of the vaccine that caused de-
bate, but rather its use. People feared that the vaccine
was not foolproof, that it would either fail to inocu-

late or even cause the infection it sought to prevent.

DISCUSSION I-
|
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Nazi human experimentation

In stark contrast to vaccine research, which on
the whole maintained ethical standards of research
and garnered popular support, the experiments con-
ducted by Nazi physicians during WWII were as un-
ethical, immoral and publicly vilified as experimenta-
tion can be. The experiments were politically driven,
and based on irrational
fears and beliefs of the rul-
ing power. The experiments
lacked any type of consent,
and often the expected re-
sult was death of the sub-
ject. Sterile environments

were not created, risk-
benefit analyses were not
conducted, and the experi-
ments often lacked a solid,
scientifically based hypoth-
esis. Simply, the Nazis con-
ducted the experiments to primarily see how much
pain and suffering they could inflict on their subjects
before death, and considered military or behavioral

applications of the studies to be secondary goals.

According to Robert Proctor, an American
historian and professor at Stanford University, science
is either “inherently democratic or apolitical” (Annas
& Grodin, 1992). Either it responds to political ide-
ologies, or regards political infiltration as a destruc-
tion of science. During WWII, the Nazi physicians
embraced the former definition, and shaped the Ger-
man medical program to emphasize and support the
skewed political beliefs of the Nazi party. The Nazi
party believed in racial hygiene, which was used as a
means of discriminating against people considered in-
ferior, and promoting its own nationalist movement.
The Nazi party built its political ideologies around the
fact that the various inferiors of the world were mul-
tiplying more rapidly than the gifted elements of so-
ciety (Annas & Grodin, 1992). The Nazis shaped their

10

Romani (Gypsy)
victims of Nazi
medical experi-

ments to make
seawater potable.
Dachau concentra-
tion camp, Ger-
many, 1944. (both
images)

views as a “struggle for ex-
istence,” maintaining that
the only way to ensure the
survival and purity of the
rich Aryan people was to
control the growth of these “inferior” people. Nazi
physicians embraced this ideal. They supported Na-
tionalist Socialism, redefined the meaning of sound
biology and medicine, and played an active role in the
initiation, administration and execution of the Nazi
racial programs (Annas & Grodin, 1992).

Regarding the specific Nazi experiments with-
in the concentration camps and across Germany, the
constant motif is lack of consent. The subjects nei-
ther gave their informed consent, nor did the phy-
sicians give them the opportunity to do so. Subjects
were forced to face excruciating tests on their way to
a painful death. The physicians had no regard for the
ethical and moral concerns of their subjects and sim-
ply met the agenda set forth by higher ranked medical
officials and the Nazi party.

The Nuremberg Code of 1947, one of the few
positive outcomes of the Nazi medical program, is of-
ten considered the first document to set out ethical
regulations of human experimentation based on in-

formed consent. It consists of ten necessary criteria
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for ethical experimentation. To highlight a few, the
subject must give informed consent, there must be a
concrete scientific basis for the experiment, and the
experiment should yield positive results that cannot
be obtained any other way (Nuremberg, 1947).

One may point out, as the Nazis did, that since
the Nuremberg Code was not established until after
the war, no laws explicitly governed medical research
on human beings, and so their actions could not be
considered “illegal” (Vollmann, 1996). Such an argu-
ment fails to recognize that 1) the nature of the ac-
tions need not be illegal to be immoral or unethical,
and 2) there in fact existed in Germany stipulations
for human medico-scientific research.

First, legality and ethicality often clash, but a
reasonable person would have assessed that the Nazi
experimental conduct was well beyond the boundary
of acceptable human experimentation standards. Sec-
ond, in 1931, the Reich minister of the interior issued
guidelines for new therapy and human research. Like
the Nuremberg Code, the guidelines mandated explic-
itly informed consent, a clear structure of physician
responsibility and administration for each clinical
trial, and a commitment to respecting the dignity of
the research subject (Vollmann, 1996). Thus, the Nazi
experiments were neither ethical nor legal under Ger-
man law. But while the experiments themselves were
definitively unethical, the question remains whether
current researchers should be free to use the results of
these experiments for beneficial means.

There are several key dilemmas when it comes
to using medical data from Nazi experiments: the sci-
entific validity of the experiments, the medical com-
petence of the experimenters, and the connection
of this data to modern problems (Rozenberg, 2003).
What must be established, however, is the degree of
unethicality of the methods. The Nazi experiments
forced people to become subjects in dangerous stud-
ies against their will. Nearly all the subjects endured
pain, mutilation and suffering, and the experiments
were often deliberately designed to terminate in death

of the subject (Rozenberg, 2003). Can useable results
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even be expected to come from these experiments?

The Nazis conducted three types of experi-
ments: medico-military research, miscellaneous re-
search, and racially motivated research. The first in-
cluded subjecting prisoners to freezing conditions,
high-altitude and low pressure chambers, sea water
consumption (Rozenberg, 2003), and a multitude of
other experiments to record the time it took for the
subject to die. The second were designed solely to in-
flict pain on the subject, with no apparent scientific
background. They would poison subjects, and recre-
ate wartime wounds and watch as the subjects bled
to death. The third were conducted to try to under-
stand the racial differences that made the prisoners
“inferior”. These included artificial insemination ex-
periments, sterilization experiments, and twin studies
(Rozenberg, 2003).

While a large portion of these experiments
clearly served no scientific purpose, it cannot be ig-
nored that parts of the medico-military experiments,
in particular, may in fact be useful if manipulated
the right way. This leads to the critical question of
whether it is time to unlock the ethical padlock that
has contained this data and - while still maintaining
respect for those who suffered to produce the data -

repurpose the unethical research for ethical purposes.

The case for using the data

The argument for using the data is largely
based on utility. Since the Nuremberg trials, the data
obtained from the Nazi experiments has been avail-
able to scientists, and there is general consensus that
at least some of the research may be useful if manip-
ulated the right way. Perhaps the most controversial
study with regards to requests to use the data has been
Dr. Sigmund Rascher’s hypothermia and altitude ex-
periments at Dachau. Though mentioned briefly
above, more detail about this experiment follows, to
uncover any potential beneficial use of the data.

Rascher’s methods were brutal and inhumane
to say the least. To test the human body’s resistance

to cold, he would immerse prisoners (at least 300 of

DISCUSSION I-
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them) in ice baths or force them to stay outside naked
in the cold Polish winter, where temperatures rou-
tinely dropped below freezing (Bogod, 2004). Most
prisoners were left in these conditions until they died,
upon which readings were taken on body tempera-
ture changes, how quickly body parts froze, and ul-
timately how fast the subjects died. The lucky ones
were plucked from the cold in near death or uncon-
scious states and were used to test various methods
of rewarming and resuscitation (Bogod, 2004). Ra-
scher’s other main study, also funded by the German
Air Force, evaluated the physiological response to low
pressure, to inform pilots about survival techniques
following cockpit ejection. Prisoners were put in de-
compression chambers for extended periods of time,
after which their brains were dissected to uncover air

bubbles forming in cerebral blood vessels (Bogod,

2004).

While there is no doubt that the means used
to obtain the data were unethical, there is also little
doubt that the Nazis took meticulous notes through-
out the experiments. Researchers have previously
tried to utilize the data to inform on ethically sound
studies on hypothermia prevention and treatment. Dr.
Robert Pozos of the University of Minnesota was de-
nied publication in the NEJM after he used Rascher’s
data on rewarming techniques to fill in critical gaps
in his research; notably, few studies had looked at a
human model for rewarming (Cohen, 1990). Pozos
hoped to show that contrary to the widely practiced

slow passive rewarming techniques, Rascher’s more
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comprehensive, albeit inhumane, data indicated rapid
active rewarming as the most effective technique, and
had the potential to significantly improve hypother-
mia survival rates (Cohen, 1990). Similarly, Dr. John
Hayward of Victoria University in Vancouver based
his research on cold water survival suits on data from
Rascher’s experiments. He hoped to use the data on
changes in core body temperature to inform rescue
teams about the chances of survival for those in cap-
sized boat accidents (Cohen, 1990). Both Pozos and
Hayward cited that since the potential outcomes were
very positive, and that such meticulous data could not
be obtained any other way, this justified their use of
Rascher’s research.

Though much of the data collected from Nazi
experiments have yet to be thoroughly analyzed, the
precedent set by Pozos and Hayward shows that there

A victim of a Nazi medical ex-
periment is immersed in icy

water at the Dachau concen-

tration camp. SS doctor Sig-

mund Rascher oversees the

experiment. Germany, 1942.

— Bildarchiv Preussischer Kul-

turbesitz

may be an appropriate way to use the data for benefi-
cial purposes. Researchers would have to argue three
crucial facts. First, they must reasonably show that
the data collected by the Nazi doctors is in fact valid
and consistent with current knowledge. Second, there
must be no other means of obtaining the data (e.g.
human experimentation would be inhumane). Finally,
and most importantly, if scientists are going to use
this data, there must be a large degree of respect for
persons. It must be clearly stated in published material
that data came from Nazi experiments, and research-
ers must make sure to acknowledge the suffering of
those people who died for this data to be obtained. In

this way, the suffering can take on a purpose directly
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contrary to the Nazi program, and honor the sacri-
fices these victims made, while serving as a reminder

of the atrocities.

The case against using the data

Those who argue against the use of data ap-
proach the dilemma from two angles, 1) questioning
the validity of the experiments and the competency
of the Nazi doctors, and 2) suggesting that using the
data legitimizes it, and disrespects the victims of
these experiments.

Though some will claim that the tainted nature
of the data stems from the circumstances surround-
ing their collection, there is undoubtedly sufficient
evidence to argue that both the science employed by
the Nazis and the qualifications of the “doctors” were
questionable at best. Ethical guidelines for human re-
search help to protect subjects, but also ensure that
accurate and translatable results can be collected from
the experiments. Ethicality is thus intrinsically tied
to scientific validity, and likewise unethical research
leads to “bad science,” (Cohen, 1990) which includes
a non-replicable subject pool and experimental de-
sign, skewed background science, and inconsistencies
in reported results. One of the requirements for es-
tablishing a conclusion from an association are repli-
cating results, which has not and cannot be done with
the Nazi experiments (Cohen, 1990).

Aside from the unethical nature of the pro-
tocols, the conditions of the subjects can in no way
be replicated, and it is likely that results obtained
from these subjects would be significantly different
from data collected from healthy subjects (Freedman,
1992). Additionally, the “science” purported by the
Nazis was heavily politicized and racialized in na-
ture, employing a social eugenics model rather than
a scientifically valid model (Cohen, 1990). There is
also significant evidence that under pressure from
the government, the Nazi doctors misreported in-
formation to make the data seem more appealing to
the Nazi powers. These discrepancies were prevalent

across many different experiments and make it quite
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hard to identify the accurate information (Cohen,
1990). Finally, although considered leading members
of their field by the Nazi powers, the doctors who con-
ducted these experiments were often undereducated
and influenced by political ideology (Cohen, 1990).
Working within a system of politicized and often in-
accurate science calls into question the validity of the
qualifications of the Nazi doctors and by association,
the validity of their experiments as well.

Even if people accept that some of the data
may be useful if applied the right way, many would
claim that the data is still tainted - not by “bad sci-
ence,” but rather by disrespect for persons and poor
precedent. In other words, using or publishing any
of this data is disrespectful to victims who suffered
during the experiments. People who take this point of
view argue that publishing the data leads to legitimi-
zation. Regardless of the intention, having this data
appear in respected journals establishes some degree
of acceptance. In addition, this legitimization would
set a very poor precedent for current researchers who
have toyed with the idea of using ethical shortcuts
to obtain data (Freedman, 1992). Even if the inten-
tion was strictly positive, and even if it is explicitly
mentioned in published material where the data came
from and acknowledging the brutalities, it is difficult
to control how people would perceive this data being
cited. Consequently, it is respect for the victims and
safeguards from current ethical abuses that support

not using the data.

Conclusion

There is no doubt that the data collected form
Nazi experiments is tainted in some way. It may be
the result of inaccurate politicized science, unquali-
fied doctors and poor experimental design. Or, it
may simply be that the experiments were so cruel
and devalued human life so extensively that the data
is untouchable from an ethical standpoint. Either of
these reasons may be sufficient to restrict the cita-
tion or publishing of data from Nazi experiments. If

it is best to respect the victims to the highest degree,

DISCUSSION I-
|
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set a good precedent for current researchers, and
only publish definitively accurate science, then this
restriction seems appropriate. However, such a deci-
sion on whether to allow publication should be made
on a strict case-by-case basis. For a heavy majority of
situations the restriction will likely be upheld. But in
the rare instances where using the data could have a
significant beneficial outcome, one that has the po-
tential to save many lives, then publication may be
indicated, as long the victims are sufficiently protect-
ed and appreciated, and the atrocities are adequately
condemned. If done the right way, it may serve to re-
inforce the importance of ethical research, and give

the victims’ cruel death a new and meaningful value.

References

Annas, G. J., and Grodin, M. A. (1992). The Nazi doc-
tors and the Nuremberg Code: Human rights in hu-
man experimentation. New York, NY: Oxford Uni-
versity Press, Inc.

Bogod, D. (2004). The Nazi Hypothermia Experi-
ments: Forbidden Data? Anaesthesia, 59, 1155-
1159.

Bonah, C. (2000). Experimental Rage: The Develop-
ment of Medical Ethics and the Genesis of Scien-
tific Facts. Ludwik Fleck: An Answer to the Crisis
of Modern Medicine in Interwar Germany? Soci-
ety for the Social History of Medicine Millennium
Prize Essay.

Cohen, B. (1990). The Ethics of Using Medical Data
from Nazi Experiments. ] Halacha Contemporary
Society, 19, 103-126.

Freedman, B. (1992). Moral Analysis and the Use of
Nazi Experimental Results. When Medicine Went
Mad. Arthur Caplan. Totowa, NJ; The Humana
Press Incorporated.

Greenwald, R. A., Ryan, M. K., and Mulvihill, J. E.
(1982). Human Subjects Research: A Handbook for
Institutional Review Boards. New York, NY: Ple-
num Publishing Corporation.

Ravanel, M. P. (1932). Luebeck Disaster. Am J Pub-
lic Health Nations Health, Editorial section, 22(3),
296-297.

Rozenberg, J. J. (2003). Bioethical and Ethical Issues
Surrounding the Trials and Code of Nuremberg:
Nuremberg Revisited. Lewiston, NY: The Edwin
Mellen Press, Ltd.

Trials of War Criminals before the Nuremberg Mili-
tary Tribunals under Control Council Law, 10(2).
(1949). Washington, D.C.: U.S. Government Print-
ing Office.

Vollmann, J., and Winau, R. (1996). Informed Con-
sent in Human Experimentation Before the Nurem-

14



Rutgers Journal of Bioethics

berg Code. British Medical Journal, 313(7070),
1445-1447.

Photographs found on ushmm.org, associ-
ated with the United States Holocaust Memorial Mu-
seum. First three images are credited to the National
Archives and Records Administration, College Park,
Md. Please visit the website or museum for more in-

formation on the Holocaust.

15

DISCUSSION I-
|



NOISSﬂOSICI

Rutgers Journal of Bioethics

Why There Should Be
“= legal Regulation of
Assisted Suicide

Isabella Buehl, M. A.

University of Tuebingen/University of Virginia
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Liberty in existential questions
On May 7, 2011,

Gunter Sachs committed suicide at the age of 78 since

Swiss-German playboy

he believed he was suffering from Alzheimer’s disease.
In his suicide note, he explained that he sees a life
without mental control as an undignified state that he
decided to avoid actively (Lemke, 2013). Currently,
there is no law in Germany prohibiting assistance in
suicide; because the act of suicide is not a crime in
itself. Consequently, the rules of accessoriness -- the
aid in such an act -- cannot be prosecuted. However,
German physicians are in a challenging position if
they receive a request for assisted suicide. The ethi-
cal code of the medical society officially bans physi-
cian-assisted suicide and can prompt prosecution for
violations. Moreover, it is unclear if a doctor can be
held responsible for not resuscitating a suicidal pa-
tient after they have lost consciousness. It is crucial
to the German legal doctrine that an act of suicide is
exclusively in the hands of the suicidal person in or-
der to avoid punishment of helpers (Schneider, 2003).
As aresult, physicians avoid the topic and patients are
driven into the hands of dubious organizations that
help people die through the use of medication or in-
struments, which seems to be anything but a sound
solution to the public policy problem. Taking a look at
the U.S. regulations and their underlying philosophi-
cal considerations might inspire reasonable policies
in this field.

An argument against over-regulation

The question of the end of life, the road that
everyone finally travels alone, belongs to each indi-
vidual. To endow the state with regulative privileges
in this domain can only be compatible with personal
dignity if the law preserves the liberty in end-of-life
decision-making, the right to find one’s own answer.
Regulation should open up the space for personal
conscience.

Those who argue in favor of life-sustaining

treatments against the patient’s wishes appear to as-
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Demonstrators of the organization Compassion and
Choices stand in protest in front of the US Supreme Court
in Washington, DC in 2005.

sume that sustaining life cannot be harmful, whereas
its elimination can be. This certainly is an error in rea-
soning, as moral philosopher Ronald Dworkin points
out. In certain cases, living can be more painful than
dying. For example, in cases of Alzheimer’s disease
or dementia, a person will gradually lose mental ca-
pacity, language, memory, power of decision-making,
self-control, and even mobility. Through forced liv-
ing, the meaningful part of a person’s existence can
be destroyed (Dworkin, 1993, p. 216). Many patients
experience this deprivation as a loss of their personal
dignity, a harm of the highest order.

While regulation is necessary in everyday life,
certain crucial aspects of human life should not be
over-regulated. Belief, profession, marriage, politics,
friendship and death are, by their nature, realms of
personal liberty. The fear of possible abuse does not
justify the abolition of these realms, but rather calls
for a precise regulation of their protection. To force
unshared goals of care and values on a dying person
is correctly labeled by Dworkin as tyranny (Dworkin,
1993, p. 216).

Where we don'twantto go: the slippery slope
That being said, arguments against assistance

in suicide for those who have no means to perform it
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themselves or would like to have a partner, friend or
doctor on their side, must meet high standards. The
protective interest behind these standards must be
important enough to set limits to the freedom of a
person to make existential decisions in life on their
own behalf.

Probably one of the best and most plausible
arguments on this side is the slippery slope argument
(Arras, 1998, p. 283). It is difficult to draw a line be-
tween cases in which hastening death is morally ac-
ceptable and cases in which it is not, especially from
an objective point of view, because factors like pain
and loss of dignity cannot be easily taken into account.
If hastening death is allowed for certain individuals in
need, e.g. in a terminal condition, how can society
deny the same right to other persons suffering from
perhaps less severe conditions (e.g., chronic depres-
sion)? In spite of the superficial plausibility of this
line of reasoning, it is problematic. A patient could
be in a pitiable condition and by all reasonable stan-
dards be eligible for some kind of aid-in-dying. Now,
should the patient be paralyzed and unable to per-
form the hastening of death by himself, what would a
solution look like? If we accept that the person has the
same right to make “self-regarding claims” as a per-
son who is fully capable - which is hard to deny - this
means that someone else, a helper, would have a right
to hasten this individual’s death. This obviously leads
to mercy killing and, of course, all forms of non-be-
nevolent abuse. The protection of life, especially for

society’s weakest, could no longer be guaranteed.

Indirect aid-in-dying : stepping on the slope

The current source of discord is assisted sui-
cide, but similar issues emerge from a closer look at
a longstanding medical policy, namely indirect aid-
in-dying. Under almost all jurisdictions, it is permis-
sible to hasten a patient’s death by injecting them
with palliative drugs if they are necessary to relieve
the patient’s suffering. This is widely accepted since
the hastening of death is therein seen as an unintend-

ed side-effect of medical treatment. Bringing about
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death is not intentionally sought. However, the slip-
pery slope argument is less harmless than it seems to
be, and it is applicable here.

The primary reason is that there are already
exceptions to the absolute protection of life that es-
tablish an order in rank between pain and life. The
nub of the argument stating that a life might not be of
higher value than painlessness is already embedded in
the policy of indirect aid-in-dying.

If we generally acknowledged this order in
rank it would justify policies that very few would con-
done by current ethical standards, like euthanasia in
dementia patients; who have authored a living will,
or the mercy killing of patients incapable of consent
(newborns, infants) with the consent of their parents
(Arras, 1998, p. 284).

These fears seem to stand and fall with the
demarcation line between killing oneself and killing
others, which is transgressed when going from assist-
ed suicide to active aid-in-dying. In the logical con-
text, it is remarkable that the difference between the
two is not that big at all. Seen from the perspective of
patient autonomy, giving a lethal injection to some-
one who cannot do it himself for physical reasons and
giving a lethal drug to someone who can still swallow
it himself is the same act of empowering the patient
to take their life. In both cases, the withdrawal of par-
ticipation disempowers the patient from achieving a
lethal solution.

Therefore, the slippery slope argument is right
in assuming that if enough argumentative force is ap-
plied to a right to die out of patient autonomy, persons
in every conceivable condition with a will or even a
presumed will to end their lives should be treated and
might even have a right to be treated equally (Levy,
2008, p. 14).

Negative patientautonomy—lawandreason

The concept that could be a breaking point on
the slippery slope is negative patient autonomy. Ac-
cording to the U.S. Supreme Court’s ruling in the case

Cruzan v. Director, Missouri Department of Health
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(1990), there is no right to die, and therefore, as-
sisted suicide can be forbidden by state legislation.
(Anastaplo, 2009, pp. 159 - 164).

Also, it follows that patient autonomy in this
legal context in the United States has an inherently
negative character and only encompasses the refusal
of offered measures. A patient can, even for irratio-
nal beliefs, deny a medical treatment. For example, a
Jehovah’s Witness may in most countries legally refu-
se a blood transfusion for religious reasons (Dwor-
kin, 1998, p. 222). This policy is generally accepted in
medical societies, the legal foundation thereof being
that a medical treatment without consent is battery
(Schoendorff vs. Society of New York Hospital, 1914).
Doctors have no right to overrule patients’ decisions
as long as these decisions concern what a capable pa-
tient does not want to have performed on them. Still,
a patient has no right to demand that a procedure be
performed on them or a medication prescribed that
they desire, if the physician does not perceive it nec-
essary or favorable.

This has two implications. First, no incapable
person can receive any medical treatment that would
violate his or her physical integrity, even in good faith.
Therefore mercy killing is impermissible. Second, the
provision of assisted suicide can be legalized, but not
demanded as a matter of constitutional law. Even pro-
ponents of assisted suicide grant that a doctor who
cannot reconcile assisting the death of a patient with
his or her personal values or beliefs should not be
forced to take part in such an act. Doctors can help
the patient find a colleague who is more open to such
practice if they do not want to perform it themselves
(Quill, 2001, p. 142). This can be seen as the basis of
a possible code of conduct in case physician-assisted
suicide is legalized in a state or country. All of the
implied reasoning is a consequence of a legal norm,
not of morality. Certainly, some laws in this area can
be seen as congealed morality. Morality is, however,
diverse and malleable and in this respect, unlike law.
So should the slippery slope require a breaking point,

law can provide one. In the realm of moral argument,
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there is not necessarily a braking on the slippery slope.
It could be reasonably argued that patient autonomy
should prevail in a wide range of possible cases, since
any other result would discriminate against those who

cannot act on their own behalf.

Case-by-case decision-making

Some will argue there are simple criteria for
assessing the moral quality of certain techniques of
inducing death, but many factors have to be consid-
ered in every case. Therefore, advocating legalized
regulation may appear shortsighted to proponents of
case-by-case decision-making. Most people would as-
sert that assisting in the suicide of a patient suffering
from depression is morally wrong — whereas assisting
in the suicide of a terminally ill cancer patient suf-
fering from incurable pain may be not morally objec-
tionable. The law might be too clear-cut to consider
the minute details that make the crucial difference in
a case. Relying on the moral compass of physicians,
judges, lawyers and ethics committees can be the bet-
ter assessment strategy. The fear that moral arguments
could yield any problematic outcome ignores the fact
that there is no mechanism that forces the extension
of the dignity argument or the autonomy argument to
cases where they clearly contravene other moral as-
sumptions.

However, moral assumptions change over time
and tend to become more liberal, especially as the in-
fluence of religion diminishes. Groundbreaking cases
of people being saved from horrible death scenarios
can change the public’s perception of what is permis-
sible. In the State of Oregon, 51 percent of voters sup-
ported assisted suicide when it was first introduced in
1994. The law’s enactment was initially prohibited by
a legal injunction, but the issue was again placed be-
fore the electorate in 1997. In the meantime, the fig-
ures had changed; more and more Oregonians came
to have a more relaxed attitude towards the practice.
They finally reinstated the law with 60 percent sup-
port of voters (Ganzini & Dahl, 2008, p. 68). A similar
process took place in the Netherlands, with the differ-
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ence that there was a generally accepted policy of se-
cretly providing active aid-in-dying even before it be-
came finally quasi-legal on a case-to-case basis (Ten
Have, 2001, p. 473). This is especially interesting,
since cases of patients with psychological disorders
were reported (Ten Have, 2001, p. 479). Aid-in-dying
for patients suffering from psychological defects pos-
es a major moral problem.

There is a strong tendency to accept social
facts once law or common law has implemented them,
and an even stronger tendency to see legal provisions
as morally justified. This means that the boundaries
of what we are prone to accept become more and more
diffuse, once they have been stretched or changed by
law (Hackenbrock, 2011).

The role of law

The law serves a double purpose. First of all,
it is the most potent braking mechanism for slippery
slopes. Moral codes can change fundamentally. Excep-
tions can entail further exceptions until the starting
rule has lost its substance. The law, to the contrary,
is based on general rules, explicitly not embracing
exceptions. Only in the few cases that pose press-
ing questions can an exception be reasonably argued.
But one or a few of such cases still do not change the
law and its application to the majority of cases (Levy,
2008, p. 20).

The law can only serve this purpose if its regu-
lations tackle difficult issues such as assisted suicide.
The law can draw the line between killing oneself and
killing others. That this line should be drawn at all
has more the character of longstanding wisdom than
that of strict moral case-by-case reasoning; because
there are certainly cases in which it can validly be ar-
gued that this line should be suspended. The same is
true for the negative character of patient autonomy,
but it sets a breaking point to the slippery slope.

The second purpose that the law can fulfill is
the protection of everyone’s interests. Case-by-case
law is usually oriented towards the interests of those

already afflicted. Disallowing mercy killing is a way
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of protecting legitimate public interests of those who
could be afflicted in the future, especially the poor;
those who have insufficient social security; or elderly
people who are alone and have no relatives to take
care of them. It is a legislative duty to protect these
vulnerable members of society from the abuse of lax
regulations. It is also a non-discriminating way of

protection (Silvers, 1998, p. 133).

Self-made risks demand self-inflicted regulations

The increased possibilities of life extension in
old age lead to a significant increase in age-related
diseases. Dementia and Alzheimer’s can be viewed
as epidemics brought about by medical technology,
meaning that the responsibility for dealing with age-
related illnesses cannot be shirked. The taboo around
death has long been preserved and the dying process
has ever since become longer and more onerous for
individuals and their caregivers. It is a duty to help
make the dying process humane and integrate it into
life where it has already found its place.

This also means caring about the ways in which
people can or cannot make choices surrounding their
deaths. Trust in moral intuition can lead to plausible
results in that realm, but it can also be misguided to
the point of drifting down the slippery slope. There-
fore, the law has to consciously set limits to what is
appropriate and what is not. They are the guidelines
of democratic consent and should be considered as an
essential first step.

Consequently, a refusal to regulate in this area
is the worst sin that public policy can commit. There
are good reasons to prohibit physician-assisted sui-
cide just as there good reasons to permit it. If legisla-
tion should choose a prohibition of physician-assisted
suicide, that poses problems for hospice care, pallia-
tive care, medication control, and dying organiza-
tions. The latter have had a predominantly negative
impact on the perception of assisted suicide in Ger-
many. It would be a worthy task to take a close look
into what difference it makes if assisted suicide were

explicitly part of the practice of physicians. As long as
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dubious organizations are the public face of assisted
suicide, the discussion is likely to over-emotionalize
and miss the point.

There are reasons beyond the scope of this pa-
per why physicians should not be required to perform
assisted suicide. I argue that they should also not be
prevented from assisting their patients to die. There
is no better way to successfully protect freedom in
decision-making in end-of-life matters than to find
regulations that can be spliced into a sound, already
established code of ethics, like that of the medical
profession. With self-regulation by professional so-
cieties, it is also much easier to control the applica-
tion of double checks by psychiatrists, compliance
with waiting times and the overall non-profit char-
acter of assisted suicide. Though many dying organi-
zations employ medical experts, such groups are by
their nature private and therefore may deliver treat-
ments outside any professional code. It is part of the
duty of regulation that patients are not left to seek
informal and inadequately regulated ways to end their
lives. Even if it means lifting the taboo to some de-
gree, there should be authentic discourse on how dy-
ing might again become a recognized part of life and
receive the necessary attention an increasingly aging

society should grant.
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Abstract

The idea of nanotechnology-the use of miniscule particles to per-
form specific functions-has for long only been written about in science
fiction novels. This revolutionary idea is now becoming a reality in the
field of medicine. This paper will discuss the revolution of nanotechnology
in medicine through the juxtaposition of nanotechnology use in diagnos-
tics and therapeutics with the current conventional methods used in those
fields. The multifunctionality of nanoparticles makes it possible for them
to be used in a broad range of medical purposes, potentially supplanting
previously established methods. Due to the limitations of this paper, only
the use of nanoparticles in diagnostic sensing and imaging technology,
drug delivery, and tissue engineering in therapeutics will be explored. The
pliable structure of nanotechnology allows it to perform a variety of func-
tions that may not all be benevolent, which begs the question of whether
the revolution of nanotechnology will be a blessing or a curse. Though
the novel nature of this technology raises concerns, the benefits of replac-
ing the conventional technology used in diagnostics and therapeutics with

biomedical nanotechnology greatly outweigh any apprehensions.
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The fields of nanosci-
ence and technology are fo-
cused on creating nanoparticles,
which are particles at an atomic
scale, by applying the chemi-
cal and physical properties of
average-sized materials to min-
iature structures (Hurst, 2011).
The capabilities and properties
of nanoparticles will be used to
create pioneering materials, de-
vices, and applications that are
ideal for biomedical purposes
(Hurst, 2011). The wide range
of nanoparticle materials such
as metallic, semiconducting,
and polymeric, coupled with the
many options for shapes, such

as spheres, disks, prisms, cubes,
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wires, rods, and branched, allow for construction of
many different nanoparticles serving a variety of pur-
poses for the medical field (Hurst, 2011).

The most important characteristic of nanopar-
ticles is their easily modifiable structure that makes
them highly adaptable for many different applications
in medicine and allows them to be multifunctional.
Dr. Sarah Hurst, a researcher of biomaterials at the
Argonne National Laboratory under the US Depart-
ment of Energy, explains that nanoparticles are ex-
pected to be used in a wide range of applications,
but will play the largest role in revolutionizing the
fields of diagnostics and therapeutics (Hurst, 2011).
She discusses the effect nanotechnology will have on
these fields, as well as the concerns raised by experts
in each field. Though the novel nature of this tech-
nology raises questions and concerns, ultimately, the
benefits of replacing the conventional technology
used in diagnostics and therapeutics with biomedical
nanotechnology will greatly outweigh any apprehen-

sions.

Background

Biomedical nanotechnology designed for
medicine, commonly known as nanomedicine, serves
the purpose of “comprehensive monitoring, control,
construction, repair, defense, and improvement of
human biological systems at the molecular level...
with the ultimate goal of achieving medical benefit”
(Zarbin, Montemagno, & Leary, 2012). This is a rep-
resentation of the broad range of applications that
nanotechnology can be used for with the mission of
improving human health. The foundation of nano-
technology is the approximately 10 ®* m nanoparticle,
which is even smaller than a red blood cell or virus. Its
miniature size allows it to be used to tackle the medi-
cal issues that occur at the cellular level and are the
most complicated to treat (Hurst, 2011). Compared to
conventional methods, which are comparatively inel-
egant and inefficient in producing the desired results,
nanomedicine “can more readily enter cells, is more

resistant to degradation, has higher target binding
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properties, and produces a weaker immune response.
These benefits allow it to fulfill its purpose without
being attacked and destroyed by white blood cells
(Hurst, 2011).

Biomedical nanotechnology is a rapidly grow-
ing field as indicated by the record amount of money
being poured into nanotech research all around the
world, as well as the increased collaboration between
countries (Hurst, 2011). In the United States, the 21%
Century Nanotechnology Research and Develop-
ment Act (NRDA) was signed into law on December
312003, leading to the establishment of the National
Nanotechnology Initiative (NNI) and the National
Nanotechnology Program (NNP). Between 2005 and
2009, the US authorized more than $6.5 billion of
federal funds towards nanotechnology research and
development (Phelps & Fisher, 2011). Nanomaterials
have already been utilized in commercial products
such as cosmetics and food, but their application in
the medical field is only now beginning to become
common. The translation of nanomedicine from a re-
search lab to the clinic will be a difficult one because
the FDA must review nanomedicine on a case-to-case
basis due to differing levels of toxicity for various ap-
plications. Nanomedicine will not only change the
field of medicine, but it will have a significant impact
on the business, legislative, legal, and ethical fields

that support and regulate the healthcare professions.

What is wrong with me, doctor?

A personalized, sensitive, and efficient diag-
nosis of diseases using sensing and imaging technol-
ogy is still a problem faced by modern medicine that
will be tackled by the revolution of nanotechnology.
An important diagnostic technique is biosensing,
which utilizes sensing technology to track changes
going on in the body, such as with DNA, proteins,
viruses, and bacteria. Sensing these internal changes
is a vital step towards better understanding the un-
derlying condition causing those changes and, thus,
an important step towards better understanding how

to treat the disease. Some diseases caused by changes
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in body chemistry, such as those affecting the brain,
have, in the past, been too complex to understand..
Schizophrenia and Alzheimer’s disease are examples
of such neurological disorders; in order to correct
these diseases, it is necessary to understand their un-
derlying causes (Parpura, Silva, & Tass, 2012). The
hope is nanoparticles in the brain built to track the
degeneration of certain cells will allow for rapid re-
sponse to that degeneration before it reaches a later
stage. Though methods to track the changes in overall
areas of the brain exist, there is no current method
that can track the change at a cellular level.

Another important technique of diagnostic
medicine is the application of imaging technology.
The purpose of imaging technology such as x-rays,
MRI, and CT scans is to take images of the current
condition of certain areas of the body. Nanomateri-
al-based imaging technology that is minimally inva-
sive is particularly important in detecting the root
cause of optical conditions that have been difficult to
monitor with conventional methods. Minimally inva-
sive monitors are useful for diagnosing patients with
chronic diseases, such as glaucoma, diabetic retinopa-
thy (retinal degeneration due to diabetes), and age-
related macular degeneration, particularly because
this form of nanotechnology can travel to preselected
parts of the eye using minimal power and provide ac-
curate information over a long period of time (Zarbin
et al., 2012). Current imaging technology is mostly
superficial and does not provide a very close-up look
at the problem, especially for eye problems that have a
very selective barrier, which conventional techniques
cannot easily get past. Nanomaterial-based imaging
technology provides a much more accurate represen-
tation of the current situation.

Some have argued that current diagnostic
methods are sufficient for the majority of the popula-
tion and too many resources are being spent on tech-
nology to improve a method that will only benefit a
minority of patients. Billions of dollars are allocated
to nanotechnology research and production by the

US government alone (Phelps & Fisher, 2011). How-
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ever, nanoparticle-based sensing technology provides
a much more accurate diagnosis with more efficiency
than conventional methods. Sensing was greatly lim-
ited before the introduction of nanoelectromechani-
cal systems (NEMS), which have the ability to inter-
act with the body’s cells and provide rapid feedback,
while also being economical and energy-efficient
(Yeri & Gao, 2011). The conventional methods cur-
rently employed for sensing are hindered by low suc-
cess rates of delivery to the correct area of the body,
slowness, high cost, and limited ability to produce a
mass product. Nanotechnology, such as NEMS, is able
to solve these problems by providing an alternative
that is faster, more sensitive, and more selective in
its destination (Lee, 2011). The nanomaterial-based
imaging tools have also been found to be cheaper to

produce than conventional methods (Hurst, 2011).

The road to recovery

After a proper diagnosis is obtained, the next
step is to decide how the disease will be treated. In
many cases, nanomedicine proves superior to cur-
rently utilized methods, as current drugs are not
specific enough to target only disease-causing cells.
Some medication, for example, kills healthy cells in
an attempt to eradicate the diseased cells. Nanotech
has the potential to avoid this setback in treatment
- it provides a platform for new tools and medicine
so miniscule that they will be highly specific and ef-
ficient in delivering drugs at a cellular level.

One such example of the use of nanomedicine
in drug delivery is cancer therapy, where treatment
delivered by nanoparticles will be able to accumulate
specifically in the tumor-causing cells. This leads to
a high drug concentration in those tumor cells and
thus causes an increase in the therapeutic activity of
destroying the tumor (Shi, Votruba, Farokhzad, &
Langer, 2010). In contrast, conventional methods are
not capable of precisely targeting only cancer cells.
One of the benefits of using nanoparticles for drug
delivery is that the “lag time” between the delivery

of the drug and noticeable effects is minimized. This
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allows the physician to change the
course of action if the therapy is
not producing positive results (Fer-
rari & Downing, 2005). Another
benefit arises from the durability of
customized nanoparticles. Because
of this durability, particles can stay
in the body longer, allowing physi-
cians to track progress over longer
periods of time rather than a mere
few minutes (Ferrari & Downing,
2005). As a result, physicians may
be able to more quickly modify
treatment if a patient’s body builds
up immunity to a specific drug.
The effectiveness of drug
delivery using nanoparticles was
also tested on eye problems. In one
experiment, nanoparticles made of
chitin and hyaluronic acid greatly
improved drug delivery time and
the ability of the particle to pen-
etrate the cornea. In other experi-
ments, simply changing the size or
charge on the nanoparticle influ-
enced where the nanoparticle was
delivered within the eye (Zarbin
et al., 2012). Nanomedicine makes
drug delivery virtually limitless by
allowing drugs that have been oth-
erwise toxic for the human body,
to now be delivered safely. In one
study, successful applications of
nanotechnology have shown drugs
that were toxic, such as the antifun-
gal drug amphotericin B and the
anticancer drug doxorubicin, could
be delivered safely and effectively
using a miniscule, artificially-cre-
ated vesicle known as a nano lipo-
some (Ferrari & Downing, 2005).
Another study showed that when
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potentially toxic nanotubes were coated with mate-
rial safe for the body, the nanotubes were tested to
be harmless to the body cells of mice (Liao, Paratala,
Sitharaman, & Wang, 2011).

Replacing damaged tissues or organs in the
human body has always been tricky to accomplish be-
cause of the body’s tendency to reject implants. Tissue
engineering is an innovative way to bypass the body’s
natural defense system because nanoparticles can be
rearranged in a structure that resembles native tissue
cells. Some of the current methods used to engineer
tissues include the use of stem cells, cells able to give
rise to many different kinds of cells in the human body.
This method, though, is not only highly controver-
sial, but also difficult to execute (Marolt et al., 2012).

Nanomedicine has greatly advanced the pro-
cess of tissue engineering and has even made it pos-
sible to repair the tissues of body systems as delicate
as the nervous system. Currently, the methods used to
treat injuries or diseases of the brain are “insultingly
inelegant for interacting with such a marvelous struc-
ture as the nervous system (Parpura et al., 2012).” In-
juries to the brain, in particular, are very difficult to
treat because of complications in locating the injury,
especially considering the fine geographical distinc-
tions between different areas of the brain and spinal
cord. Neuroprosthetics, man-made materials used to
replace specific parts of the nervous system that have
been damaged, will benefit from carbon nanotubes
which have the ability to be injected into the human
body and take on the characteristics of special cells
that can help regenerate the spinal cord after injury
(Parpura et al., 2012). Nanomedicine goes a step be-
yond traditional tissue engineering mechanisms by
helping to regulate cell behaviors and functions, in-
cluding cell adhesion and gene expression, thereby
completely taking over the role of missing tissue (Shi
et al., 2010). Another added benefit is that, unlike
traditional implants or prosthetics, the nanoparticles
that make up this tissue would release growth factors
that would allow the implant to continue growing and

functioning as a normal part of the body, provide sup-
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port for the tissue, and transport nutrients and waste
products while the tissue is regenerating (Liao et al.,
2011). Nanotechnology has also made it possible to
artificially grow heart tissue in a laboratory setting
(Deok-Ho et al., 1). This achievement is simply a pre-
cursor to the exciting development of functional ar-
tificial organs, which have the potential to eliminate

the long wait for organ donation (Shi et al., 2010).

The shadowed path of nanomedicine

On the other hand, nanoparticles can pose a
threat to the human body if healthcare profession-
als lose control over them. This could result in lethal
conditions for the patient because the nanomedicine
could travel to a part of the body that it is not meant
to be in. It could also impair the function of certain
cells for longer than needed or, in the case of nano-
medicine used for drug delivery, result in possible
overdose if the nanoparticle cannot be withdrawn in
time. Nanomaterial could also lose recognition of self
or the environment, causing it to activate or deacti-
vate on its own (Phelps & Fisher, 2011). These po-
tential problems can be averted by the experiments
conducted before the nanomedicine is submitted to
the FDA for review and approval. The duration of
time that nanoparticles remain in the human body is
predetermined before they enter the human body, and
can be altered by a change in structure. Most nanopar-
ticles are created to be biodegradable, which means
that the body naturally breaks them down after they
have served their purpose. However, there is always
the possibility that a problem could occur leaving the
body susceptible to poisoning by the nanoparticles.
Though people are concerned with the inherent levels
of toxicity of nanomedicine, data obtained by all ani-
mal experiments conducted thus far have not shown
there to be reason for concern about any levels of tox-
icity that could limit the use of nanomedicine (Ferrari
& Downing, 2005).

Many people are apprehensive about the revo-
lution of nanotechnology because of the almost lim-

itless possibilities it presents to be used in unethical
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ways. For example, nanoparticles acting as life-ex-
tending robots blur the line between life and death.
There is also concern that these nanoparticles can be
manipulated to work in ways that may give humans
‘superhuman’ qualities. Nanoparticles could act as
steroids-class drugs and target specific muscles in or-
der to promote superhuman strength. The nanopar-
ticles can also target specific areas in the brain, po-
tentially enhancing intelligence and natural reflexes.
Though this is a legitimate reason for concern, nano-
technology is highly regulated by the FDA and fed-
eral government. The 21 Century Nanotechnology
Research and Development Act outlines the activi-
ties of the National Nanotechnology Program, which
include “establishing a research program to identify
ethical, legal, environmental, and other appropriate
societal concerns related to nanotechnology” (Phelps
& Fisher, 2011). This means that the government
strictly monitors the research and production of nan-
otechnology, and that no nanotechnology that serves
unethical purposes can be legally created.

Concerns are also raised over the levels of tox-
icity that could be brought into the environment by
the spread of nanomedicine. The NRDA addresses
the concern of public exposure to nanotechnology
through the environment; a concern due to its “per-
vasive and persistent” nature (Delany, 2006). Since
nanoparticles are microscopic, they can easily become
airborne and a virtually unstoppable form of infec-
tion. However, the production and use of nanotech-
nology in the United States is carefully and strictly
regulated by the FDA and US government and those
regulations address the concern of environmental is-
sues by making it illegal to create any kind of nano-
technology that could become widespread in the air.
The hazardous effects of nanotechnology were mea-
sured in a laboratory setting using mice. Different
levels of nanoparticles were first inhaled and then in-
jected into the lungs of mice to obtain information on
the side effects. Though no serious side effects were
observed at normal levels of exposure, higher levels of

exposure showed thickening of lung tissues that could
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lead to a disease known as fibrosis (Sayes, Reed, &
Warheit, 2011). Inevitably, this issue will have to be
dealt with before nanoparticles can be exposed to the
public.

With respect to the law, there are many impor-
tant questions concerning justice that will be associ-
ated with the use of nanomedicine. Just as in all other
aspects of the law, there can be no unfair use or dis-
tribution of nanomedicine due to socio-economic sta-
tus, ethnicity, age, or gender. These limitations will be
difficult to establish due to both the availability and
affordability of nanomedicine. The issue of informed
consent would also become relevant (Hermeren, Mar-
czewski, & Nielsen, 2005). If not much information is
known about the future risks of nanomedicine, then
how can adequate information be provided to a pa-
tient to attain informed consent? These concerns will
be addressed by the NRDA and specific limitations

and standards will be set for the use of nanomedicine.

Conclusion

Contrary to popular belief, nanomedicine is
not the miracle cure for all the problems faced by
modern medicine. It is hard to imagine that a tech-
nology thought to be the cure to cancer and neuro-
logical diseases such as Alzheimer’s disease will not
be the answer to all the issues the medical field faces.
Nanotechnology, however, does have important limi-
tations that cannot be overlooked. Nanoparticles
are not self-propelling nano-robots. Each nanopar-
ticle has to be designed for a specific function and
part of the body before it is injected. A change in the
body following the administration of the nanoparticle
could very possibly render the nanoparticle useless.

Despite these limitations, nanomedicine is a
progressive and revolutionary field. As described by
Hurst (2011), nanoparticles are so multifunctional
because altering their miniature structure can easily
change their target and purpose. It is necessary, how-
ever, for ethics and law to keep up with the rapidly
advancing field of nanomedicine. This revolution-

ary technology raises many concerns associated with
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levels of toxicity for the environment and the public,
the money and time being spent, unethical human
enhancements, and proper control over the particles
in the human body. Though many concerns about
nanomedicine have been raised, the potential benefits
greatly outweigh any negatives.

The changes in the field of diagnostics and
therapeutics caused by replacing conventionally used
methods and technology with nanomedicine will be
revolutionary. In diagnostics, nanoparticles will allow
for a sensitive, personalized, and precise diagnosis of
diseases that are currently challenges for conventional
techniques. Nanoparticles manipulated for biosens-
ing purposes are able to detect changes at a cellular
level of the most complex and delicate structure in
the human body: the brain. Nanoparticles used in im-
aging technology allow for a much closer look at the
source of the problem. In therapeutics, nanoparticles
provide a platform for a much more efficient and ef-
fectual drug delivery system that can deliver drugs to
target cells, thereby allowing the drug to be used more
effectively and decreasing the time between the onset
of therapy and results. In addition, nanotechnology
is at the forefront of tissue engineering that will be
created with easily mass produced nanoparticles, as
compared to currently complicated methods utiliz-
ing stem cells. It is irrefutable that the precautions
associated with the widespread use of nanomedicine
will have to be addressed. The apprehensions do not,
however, measure up to the many benefits that can be
reaped by the use of nanomedicine in the diagnostic

and therapeutic fields.
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Every year, the GlobeMed GROW Team ventures into Phnom Penh, Cambodia for a lengthy internship
with a local NGO called Cooperation for Social Services and Development (CSSD). While there, the select
group of 4-6 interns works extensively with the CSSD staff to ensure progress in capacity building, employing
new skills, and incorporating models of efficiency
within the local non-profit organization. CSSD’s
fieldwork concerns health education and health-
care accessibility geared towards EW (Entertain-
ment Workers) and MSM (Men who have Sex with
Men). While the GROW interns themselves do not
deal with medical or healthcare services directly,
they are exposed to the day-to-day bioethical chal-
lenges, often involving how culture and biomedical
service clash.

CSSD lacks funding to provide HIV (+) cli-
ents with support such as rent or grocery money,

as the clients can no longer work in the sex in-

dustry and therefore cannot support themselves

financially. The HIV/AIDS rate in Cambodia has been steadily and surely decreasing over the last few decades.
Though this trend is certainly a positive thing, the people who are struggling to cope with the disease do not
have adequate support and are often further stigmatized by their cultural surroundings. Aside from the finan-
cial uncertainty an HIV diagnosis brings, EW and MSM have to deal with the very real possibility of cultural
discrimination, because of their jobs. Sometimes police will harass MSM and EW, perhaps threatening them
with bribes or worse. Sometimes doctors will not treat them, because they consider the EW and MSM “dirty”
- both physically and socially. A CSSD staff member even noted that if a client has a shaved pubic hair region,
the doctor will consider the person unlucky and refuse to continue working with them. Sex workers have to
deal with such stigma on a regular basis. With an HIV diagnosis added, in a country where funding for HIV/

AIDS support is decreasing and the economy is not improving fast enough to provide adequate employment
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for the disproportionately large youth population, life can be especially difficult and unfair for EW and MSM.
A bioethical question the GROW team faced over this past summer was how to communicate to the target
population about such abhorrent cultural practices while still remaining culturally sensitive and respectful.
For the GROW interns, cultural competency was an important aspect of their internship. Though they had a
basic understanding of HIV/AIDS and other sexual health topics, it was an interesting to observe the ways in
which the information was being taught to the clients of CSSD. Some Khmer people are taught, by friends and
family that certain traditional treatments are the most effective. This can lead to harmful practices, such as
scrubbing the inside of one’s vagina with lemon and salt. When the interns would shadow CSSD’s community
outreach workers, some EW would be more shy and not speak out as much as if only the outreach worker they
were comfortable with was present.

Another bioethical issue emerged in the success rate of the decrease of HIV/AIDs. The CSSD manage-
ment staff has noticed that as the prevalence of HIV/AIDS is decreasing, so is the financial support and inter-
national interest in the region. A decrease in funding, and therefore services, can lead to a future increase in
the prevalence of HIV/AIDS because there will not be enough education or resources available to those who do
not have access on their own. Though it can be understood that there is limited funding available in the world
and there are many extreme situations that need attention, it can be frustrating to organizations who still see
a problem on the ground, even if the statistics of the country as a whole are getting better. The issue becomes
a question of how to reiterate the fact that HIV/AIDs is still a huge problem - without scaring the population
about dramatically increasing rates.

CSSD is also working to improve the lives of HIV+ EW and MSM after they find out their test results.
The organization has a doctor come to perform HIV testing at CSSD’s drop-in center, a place where clients can
come to learn about health issues, to hang out with peers, and to find resources. However, many challenges
remain when EW and MSM attempt to cope with their newly discovered condition and/or their high-risk en-

vironment.

If you are interested in donating to this program, please access the following link:

https://www.globalgiving.org/projects/sexual-health-promotion/?rf=sm
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End-of-life care for

ing fetal and neonatal deaths is a neglected sub-

families expect-
ject in terminal care literature (Moro, Kavanaugh,
Okuno-Jones, & Vankleef, 2006). This paper re-
views the emerging concept of perinatal hospice
as a way to support women whose pregnancies are

expected to end in stillbirths or neonatal death.

Terminology

This paper focuses on expected perinatal
deaths, where an identified prenatal condition pre-
dictably causes death between the twentieth week of
gestation and the first month of life.

Birth defects, including congenital malforma-

tions, deformations, and chromosomal abnormali-
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ties, are the leading cause of fetal-infant death (Ko-
chaneck, Kirmeyer, Martin, Strobino, & Guyer, 2012).
“Lethal anomalies” are a subset of birth defects char-
acterized by a radically shortened life span (Lathrop
& VandeVusse, 2011). Anomalies commonly, but not
always, considered “lethal” include: Trisomy 13, Tri-
somy 18, triploidy, anencephaly, and severe hypoplas-
tic left heart syndrome. In 2005, 6,925 fetal and in-
fant deaths were attributed to lethal anomalies in the
United States (Lathrop, 2010).

Greater use of prenatal testing will increase
the detection of lethal anomalies, and recent develop-
ments in noninvasive prenatal testing make such tests
easier, safer, and more importantly, more accessible
to all pregnant women (American College of Obste-
tricians and Gynecologists, 2012). As a result, more

women and families will face the difficult choice be-

tween terminating their pregnancies or carrying to
term knowing their newborn will likely die (Hoeldtke
& Calhoun, 2001).

Although the number of perinatal deaths is
small compared to the four million infants born an-
nually in the United States, the impact of perinatal
death on families should not be discounted (Ham-
ilton, Martin, & Ventura, 2012). Perinatal death,
whether intrauterine or neonatal, is a traumatic ex-
perience that deeply affects women and their families
(Callister, 2006; O’Leary & Gaziano, 2011). The need
to address this trauma has resulted in the develop-
ment of perinatal hospice programs.

The concept of perinatal hospice has evolved
since it was coined by Hoeldtke and Calhoun (2001)
and Lathrop (2010). Lathrop (2010) began using the

term during his work as a nurse-midwife when he en-

Deaths, Percentages of Total Deaths, and Mortality Rates for the 10 Leading Causes of Infant

Death: United States, 2008 (Final) and 2009 (Prelim). Taken from Kolchanek et al. (2012).
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countered women who chose to continue their preg-
nancies after receiving a lethal fetal diagnosis. These
women, however, did not feel that their choices and
values were supported by their health care provid-
ers. One woman'’s obstetrician dismissed her after she
refused to terminate her pregnancy, telling her, “if
you won’'t let me do anything, I can’t help you, and
if I can’t help you, you can’t be my patient” (Lathrop,
2010, p. 6). To validate his patients’ choices, advocate
for them, and illustrate that there is something that
can be done for them, Lathrop began using the term
perinatal hospice.

Hoeldtke and Calhoun (2001) observed that
though much had been written about the management
of termination after a prenatal diagnosis, there was
little guidance for professionals caring for families
choosing to continue their pregnancies. The authors
also noted the growing impact of new technologies
that increase the detection of congenital anomalies.
Hoeldtke and Calhoun perceptively commented that
the increasing diagnoses of lethal prenatal conditions
means that the suddenness or “surprise” of perinatal
death has been replaced by the suddenness of a sur-
prise diagnosis.

The literature on the development, implemen-
tation, and outcomes of perinatal hospice programs
is sparse. This may be due to the novelty of the term
“perinatal hospice” and the fact that the term has yet
to be fully defined for medical and public policy use.
Perinatal hospice will likely receive greater accep-
tance as the number of perinatal hospices and neona-
tal palliative care programs increase throughout the
country. At present, the website PerinatalHospice.org
lists over one hundred programs offering perinatal
hospice-like services in the United States. The pro-
grams vary in the scope and characteristics of servic-
es offered. Some programs operate from hospitals or
clinics, whereas others are based in hospices or are in-
dependent. Alternatively, some are faith-based while
others are secular.

Despite the novelty of perinatal hospice pro-

grams, fatal prenatal diagnoses and elective abortions
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are not novel issues. Approximately eighty percent of
women elect to terminate their pregnancies after a se-
rious or fatal anomaly is detected (Shaffer, Caughey,
& Norton, 2006, p. 667). Indeed, “[t]ermination of
pregnancy became the management of choice for
many of these families, since legal abortion became
broadly available concurrent with prenatal diagnostic
advances” (Hoeldtke & Calhoun, 2001, p. 526). How-
ever, the literature illustrates that termination is not

the preferred choice for all women and families.

Post-diagnosis management & perinatal
hospice: a review

Literature on caring for women and families
after lethal prenatal diagnoses demonstrates the value
of giving families options. As obstetrician Dr. Britton
Rink (2011) stated: “abortion is not the right choice
for every family. It is, however, the right choice for
some. The opinions of those who have never faced
this anguishing pregnancy experience should not dic-
tate the care of all.” Families must be given options,
and these options must include therapeutic abortion
and perinatal hospice. Women must have access to
care that will meet altheir needs.

In light of state laws that restrict abortion and
insurance policies that do not cover termination, peri-
natal hospice may be the only available choice. For
example, after learning her fetus had Trisomy 18, one
woman was “astonished to learn” her insurance would
not cover an abortion, which she could not afford
out-of-pocket. As she described: “Our alternative was
to carry the pregnancy to term, all the while know-
ing that I was [] already carrying a dead baby . . ..
We were astonished at this absence of empathy among
legislators by attempting to take this decision out of
our hands and subjecting me to additional emotional
trauma and financial burden in the midst of the most
difficult physical ordeal of my life” (Rink, 2011).

Other women are not even informed by their
providers about the option of support to continue
their pregnancies: “The only option offered was ter-

mination. In spite of us insisting we wanted to con-
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tinue this pregnancy, the medical personnel . . . didn’t
offer us any other help. They kept emphasizing that
‘no one carries a baby with this condition’ and how
terrible it would be. They kept saying that Trisomy 18
is ‘incompatible with life” The pressure to terminate
was tremendous” (Kuebelbeck & Davis, 2011, p. 23).
After a

woman’s deci-
sion to continue a
pregnancy despite
a lethal prenatal
physi-
cians may suggest the patient’s desired plan of action

diagnosis,

is “foolish” or “inconvenient” for the doctor and the
nursing staff: “[Our obstetrician said] ‘this pregnancy
is pointless. It is just going to die anyway. She said
that she was not willing to have her staff put in so
much work for a pregnancy that should have been ter-
minated weeks ago. . . . What do you do when your
own doctor refuses to help you?” (Kuebelbeck & Da-
vis, 2011, p.118). Even among parents who are coun-
seled about different options, there is a tendency to
interpret the counseling as a “tacit reccommendation”
to terminate (D’Almeida, Hume, Lathrop, Njoku, &
Calhoun, 2006, p.54).

Demand for perinatal hospice programs
is growing and the value of these programs is sup-
ported by evidence that women who choose carry to
term while receiving appropriate and compassion-
ate support may have better long-term psychological
and emotional outcomes than those who choose to
terminate (Breeze, Lees, Kumar, Misfelder-Lobos, &
Murdoch, 2007; Statham, Solomou, & Chitty, 2000).
Because termination is not the best option for all
families, perinatal hospice programs can provide an
important and necessary alternative.

Despite the recognized need for improved care
after a lethal diagnosis and/or perinatal death, there
is little research on the outcomes of perinatal hospice
programs (Lathrop & VandeVusse, 2011; Sumner, Ka-
vanaugh, & Moro, 2006). Studies that had small sam-

ple size had focused on either the end-of-life medical

Perinatal hospice helps women feel
validated by others and affirms that
perinatal loss is “as real” as the loss of
any other loved one...
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care for the infant or on the mother’s experience of
grief and bereavement services, which are frequently
instituted only after the infant’s birth and/or death.
(Calhoun, Napolitano, Terry, Bussey, & Hoeldtke,
2003; Lantos & Meadow, 2009; Wright, Prasun, & Hil-
genberg, 2011). Additionally, fathers and other fam-
ily members are
largely = omitted
from these stud-
whiers  is
be-

perinatal

ies,
problematic
cause
death significantly impacts fathers and siblings as
well (Keren, 2010; O’Leary & Gaziano, 2011). Despite
these limitations, initial evidence suggests positive
outcomes for women and families who choose to con-
tinue pregnancies if they receive appropriate support
from health care professionals (Calhoun et al., 2003;
Lathrop, 2010).

A successful perinatal hospice program must
be multidisciplinary, combining medical care for the
mother and fetus: nursing services, counseling ser-
vices, social work services, and chaplain services if
desired. The entire care team must be informed of
the family’s prenatal and postnatal plans—if the fam-
ily has decided against aggressive treatment, these
wishes must be known and respected to avoid the un-
necessary and undesired implementation of aggres-
sive postnatal treatment. A well-informed team eases
both the family’s and the medical team’s stress, whose
members will not have to “give the appearance of do-
ing ‘everything possible’ at the time of birth,” when
they know there is little that can be done (Calhoun et
al., 2003, p. 348).

Perinatal hospice validates the pregnancy. It
affirms the reality of the pregnancy and infant (i.e.,
through photographs, footprints, and fingerprints
taken after the infant is born) and affirms the wom-
an’s status as a mother. Perinatal hospice helps wom-
en feel validated by others and affirms that perinatal
loss is “as real” as the loss of any other loved one and

thus validates a woman’s grief. According to Lathrop
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(2010), “[r]ecognizing women who continue preg-
nancies affected by lethal anomalies as mothers, who
can have meaningful relationships with their babies
despite their impending losses, may be the most af-
firming and supportive basis from which to approach
their care” (p. 152).

Personal accounts and memoirs provide addi-
tional support for the importance of perinatal hos-
pice programs. Amy Kuebelbeck (2003) was five and a
half months pregnant when informed that her unborn
son had hypoplastic left heart syndrome, which at the
time was generally considered a fatal condition. Even
with aggressive treatment (typically involving a series
of heart surgeries), “the surgeries are only palliative .
... They basically attempt to buy time until—if—doc-
tors come up with a better treatment later” (Kuebel-
beck, 2003, p.18). Substantial morbidity is associated
with the surgeries and infants surviving the surgeries
require continual medical treatment, typically related
to post-surgical complications and intercurrent infec-
tions (Rao, Turner, & Forbes, 2013). Kuebelbeck and
her husband chose to carry the pregnancy to term

but decided against aggressive treatment, opting in-

a stog

of cherishing

a baby’s brief life
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stead for palliative neonatal care. Their son, Gabriel,
lived for two and a half hours.

Although Kuebelbeck did not have access to a
“formal” perinatal hospice program, the care and ser-
vices she received were similar to what would be of-
fered in a formal program. She was well-supported
and accommodated by hospital staff, pictures, foot-
prints, and fingerprints were taken, and she was able
to hold Gabriel and stay with him for as long as she
wished. According to Kuebelbeck (2003), “Our three
and half months of knowing was a gift. It gave us
time to research the condition and study the options
without the grave urgency of having our baby already
fighting for life on machines in the neonatal inten-
sive care unit. It gave us time to grieve even before he
died, a phenomenon bereavement experts call ‘antici-
patory grief. It allowed us to receive the support of so
many wonderful people” (p. 144). Most importantly,
the support they received allowed them to “give Ga-
briel a good, although brief, life. And a good death”
(Kuebelbeck, 2003, p. 145). Like Kuebelbeck, parents
facing similar circumstances’ should be given un-
limited time with their infant both before and after
death. During this time, parents can bond with their
infant and create mementos such as fingerprints and
photographs. Many parents “ascribe great significant
to tangible mementos that serve to acknowledge their
baby’s brief life” (Kuebelbeck, 2003, p.80).

One final aspect of perinatal hospice that
should be addressed is the post-parturition care of
living or deceased infants. In a prior era, parents were
rarely given the opportunity to see or hold their still-
born infants and discussing the loss was discouraged.
It is no longer common practice for stillborn babies
to be “whisked away” in an attempt to minimize psy-
chological trauma (Lasker & Toedter, 1994). Prac-
tices began to change in the 1970s as Dr. Emmanuel
Lewis, and others, criticized the “rugby pass’ man-
agement of stillbirth,” arguing that “it impede[d] the
normal healing process of mourning” (Lewis, 1979,
p- 306). And despite some debate, there is substantial

evidence that seeing and holding a stillborn infant,
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when desired by the mother, results in bet-
ter long-term outcomes, based on the the-
ory “that encouragement of physical con-
tact and creation of memories of the child
will facilitate recovery from loss” (Hughes,
Turton, Hopper, & Evans, 2002; Radestad
et al.,, 2009). This theory easily translates

to support of perinatal hospice.

“Lifting out” perinatal

hospice

As previously noted, the sole focus
on mothers is a critical flaw in the litera-
ture on supporting families affected by a
predicted perinatal death because fathers and sib-
lings are also profoundly affected by lethal diagnoses
and perinatal loss (Keren, 2010; O’Leary & Gaziano,
2011). “Lifting out” the term perinatal hospice as a
distincatment option is important, because hospices
support the entire family facing death, not just one
individual.

Perinatal hospices support grieving fathers.
The emotional impact of perinatal loss on fathers is
frequently neglected or underemphasized (Puddifoot
& Johnson, 1997). Although it is socially expected
that a father’s primary role is to provide emotional
support for the mother, a father’s grief is as real and
important as that of a mother. Families are deeply af-
fected, with some evidence suggesting that separa-
tion or divorce is more common after couples experi-
ence fetal death (Gold, Sen, & Hayward, 2010; Wing,
Burge-Callaway, Clance, & Armisted, 2001). Fathers
report feeling the need to display stoic strength as
they emotionally support the mothers, frequently “at
the cost of denying their own grief” (Keren, 2010, p.
164). Siblings suffer a double loss: an expected sibling
“and their parents as they knew them before the loss”
(O’Leary & Gaziano, 2011, p.174). And although the
life is lost before it truly begins, perinatal death is
experienced in much the same way as the death of any
other loved one (Hoeldtke & Calhoun, 2001).

Perinatal hospice builds on the recognition of
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“anticipatory grief” (Keren, 2010; Kuebelbeck & Da-

vis, 2011, p.55). Anticipatory grief acknowledges that
grieving begins prior to a predicted or foreseen death
and can be healthy or beneficial in many ways. (Kue-
belbeck & Davis, 2011; Lindemann, 1944). Knowing
their infant will die can enhance parents’ appreciation
of any time they have with their infant. Counseling
for anticipatory grief can help parents prepare to be
“mindfully present” during the “precious moments”
with their baby (Kuebelbeck & Davis, 2011, p.54).
This preparation reduces shock and confusion at the
time of birth and allows parents to create a detailed
birth plan to ensure they, and their infant, receive the
care they desire. Perinatal hospice sets the stage for a
gentler, more gradual goodbye and gives parents time
to plan a memorial service, funeral, and burial. As a
comprehensive care option, perinatal hospice “allows
the parents to ‘parent’ their child for whatever time
they are allowed . . .. The presence of a viable, com-
passionate, organized program gives parents a place
‘to be parents” and cherish every moment they have
with their infant (Calhoun, 2012).

As described by Kuebelbeck, her anticipa-
tory grief “meant that our precious hours with Ga-
briel once he was born were not filled with that ini-
tial shock and grief and confusion. . . . If we had not
known about his heart, our caregivers would surely

have swept him away from me in a desperate effort
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to figure out what was so terribly wrong. If we had
not known, I might never have held my son in my
arms while he was alive” (Kuebelbeck, 2003, p. 144).
Perinatal hospice provides families with information
and support to plan for their child’s brief life. Making
decisions ahead of time and creating a care plan allow
families to spend every valuable moment focused on
their infant.

In addition to the clinical rationales for ex-
panding perinatal hospice, greater medical and soci-
etal recognition of perinatal hospice may reduce the
tendency to politicize issues surrounding lethal diag-
noses and perinatal death. Lethal prenatal diagnoses
raise the contentious cultural debate about abortion.
Women and families receiving a lethal fetal diagnosis
should not be swept into this debate. Perinatal hos-
pice should be an area of consensus for all sides of
this debate. Perinatal hospice is deeply pro-life and
pro-choice: it provides women and families with val-
id, medically- and socially-recognized choices, while
also respecting and validating the life of the mother,
her family, and the infant. Both options, abortion and
perinatal hospice, must be offered and health care
professionals should not express or imply a preference
or attempt to promote either course of treatment. As
stated by Hoeldtke and Calhoun (2001): “Simply hav-
ing a viable, compassionate, and structured program
in place offers them a tangible alternative, providing a
context in which they can work out the ramifications
of the birth and death of their offspring” (Hoeldtke &
Calhoun, 2001, p.527). At its core, perinatal hospice
is about supporting families experiencing the loss of a
child, a deeply personal experience that every family
copes with differently.

Barriers to perinatal hospice include resource-
based arguments and health care provider resistance.
Scarce resources are always a problem in health care
and thus provide an easy criticism of any argument
for expanding services. However, common alterna-
tives to perinatal hospice—abortion or aggressive
treatment—also use health care resources. In fact,

aggressive treatment may cost much more than peri-

38

natal hospice services. In general, hospice is viewed
as a “compassionate and cost-saving” program that
enhances care (McGorty & Bornstein, 2003, p. 364).
The cost-benefit ratio of perinatal hospice compared
to other options is beyond the scope of this paper, but
potential financial costs should not be used to prevent
development of perinatal hospice programs. This pa-
per takes a normative approach to perinatal hospice—
it is not just about what we can do, it is about what we
should do. Perinatal hospice is not only feasible, and
can build on exineral hospice programs, but it is also
desirable, allowing families to choose the option from
the “continuum of care” that meets their needs and
promotes their goals and values.

A second barrier, provider resistance, does not
stem from a lack of empathy or desire to care for these
women. On the contrary, their desire to care and to “do
something” for these families may fuel their resistance
to perinatal hospice, for a common barrier to hos-
pice care in any health care context is the physician’s
view that hospice means he is “giving up” (McGorty
& Bornstein, 2003, p. 367). Additionally, many pro-
tessionals simply feel ill-equipped to support grieving
parents (Kelley & Trinidad, 2009). Health care pro-
vider barriers to perinatal hospice, however, are not
insurmountable. Provider education and training that
emphasizes the value of hospice programs in general,
and perinatal hospice specifically, are crucial. Perina-
tal hospice should not be viewed as a “last resort” or
as “giving up” (McGorty & Bornstein, 2003, p. 367).
Improved provider education, training, and support
can help providers realize that hospice is “part of the
continuum of comprehensive care” (McGorty & Born-
stein, 2003, p. 371).

Naming this care option—perinatal hospice—
enables health care providers and their patients to re-
alize they are actively doing something and that “there
are a great many things that can be done to care for
these families” (Hoeldtke & Calhoun, 2001, p.527).
Hospice is a well-recognized and accepted form of
care and it “empowers the family to take control of

some of the consequences of their unfortunate situ-
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ation” (Hoeldtke & Calhoun, 2001, p.527). Perinatal
hospice is far from passive. On the contrary, it active-
ly engages parents and families, giving them a healthy

environment in which to grieve and say goodbye.

Conclusion

Perinatal hospe is a valid course of care and
should be offered to all women and families at the
time of diagnosis, along with the option of a thera-
peutic abortion. Introducing perinatal hospice as a
legitimate option bolsters women’s right to choose,
acknowledging and respecting that each person deals
with grief and loss differently. Perinatal loss is a deeply
personal, incredibly difficult situation in which wom-
en and their families deserve a range of options from
which they can choose a course of care most in line

with their values and needs, whatever they may be.
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Following the cessation of rectal bleeding, a
doctor orders a patient to schedule a colonoscopy: the
patient has no desire to undergo the procedure, but
is pressured by the doctor in to having it anyway. A
hypochondriac 55 year old male demands a mammo-
gram after learning that he has a 5% chance of having
breast cancer: his doctor refuses to schedule one, so
the patient goes to see a different doctor. A 69 year
old music lover who is losing her hearing lives in a
state with socialized medicine and requests a stape-
dectomy: her doctor refuses to perform the procedure
on the grounds that it would not benefit the state and
gives her hearing aids instead.

What rules govern the patient-physician rela-
tionship? What does the patient have a right to de-

mand and what does a doctor have a right to refuse?
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Must the patient always do what he or she is told by
the doctor or must the doctor always do what he or
she is told by his or her patient? In this paper, I will
focus on three patient-physician relationship models:
strong paternalism, optional autonomy, and manda-
tory autonomy. Further, I will focus on some of Carl
E. Schneider’s criticisms of autonomy models in his
paper “After Autonomy.” Before doing so, however, it
will be necessary to define what models of patient-
physician relationship are at stake.

Therefore, this paper will be divided as fol-
lows: in the first section, I will present three real
case studies that will be used as a means to elucidate
the patient-physician relationship models explored
throughout this paper. Second, I will present the three

aforementioned models mentioned above. Third, I
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will explicate some of Schneider’s criticisms of auton-
omy. Finally, I will briefly critique Schneider’s criti-
cisms, determining which relationship models these

criticisms effect negatively and which positively.

Case Studies

In this section I will present three real case
studies to be used as a means to elucidate and explore
the various concepts presented throughout this paper.
In the first two case studies, names have been changed
to protect the subjects’ anonymity.

(1) A 49 year old Korean woman goes to Dr.
Brown for a colonoscopy. Dr. Brown knows from
prior experience that, because of a genetic predispo-
sition in conjunction with a cultural habit of eating
smoked foods, Koreans generally have an above aver-
age rate of obtaining stomach cancer. Therefore, Dr.
Brown recommends an endoscopy for his patient in
addition to the colonoscopy. The Korean woman is
initially resistant, but Dr. Brown eventually persuades
her to have the endoscopy which later confirms that
she does, in fact, have stomach cancer.

(2) Dissatisfied with his primary care physi-
cian’s response to his heart palpitations, Mr. Young
approaches his friend, Dr. Smith and asks for a pre-
scription for Metoprolol Tartrate to slow down his
heart rate. Dr. Smith gladly complies. Eventually,
dissatisfied with treating his palpitations via drugs,
Mr. Young decides to have a catheter im-
plantation for atrial fibrillation. Mr. Young
researches US News & World Report to find
the top doctors who perform this operation.
After selecting a doctor he is satisfied with,
Mr. Young proceeds to have the operation
done.

(3) In order to convince a struggling
physician’s practice to prescribe more Prilo-
sec, a drug representative for Astra Merck
hires a consultant to give financial advice to
the practice. The consultant builds the prac-
tice into a successful operation whilst si-

multaneously emphasizing the debt that the
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doctors of the practice owe to the drug representative.
Prescriptions for Prilosec at the practice soar (Elliott,
2008, p. 309).

Having presented these three cases, I now pro-
ceed to present three patient-physician relationship

models.

Three Patient-Physician Relationship Models
Strong Paternalism

Paternalism advocates a patient-physician
relationship that is “asymmetrical and hierarchical”
(Childress and Siegler, 2011, p. 75). Much like the
traditional Judeo-Christian view of the relationship
between parent and child, paternalism presents the
doctor as the ultimate person of authority owing to
his or her expertise in medicine. Conversely, the pa-
tient is viewed as relatively infantile, dependent on
the doctor-who-knows-better to best ensure his or
her health. Supporters of this model would say that,
in (1), Dr. Brown was in the best position to ensure
the health of his Korean patient because of his knowl-
edge and expertise.

The strongest paternalistic models delegate all
moral authority to the doctor:

. . . because good health is assumed to be a
value shared by the patient and the physician and be-
cause the physician’s competence, skills, and ability

pace him or her in a position to help the patient re-
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main good health. (Ibid)

It is possible, under strong paternalism, to
describe a patient as immoral if he or she voices an
opinion and pursues a course of action other than
what the doctor recommends since (i) the patient is
assumed to desire good health even if he or she pro-
fesses otherwise, (ii) the patient is assumed to not
have the knowledge or skills necessary to know what
best ensures his or her good health, (iii) the doctor is
assumed to have the necessary knowledge and skills,
and (iv) the doctor is assumed to be desirous of act-
ing in the patient’s best interest. Hence, in (1), (a) Dr.
Brown was acting morally when persuading his pa-
tient to have the endoscopy, whereas (b) the Korean
patient was acting immorally in resisting Dr. Brown’s
persuasion. Furthermore, Case Study (1) could be
considered a paradigm case in advocating strong pa-
ternalism due to the presence of (i), (ii), (iii), and
(iv), and especially due to the fact that Dr. Brown was
proven correct when the patient was found to actually
have stomach cancer: an end result that exemplifies
the good that strong paternalism can achieve.

In contrast, (2) is almost a paradigm case
of immoral behavior under strong paternalism: Mr.
Young did not listen to his primary care physician,
taking the matter into his own hands. Denying (ii),
(iii), and (iv), he had Dr. Smith prescribe medicine
for him on the basis of friendship without medical
evaluation causing the doctor to act in denial of (iii)
and (iv). In addition, the patient’s research into cath-
eter implantation denies (ii). The only feature of (2)
that prevents it from being a paradigm case of im-
moral behavior is the presence of (i).

But (2) also constitutes a strong argument
against some of the assumptions of strong paternal-
ism. (2), in denial of (ii), brings to light the possibility
that patients are in fact capable of acquiring the nec-
essary knowledge to make decisions for themselves.
Case (3), meanwhile, exemplifies the inadequacies of
strong paternalism. The doctors in (3) were essential-
ly bribed into prescribing Prilosec. It is highly ques-

tionable, therefore, whether the doctors were acting
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on the basis of their knowledge and skills and protect-
ing their patients’ best interests despite the assump-

tions of (iii) and (iv).

Optional Autonomy

Carl Schneider (1998), in describing option-
al autonomy in “The Practice of Autonomy,” defers
to Dan Brock’s explanation of this patient-physician
model:

. . . The physician’s role is to use his or her
training, and experience to provide the patient with
facts about the diagnosis and about the prognosis
without treatment and with alternative treatments.
The patient’s role . . . is to provide the values - his
or her own conception of the good - with which to
evaluate these alternatives, and to select the one that
is best for himself or herself. (p. 7)

The moral doctrine of [optional autonomy] .

. entitles, but does not require, a patient to take an
active role in decision making regarding treatment.
(Ibid. p. 10)

In contrast to the asymmetrical model of
strong paternalism, optional autonomy sees the pa-
tient-physician relationship as more egalitarian, in-
volving a dialogue in which both parties contribute to
the patient’s well-being: the doctor provides his or her
objective medical knowledge, the patient provides his
or her subjective values by which the medical infor-
mation is evaluated and a decision is made. Or, if the
patient prefers, he or she can entirely defer the deci-
sion to the doctor.

A key difference between strong paternalism
and optional autonomy is that strong paternalism fo-
cuses strictly on the end of attaining health whereas
optional autonomy focuses on well-being: health re-
fers strictly to physiological factors whereas well-be-
ing, in addition to physiology, takes an individual’s
world-view, or values, into account. A classic example
of well-being is that of the Amish patient who refuses
a blood transfusion out of fear of damnation: from a
strictly physiological perspective, the Amish patient

is acting foolishly, but well-being accounts for his
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religious beliefs and allows those beliefs to overrule
physiological concerns. By aiming to achieve the end
of well-being, the doctor loses a great deal of the au-
thority presumed by strong paternalism as the doc-
tor’s medical knowledge and skills cannot account for
the subjective values of his or her patient, undermin-
ing the very foundation of strong paternalism.

Of the three case studies, the closest one to
optional autonomy is (1): Dr. Brown did not force his
patient to have the endoscopy, and his patient ulti-
mately chose to defer to the doctor’s decision. At the
same time however, the Korean patient was initially
resistant, and Dr. Brown felt compelled to persuade
her, which shifts (1) in the direction of paternal-
ism. Case (2), meanwhile, would not be a good ex-
ample of optional autonomy as it is an example of
an asymmetrical relationship: Mr. Young forced his
will onto his doctors and expected nothing more
from his doctors other than capitulation. It is am-
biguous in (3) whether a dialogue occurred between
the patients and the doctors who proscribed Prilo-
sec. However, considering that Astor Merck’s bribe
likely clouded the judgment of the doctors, (3) must
be seen, like (2), as an asymmetrical relationship: in
(3) the medical knowledge and skills of the doctors
were arguably absent, or, if not absent, minimized
by pressure to repay Astor Merck for their bribe by
prescribing as much Prilosec as possible. (3) would

therefore not constitute a case of optional autonomy.

Mandatory Autonomy

Schneider describes mandatory autonomy as
a patient-physician relationship model which “holds
that patients need to exercise their autonomy and
should do so” (Ibid). By should, Schneider ultimately
means morally obligated. Mandatory autonomy, as
opposed to optional autonomy, is a non-egalitarian
relationship model. Like strong paternalism, it also
depicts patient-physician relationships as ideally
asymmetrical, but in the opposite extreme: whereas
strong paternalism defers all moral authority to the
doctor, mandatory autonomy delegates all moral au-
thority to the patient, denying the doctor any right
to interfere in the patient’s choice except to present
viable medical options.

Schneider presents four arguments in favor
of mandatory autonomy: (A) the prophylaxis argu-
ment, (B) the therapeutic argument, (C) the false-
consciousness argument, and (D) the moral argu-
ment. (A) states that we cannot trust doctors to act
in the interests of patient’s well-being. This argument
is best supported in examples like case study (3). Ac-
cording to (B), “patients who control their treatment
will more surely and quickly be restored to health”
(Ibid., p. 18). Since patients consider the treatment
they undergo to be that of their own choice, they will
be more likely to cooperate in treatment than if that
treatment was felt to be imposed upon them by a doc-
tor (Ibid., p. 19). On a related note, (C) argues that pa-

tients may fail to recognize their actual pref-

erences when doctors make medical decisions
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for them. To elaborate, if patients were only
allowed to make choices, they would come to
recognize their true preferences and thus be
better enabled to act on them (Ibid., p. 22). Fi-
nally, (D) presents a rather American-centric
argument that “to be free is to be obliged to

exercise your freedom” (Ibid., p. 24), i.e. we

are morally obligated to achieve “authenticity”
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which can only be achieved by the exercise of

- freedom, thus making autonomy a moral obli-
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gation (Ibid., p. 23).

The paradigm example of mandatory autono-
my would be case study (2) wherein Mr. Young did all
of his own research and made all of his decisions on
his own. The doctors in this case were mere means
to Mr. Young’s own ends, little more than tools via
which he asserted his autonomy. In contrast, (1) dem-
onstrates a violation: under mandatory autonomy, the
doctor has no right to impress his or her preferences
or persuade the patient in any manner, and the fact
that the Korean patient allowed herself to be so per-
suaded is morally wrong.

Having presented three patient-physician re-
lationship models, I now proceed to present some of

Schneider’s critiques of autonomy.

Schneider’s Critique of Autonomy'

The majority of Schneider’s critique of auton-
omy is focused on the ability of doctors to present,
and patients to receive and process, information. Par-
ticularly, he questions whether the ideals of autonomy
accurately represent factual reality (E.g. Schneider,
2006, p. 417-438).

According to the ideals of a supporter of au-
tonomy, the doctor should be able to present all the
relevant information in a lucid, value-neutral man-
ner, the patient should be able to understand all of
the information given, be aware of his or her own val-
ues, and be capable of analyzing given information
through the lens of these values in order to come to a
conclusion that accurately represents the desired ends
of his or her well-being. But, as Schneider notes, these
ideals are idealistic almost to the point of fantasy.

Consider, for example, whether or not patients
are capable of understanding the information given.
Schneider notes a research study in which doctors
presented information in a supererogatory manner,
impracticable in an “ordinary clinical setting” (Ibid.,
p.- 419). In this study, doctors exhaustively explained
all the viable options using visual aids to a given pa-
tient who was then asked “to describe in their own

words what they had learned” (Ibid). The patient was
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then sent to an education conference where the in-
formation was re-presented by nurse educators, also
with visual aids, and again the patient was asked to
repeat what he or she had learned. Finally, the patient
had a follow up session with the doctor and was en-
couraged to ask questions. Despite all this:

When given multiple-choice questions, pa-
tients answered 53.1% of the questions correctly.
Asked open-ended questions, patient’s scores sunk
to 34% . ..
scored only 64.8% and 36.5% (multiple choice and

even patients “with graduate education”

open-ended, respectively) (Ibid).

The ideals of autonomy are clearly defeated by
this study, especially considering the highly imprac-
ticable manner in which patients received informa-
tion. For the most part, patients are not capable of
completely comprehending the relevant information.

Another problem with the ideals of autonomy
raised by Schneider is whether the average person is
desirous or even capable of discovering and/or gen-
erating values by which to live his or her life: “people
have better things to do than devising abstract princi-
ples for dreadful problems they hope will never arise”
(Ibid., p. 421). Furthermore, and more pressing, is
the question of whether the average person is practi-
cally capable of translating such values - assuming,
of course, that they can be identified - into practice.
Studies on heuristics, for example, consistently show
how easy it is and how often we are mistaken about
our beliefs, preferences, values, etc. (Ibid., p. 421-
423). This leads to:

“Valuation errors,” which induce people to
overpay to avoid small, near-certain losses or lock in
small, near-certain gains, to live with significant risks
they mistakenly believe they can control, or to insist
on eliminating miniscule risks of especially dreaded
events (Ibid., p. 421).

A Brief Critique of Schneider’s Critique
Of the three patient-physician relationship
models I have presented, Schneider’s critique of au-

tonomy’s information-intercourse ideals affects op-
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tional and mandatory autonomy negatively and strong
paternalism positively. Schneider argues patients are
incapable of understanding all the relevant informa-
tion - even in exhaustive learning sessions — and fur-
ther, that the ability of the average patient to recog-
nize and implement his or her values is questionable
at best. To believe the patient is capable of the under-
standing necessary to practice his or her autonomy is
thus unrealistic.

These criticisms uphold arguments which lead
to strong paternalism, which, to reiterate two, are
primarily: (ii) the patient is assumed to not have the
knowledge or skills necessary to know what best en-
sures his or her good health, and (iii) the doctor is
assumed to have the necessary knowledge and skills.
Since the patient is incapable of acquiring and/or gen-
erating the required knowledge/skills, it is unlikely
that we will be able to identify what constitutes the
well-being of the patient, and we should therefore
just focus on health. Tthe doctor-who-knows-better
is thus in the better position of authority and deci-
sions should be deferred to him or her.

But as noted, and as exemplified by case study
(3), it is also unrealistic to believe that doctors are
always acting in the best interests of the patient. Fur-
thermore, while we can’t always expect a given patient
to (a) understand the relevant information, (b) know
his or her values, and (c) successfully translate those
values into practice, there are exceptions. If a patient
is not capable of (a), (b), and (c), perhaps they are
capable of (b), or (a), or (b) and (c), etc. Autonomy
can thus be seen as an ideal to strive toward, if not
always completely capable in practice and always
preferable when considered in contrast to the abuse
that can occur under strong paternalism. Of the three
case studies, then, it can be said that (2) is an ide-
al, (1) represents a more realistic approach, and (3)
represents potential abuses that should be avoided
when possible. Or to put it in other words, in light of
Schneider’s critique, mandatory autonomy represents,
for the most part, an unrealistic ideal while optional

autonomy, because it allows the patient to defer to the
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doctor, should be looked at as a practical model to be
implemented. Strong paternalism, meanwhile, though
supported by Schneider’s critique, is to be avoided in

light of the abuses it has historically perpetuated.
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Abstract

Forty-four states have passed in-

voluntary outpatient commitment laws
(OPC) designed to treat people with
severe mental illnesses in the commu-
nity. Advocates herald the merits of
these laws in terms of increasing pa-
tient compliance, lowering inpatient
treatment costs, and improving over-
all quality of life. Opponents, howev-
er, question both the constitution-
ality and legitimacy of these laws,
viewing them not only as an in-
fringement on the privacy and
liberty of the targeted group, but
also as misguided and ineffective. In
this paper, I will review both sides of
the OPC debate, and demonstrate why
I believe these laws are the right thing
to do, both ethically and legally.

Introduction legislative measures that mandate community-based
In 1991, 32-year old Kendra Webdale was treatment of people with severe mental illnesses who
killed after being pushed from a New York City sub-  are likely to relapse or deteriorate (Swartz & Swanson,
way platform into the path of an oncoming train by = 2004). OPC laws strive to decrease inpatient costs and
a man suffering from untreated schizophrenia (Ap- resource use, increase compliance, improve disease
pelbaum, 2005). Amidst public outrage and fear, and  prognoses and outcomes, and prevent violent acts
backed by Kendra’s family, New York state adopted (Geller, 2006). These statutes have become subjects
Kendra’s Law, otherwise known as the Mental Health  of much debate between advocates who herald their
Law. Kendra’s Law is an example of an involuntary  merits and opponents who challenge their legitimacy;
outpatient commitment law (OPC). Enacted in many  the benefits of implementing OPC laws however, ap-
countries, such as Canada, Australia, and the Unit-  pear to outweigh the negative consequences.

ed Kingdom and passed by 44 states, OPC laws are
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Benefits

The strongest rationale in support of outpa-
tient commitment is public safety, especially in the
wake of heavily publicized violent crimes like that
against Webdale. Proponents argue it is a legal obliga-
tion for states to forcibly treat non-compliant individ-
uals in order to prevent similar violent attacks. A re-
cent study, which followed patients on court-ordered
OPC for twelve months, backs up this reasoning; the
OPC patients were found to be four times less likely
to commit violent crimes compared to a control group
not on OPC (Phelan et al., 2010) *. Admittedly while
such studies help validate the public safety rationale,
society’s fear of those suffering from mental illness
seems to be exaggerated and misdirected. A report
by the Institute of Medicine acknowledges a link be-
tween mental illness and violence, but suggests rates
are low and the public’s worries are excessive and un-
called for (Institute of Medicine, 2006). The Ameri-
can Psychiatric Association asserts that non-mentally
ill individuals commit most violent crimes (American
Psychiatric Association, 1994). In fact, national data
suggests individuals diagnosed with mental illness
commit only 3 to 5 percent of all violent crimes (Ap-
pelbaum & Swanson, 2010). Opponents of OPC laws
are therefore justified in disputing the public safety
rationale, although there are several strong arguments
in support of OPC laws.

Individuals dealing with mental disorders are
at an increased risk of incurring poverty, abusing al-
cohol or drugs, becoming homeless, getting arrested,
and falling victim to crimes and abuse from others
(Gilbert et al., 2010). One aim of OPC laws is to pro-
tect those suffering from severe mental illness from
such compounding issues. A report by the Office of
Mental Health in New York shows an 87 percent de-
crease in the rate of incarceration and a 74 percent
decrease in homelessness while on OPC (New York
State Office of Mental Health, 2005). Helping these
patients stay off the streets and out of prisons great-

ly decreases their chances of becoming victims and
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abusing illegal substances. In addition, by assisting
them in achieving an overall better quality of life, the
laws help their families, friends, and loved ones, who
often struggle in their roles as caretakers (Groff et al.,
2004).

Furthermore, persons with severe mental
illness usually suffer “lack of insight”; they are not
aware of, or skeptical of, their diagnosis, which leads
to treatment non-compliance and the subsequent de-
terioration of their conditions. OPC laws are designed
to provide a way to manage these so-called “revolv-
ing door” patients who fall in and out of relapses be-
cause of noncompliance (Appelbaum, 2001). Follow-
up studies on the OPC statute in New York report a
decreased rate of re-hospitalization by 50 to 80 per-
cent (Torrey & Zdanowicz, 2001). Harmful behav-
iors, including suicidal threats and self-harm, were
decreased by 44 percent. Overall improvement in the
general condition of these patients was increased by
27 percent (New York State Office of Mental Health,
2005).

Additionally, OPC laws provide a safety net
for a subset of patients who are considered to be sick,
but not quite sick enough to be hospitalized, by help-
ing them adhere to treatment, protecting them from
becoming victims of crime, and preventing them from
acting out on any violent tendencies they may have
(Torrey & Zdanowicz, 2001). A lamentable example is
Phyllis Iannotta; a young woman who was complete-
ly well and independent, and had in fact supported
her parents for 22 years before being diagnosed with
schizophrenia. Initially, Iannotta responded well to
treatment, but soon stopped taking her medication
due to lack of insight associated with her illness. She
became homeless, and was found raped and murdered
in an alley in 1981. Unfortunately, Iannotta’s story is
not unique. The implementation of OPC laws would
help prevent similar occurrences.

Lastly, one of the beneficial consequences of
OPC laws is the reduced overall cost of mental health
care achieved by reducing the number and length of

hospitalizations as demonstrated in New York’s offi-
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CRIMINALS OR VICTIMS?

The mentally ill community is continually stereotyped by the
media for being violent and the culprit of many crimes. Is that
the reality or are those crimes sensationalized?
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cial report, which showed a 56 percent reduction in
hospital stays and re-hospitalizations (New York State
Office of Mental Health, 2005) Those decreases, com-
bined with reduced incarcerations, lower the total
costs of caring for those suffering from severe mental
illness. Especially in times of national economic cri-

sis, cost effectiveness must come into consideration.

Critique

Despite these benefits, many would argue the
laws perpetuate racism and discrimination in their
enforcement. Often, minority groups are unfairly
singled out for court-ordered OPC. A report by the
New York Lawyers for the Public Interest on state-
wide demographics showed that African Americans
were overrepresented under Kendra’s Law (New York
State Assisted Outpatient Treatment Program Evalu-
ation, 2009). Between 1999 and 2008, 35 percent of
those under OPC were African American while 33
percent were Caucasian, a misrepresentation of New
York State’s population of 17 percent African Ameri-
cans and 61 percent Caucasians. While data gathered
about OPC does confirm racial disparity, the New
York State Assisted Outpatient Program Evaluation
report contends the laws are not discriminatory and
attributes the overrepresentation of African Ameri-
cans to the higher likelihood of them being poor, un-
insured, and treated by public mental health systems.
The data does not indicate deliberate and biased ex-
ecution of OPC on African Americans or any other
minority groups (Swanson et al., 2009). Another in-
dependent study conducted specifically to assess ra-
cial disparities in Kendra’s Law also showed that the
program does in fact treat the entire patient popula-
tion fairly and equally.

Additionally, critics of OPC laws are concerned
that the laws promote the stereotyping of sufferers of
mental illness as dangerous and violent, adding to so-
cial stigmas (Torrey & Zdanowicz, 2001). However,
studies have shown that the most prominent cause of
stigma against individuals with mental illness is the

violence committed by these individuals. Thus, the
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best way to combat this stigmatization is to reduce
the number of violent crimes by helping sufferers of
mental illness maintain treatment programs and goals
(Torrey & Zdanowicz, 2001). This can be successfully
achieved through OPC.

Challengers also argue against coercively
medicating individuals suffering from mental illness
because of the unknown risks and side effects associ-
ated with psychiatric drugs. While the drugs do have
certain reported side effects, those effects are com-
parable to side effects attributed to drugs used in the
treatment of other common conditions, like heart dis-
ease or autoimmune diseases. Indeed, many studies
have proven the overall efficacy and safety of antipsy-
chotics (Torrey & Zdanowicz, 2001).

In a similar spirit, opponents of OPC laws pro-
pose the establishment of voluntary outpatient treat-
ment programs. They believe that removing the coer-
civeness from the process of treatment will decrease
people’s feelings of stigmatization and empower them
by allowing them control over their own mental
health, thus encouraging even more people to seek
help (Appelbaum, 2001). This proposal is no doubt
noble and admirable, but may not be the most feasible
approach. By virtue of the nature of mental illness,
most sufferers lack insight into and are often in denial
of their diagnoses. Patients like this would be very
unlikely to seek out treatment voluntarily (Torrey &
Zdanowicz, 2001).

The main, overarching argument against OPC
laws is that the laws are unconstitutional and infringe
upon the basic rights of people suffering from mental
illness. The American Civil Liberties Union of New
York State (NYCLU) maintains that OPC laws “sub-
ject presumptively competent individuals to a high-
ly intrusive invasion of personal liberty and bodily
integrity” (New York Civil Liberties Union, 2004).
Supporters of OPC laws argue that the laws allow for
forced treatment of people who have not been legally
or medically declared incompetent. Several cases have
been brought before the courts challenging the consti-
tutionality of OPC laws. Most notable is “In The Mat-
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ter of K.L”, which concerned a man who challenged
the constitutionality of the OPC statutes after being
diagnosed with schizoaffective disorder and ordered
to comply with outpatient treatment under Kendra’s
Law. The case was ultimately decided by the Court of
Appeals of New York State, which ruled the law did
not violate due process or equal protection rights by
not requiring a declaration of incapacity before issu-
ing an order of outpatient commitment (Geller, 2006).
Since the establishment of the laws, numerous court
rulings have maintained their lawfulness, and many
studies, both independent and governmentally fund-
ed, have demonstrated their validity and legitimacy.
The court rulings and study results have gone a long
way towards quieting the legal and medical aspects of

the OPC laws discussion.

Conclusion

The crux of the debate over outpatient com-
mitment laws centers on the opposing views con-
cerned with coercion and infringement on the liber-
ties of individuals, and the state’s interest to forcibly
treat patients in order to protect them and those
around them. Undeniably, there is an infringement on
the autonomy of those suffering from mental illness.
OPC patients are forced to adhere to programs, given
medication, and subjected to tests without their con-
sent and without being officially declared incompe-
tent. This short-term infringement, however, can be
a small price paid for the long-term gains achieved.
After all, temporary outpatient commitment pales in
comparison to long jail sentences, months spent liv-
ing on the streets, and years lost to unchecked men-
tal illness. OPC laws are comparable to involuntarily
treating suicidal patients in order to save their lives,
or forcibly treating persons with contagious illnesses
such as TB to prevent spread of disease. While the
short-term integrity of individuals may be comprised,
the laws ensure the survival and flourishing of these
patients in the long-term. Despite warranted appre-
hension, OPC laws are ethically and legally sound ap-

proaches to the issue of mental health care. It is how-
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ever, worthwhile to tread carefully when enforcing
these laws, and any statutes that temporarily erode a
person’s autonomy. There can be a very fine line be-
tween good-intentioned benevolence and authorita-

tive paternalism.
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Raymond Pichardo

Hospitals all around the world are currently

in the middle of a technological expansion that will
change the backbone of medical care. Paper records,
long used as storage media for all health-related in-
formation, are being replaced with newer, digital
Electronic Health Records (EHR) and Electronic
Medical Records (EMR). After exploring the history
of EHR and EMR, and analyzing various opinions of
medical professionals on the current implementation
of these systems, conclusions regarding the future of
these systems will be made. Integration of technol-
ogy and healthcare has its drawbacks, but the benefits
will eventually overcome these problems as the field
matures, creating an organized system that benefits
patients.

Paper records have been the primary form of

health information storage for many years, success-
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ful in keeping patient data organized and easily ac-
cessible. In the 1960’s however, various medical pro-
fessionals wished to improve paper records with new
technology, and thus the idea of EMR was born. One
of the first instances of EMR can be seen in the part-
nership between Akron Children’s Hospital in Ak-
ron, Ohio and the International Business Machines
(IBM) Corporation. Officially launched on February
18, 1962 with the support of Hospital Director Roger
Sherman, its goal was to automate much of the rou-
tine clerical work so that “doctors and nurses will be
able to spend more of their time using their profes-
sional training to give more direct and attentive care
to patients” (Lohr, 2012). Similar to the goals of the
EMR movement today, the desire to decrease repeti-
tive tasks and improve the care given to patients was
a large driving force towards digitization of paper re-
cords.

The EHR and EMR systems have come a long
way since their first implementation over 50 years ago.
While definitions on what EMR and EHR actually en-
tail may differ in the literature, their core principles
remain the same. EMR, as described by healthcare
technology company HIMSS Analytics, is designed to
capture a patient’s entry, exit, and services rendered
for a particular Care Delivery Organization (CDO)
(Davis & Garets, 2006). A CDO may be a hospital, a
pharmacy, or any other provider of care that needs to
maintain records on its own patients (Davis & Garets,
2006). An EMR encompasses all data captured by a
CDO, including previous patient visits, procedures
performed, test results, medicine dispensed, and
other information that provides insight into the past
and present state of a particular patient. However, an
EMR is specifically limited to one CDO, and does not
include information from other CDOs.

In contrast to an EMR, an EHR aims to cap-
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ture data from all sources, including information
from multiple CDOs and data entered by patients
through a web portal (Davis & Garets, 2006). The
aim of the EHR is to provide a centralized, compre-
hensive view of an individual by gathering data from
multiple sources in order to provide caregivers with
the most accurate medical history on a particular pa-
tient. These data sources can extend beyond a region
of hospitals, and be expanded to include a state or
the entire country. An example would be the United
States initiative to build a National Health Informa-
tion Network (NHIN) (Davis & Garets, 2006).

In practice, how would the differentiation be-
tween EHR and EMR be made? When a patient goes
to his primary care provider in a hospital, the patient’s
health information is entered into the hospital’s EMR
database. This patient may now travel to any depart-
ment in the hospital and have his medical data ac-
cessible by any one of the hospital’s medical provid-
ers giving him care. However, if this same patient
goes to another hospital that is not affiliated with the
first one, and receive medical care there as well, he
If there

is no agreement to share information between these

will be entered into a new EMR database.

two hospitals, the patient will not have his medical
information from the first hospital accessible to the
second hospital, and vice versa. This is where an EHR
database would be beneficial. If there were a nation-
al database that gathers all information from CDOs,
then both hospitals would have their EMR data on
this particular patient sent to the national EHR da-
tabase. This would mean all hospitals at which this
patient seeks care will have the records of all other
CDOs that this patient has visited in the past. Data
sharing can provide benefits for patients who would
receive the most accurate care, as well as physicians,
who would be better informed as to the medical state
of the patient.

EMR and EHR both work together to provide
physicians with the most up-to-date and comprehen-
sive information, allow for hospitals to keep patient

records that are easily accessible, and allow patients
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to access their medical history. However, the bene-
fits of integrating EMR and EHR also bring obstacles,
specifically regarding the implementation of these
digital records. Miller and Sim (2004) describe a few
of these problems:

Key surface barriers to EMR use that emerged
as persistent themes from our interview data included
high initial financial costs, slow and uncertain finan-
cial payoffs, and high initial physician time costs. Un-
derlying barriers included difficulties with technol-
ogy, complementary changes and support, electronic
data exchange, financial incentives, and physicians’
attitudes (p. 119).

Implementation of this new EMR initiative
in many hospitals does not only require a significant
time commitment from the hospital’s IT staff, phy-
sicians, and nurses, but also a significant financial
commitment through the purchase and maintenance
of all the computer systems necessary to run a proper
EMR database. It is also very difficult to provide met-
rics on whether EMR systems are actually providing
an improvement over paper records in a manner that
is easily quantifiable, with variables including the im-
provement of patient care, increase in lives saved, and
increase in efficiency.

Miller and Sim (2004) also mention “underly-
ing barriers”, individual difficulties faced by each care
provider when using EMR systems. Some physicians
and nurses have difficulty with technology, and EMR
databases can differ in level of difficulty depending
on the provider of the technology. Physicians and
nurses who also do not have the patience or desire to
deal with the initial problems with EMR implementa-
tion may also experience difficulties with adoption.

These are not the only problems present with
digital databases. Layman (2008) raises a few con-
cerns about the accuracy, productivity, and cost sav-
ings of EHR. In a study Layman mentions, the accura-
cy of EHR data was not equal for all CDOs and varied
between different locations (Layman, 2008). As EHR
databases pull from hospital and other CDO EMR da-

tabases, the accuracy of information is questionable.
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A patient may not be provided with the best medical
care if the information used is not completely accu-
rate. Layman specifically shows examples of studies
that found “complete agreement between the electron-
ic list of [a patients’] medications and the patients’
actual medications for [only] 5.3% of the patients”,
meaning that only a very small subset of patients had
their medications cor-
rectly listed for medi-
cal staff to see (Lay-
169).
Another study found
that 70% of patients
found that their EHR

man, 2008, p.

contained inaccura-
cies, which included
inaccurate addresses

and telephone num-
bers (Layman, 2008).
Most alarming was
that of these 70% of
patients who found
23% of
these omissions were considered “significant” (Lay-
man, 2008, p. 169).

may lead a physician to make a fatal decision such as

omissions,

These “significant omissions”

prescribing the wrong medication to a patient.

The most significant revelation came from a
study comparing paper and electronic records, and
Ac-

cording to the study, “7% of electronic records varied

whether they reflected the same information.

significantly from the paper records. Between 4% and
13% of documents were missing from the electronic
records; 1% of documents were missing from the pa-
per records” (Layman, 2008, p. 169). These studies
emphasize that digital databases are not completely
independent of paper documents and may even be
inferior to them. Thus, the exclusive use of digital
databases poses a serious problem for medical practi-
tioners caring for patients.

Layman (2008) also mentions productivity

and how the movement to digital records does not
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automatically mean an increase in productivity. As
mentioned previously, there might exist various prob-
lems within a medical environment that may promote
problems with implementation, such as the “underly-
ing problems” raised by Miller and Sim (2004). This
will of course affect productivity, and if there is no
benefit over paper records, then there may not be suf-

ficient  justification
for the movement to
digital records. Lay-
man specifically ref-
erences a study that
the

terns of communica-

explored pat-
tion between patients
and their physicians,
which found that phy-
sicians using electron-
ic records took 37.5%
more time than phy-
sicians who used pa-
per records (Layman,
2008). If EMR forms
cause physicians to spend more time filling out pa-
perwork instead of treating patients, then physicians
will be unable to see more patients and capture pa-
tient information.

Finally, Layman raises the issue of cost sav-
ings. She states that there are no actual studies that
present convincing arguments towards tangible cost
savings while the technology may be “confined to a
few settings or single applications” (Layman, 2008, p.
170). Is it worth placing money into EMR or EHR if
no actual benefit can be shown? Is it possible that a
hospital could save more lives or help more patients
by using its funds to build an EMR database rather
than expand one of its medical departments? If it is
impossible to accurately quantify this information
and if there are no foreseeable immediate benefits,
is it justifiable to continue allocating money to EMR
and not to other areas where funds are needed? These

are questions every hospital or CDO needs to answer
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before undertaking the time-consuming and expen-
sive implementation of EMR.

How would a hospital function if it solely used
EMR for capturing patient information? Inaccurate
EMR databases would lead to an increase in patient
harm, and potentially lead to malpractice suits against
hospitals, increasing the costs of implementation.
EMR is costly to implement, and if it does not change
patient care for the better, it is a misuse of hospital
funds that are needed elsewhere. Physicians would be
taking longer to see patients as they take longer to fill
out EMR paperwork, leading to a lower number of pa-
tients being seen in a normal workday. Hospital staff
would be resistant to these databases and would not
have faith in the information contained in these digi-
tal records, leading to redundant tests and procedures
to verify patient information. All of these problems,
while purely speculative, are not completely out of the
question if EMR continues in its current state.

As shown by the above authors, EMR has
brought various problems into medical care and can
lead to a significant impact on patient care. Whether
the problems exist with the EMR system or with the
medical staff themselves, patients will feel the impact
of problems created or experienced by medical staff.
These problems would lead to compromised patient
care, and thus less benefits for patients. If the intend-
ed goal of EMR is to promote beneficence for patients
while staying within the values of justice, problems
with implementation can actually lead to harm in-
stead. These issues cannot be ignored if they create
problems that can be easily remedied by halting EMR
use and reverting to paper records. A valid reason
must be given to continue advocating for EMR imple-
mentation.

Even with all of the above concerns raised,
hospitals and authors continue to push for full imple-
mentation of a technology that is still in its early stag-
es. These authors see the future of EMR and the tre-
mendous upside it brings to medical staff and patients
alike, but this is not enough to overcome concerns of

greater harm caused than benefits created.
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First, the concerns brought up by Miller, Sim,
and Layman will continue to cause problems. How-
ever, these problems are only short-term and will be
overcome as the technology and training behind EMR
and EHR improve. As these short-term concerns
are resolved, the longer-term goals of EMR can be
reached. The ability to read patient charts clearly and
discern what a physician wrote is a great benefit over
paper records. It also means that this information
will be available from any computer connected to the
hospital network, thus allowing for multiple depart-
ments to have immediate access to patient records.

As EMR databases begin to become linked to
larger EHR databases, patient data will be accessible
to any participating hospital, allowing patients greater
choice over where they can receive care. One current
problem with paper records is relying on patients to
accurately convey health problems to physicians. By
sharing data, fewer burdens are placed on the patient,
and more pressure sits on these specialized systems
designed to perform this specific task of sharing data.

While the costs of these systems will contin-
ue to pose a problem, implementation of electronic
systems will become more justifiable as the benefits
outweigh the negatives. Layman’s (2008) concern with
cost is reasonable, as current EMR systems are diffi-
cult to justify without any concrete numbers regard-
ing improvements in care. Because of this, further
research and information will be needed to determine
the costs of implementation, and whether these funds
can be best used in other hospital initiatives.

Most importantly, these short-term implemen-
tation problems of EMR will be resolved as the field
matures; as EMR and EHR grow, the software and
hardware supporting them will improve and become
more user-friendly. Medical staff will become accus-
tomed to how these systems operate and will navigate
their way through them just as well as they did with
paper records. Records will become more accurate as
the digital forms are tweaked to improve ease of use
and decrease the time necessary to fill them out. As

more hospitals and CDOs join large EHR databases
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and share their data, patients will see how sharing this
data improves the care they receive.

All previously mentioned points promote be-
neficence, even if only in the future of EMR. Regard-
ing the concern for patient safety, if digital records
are not up to the standard of paper ones, paper re-
cords must continue to be used to ensure patient be-
neficence is not compromised in the face of progress.
In regards to justice, the movement to digital records
may not promote justice for all groups. Those of an
older generation or lower socioeconomic status may
not have access to or know how to use EHR or EMR
web portals. They will not be able to keep themselves
informed of their health statuses or update any in-
correct medical information (Layman, 2008). These
communities must be provided with alternatives to
accessing their records online, such as paper docu-
ments or access to public computer terminals at a
hospital.

Justice for all groups may be served by anoth-
er aspect of digital records. Paper records lack the
ability to visualize trends in patient care, and digi-
tal records give the ability to do so quickly and eas-
ily. Recognizing a particular demographics’ need for
more personalized or specific care is much easier to
do when patient data can be quickly aggregated and
analyzed by staff. This feature can be applied, for ex-
ample, in a way that would allow for trends among
the Hispanic community to be noticed, and initiatives
to correct this problem to be put in place. Improving
care for the needs of all communities aligns with the
principles of justice, and digital records allow us to
provide this specialized care.

The move to digital records is a large step in
the medical community, and one that is necessary to
improve patient care in the future.
significant drawbacks to how these EMR and EHR

databases work at the moment, but as time passes

There are very

these will be overcome, and the goal of greater benef-

icence and justice towards patients will be achieved.

58

References

Davis, M., & Garets, D. (2006). Electronic medical re-
cords vs. electronic health records: Yes, there is a
difference. Chicago: HIMSS Analytics.

Layman, E. J. (2008). Ethical issues and the electronic
health record. The Health Care Manager, 165-176.

Lohr, S. (2012, 02 17). The ‘miracle’ of digital health
records, 50 years ago. Retrieved 10 01, 2013, from
The New York Times: http://bits.blogs.nytimes.
com/2012/02/17/the-miracle-of-digital-health-re-

cords-50-years-ago/?_r=0

Miller, R. H., & Sim, I. (2004). Physicians’ use of
electronic medical records: Barriers and solutions.
Health Affairs, 116-126.

Picture References
Charts to laptop image tken from Polack, P. 2010.
“Five Ways to Scan Your Paper Charts into an EMR

System.” via medicalpracticetrends.com.



Bioethics Society of Rutgers University

Paper Submission

Bioethics Society Mission Statement: As members of the Bioethics Society of Rutgers University, we
hope to raise general awareness of issues in bioethics within the Rutgers community by method of discussion
and publication. Although the beliefs and opinions regarding bioethical issues of this group are not unanimous,
we are united by our ardent belief that the student population at Rutgers should be made aware of the implica-
tions of biological research, medicine, and other topics of bioethical controversy.

Journal Purpose: In order to bring to light these issues, we are now accepting any papers that fall under the
vast umbrella that is bioethics. All papers will be considered for possible publication. Some example subjects
are abortion, animal rights, eugenics, gene therapy, human cloning, medical malpractice, and healthcare policy,

however you are not limited to these topics.
Deadline: September 15th, 2014
This is open to all academic disciplines.

Please include the following in your submission:

Cover Sheet: Article Title, Author Name(s), Institutional Affiliation, Date of Submission, and a Brief Abstract of the Ar-
ticle (include contact information with e-mail address and phone number)

Article: There are three types of submissions we accept: Global News Clips (up to one page in length), Opinion Editorials,
and Research Papers (both up to 3000 words in length). All submissions must be prepared as a Microsoft Word .doc docu-
ment, double-spaced, Times New Roman 12-point-font, with numbered pages.

Citations: Submissions must be fully referenced in APA styled format. We ask that you do not submit an article with more
than 30 citations. It is preferred that the author has a faculty sponsor to mentor their article, however it is not required.

We encourage the submission of term papers.
Send completed papers to RUBioethics.journ@gmail.com Attn: ARTICLE SUBMISSION

Please feel free to contact us with any questions.












