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Abstract

While many other infectious diseases have always maintained routine partner notification efforts with name identification, the sound epidemiologic practices used to controlling infectious diseases have been severely hampered in dealing with the HIV/ AIDS pandemic.  Feared stigmatization and a desire for privacy have created competing ethical pulls with the need to control HIV/ AIDS.  As a result, privacy legislation has been passed that has generated compliance fears among healthcare providers – thus limiting HIV/ AIDS surveillance reporting and public health efforts of partner notification.  This has been done in the name of ethics, yet the lives of many have been compromised for the sake of individual privacy.  With this in mind, this paper will attempt to explore this ethical dilemma and apply a theoretically sound strategy of moral reasoning to resolve this issue in a balanced manner.
Background: Partner Notification

In 1981, HIV/ AIDS first emerged in the United States as a deadly infectious disease that struck fear in the hearts of men and women nationwide.  At the time, the disease was predominantly found within the male homosexual population, thus generating significant stigmatization and fear within the general populace regarding any contact with homosexuals (Beauchamp and Steinbock, 1999). A media frenzy ensued that further exacerbated public ignorance about HIV transmission and homosexual prejudice.  Therefore, gay rights groups formed a unified front and lobbied in congress to prevent traditional epidemiologic practices from being performed, such as random HIV testing and infected person identification.   Forged out of fear of stigmatization, job loss, and/ or loss of health insurance policies, gays rights activists put pressure on the Food and Drug Administration, the Centers for Disease Control (and now Prevention), and other federal agencies to stop these common public health practices in HIV/ AIDS surveillance efforts.  As a result, privacy became a priority over the health of the public, as public health officials were blind-sided in their ability to identify and control the spread of HIV/ AIDS.  

However, twenty-five years later, in 2006, HIV/ AIDS is not strictly a male homosexual disease, yet the battle continues to rage between privacy and public health practice in HIV/ AIDS surveillance.  According to the Centers for Disease Control and Prevention, about half of the more than 1 million AIDS cases are heterosexual, drug, blood transfusion, perinatal, and hemophilia-related cases (2004).  In other words, today, the notion that HIV/ AIDS is merely a ¨gay disease¨ is not epidemiologically correct.  Rather, other behavior-specific pathologies, such as rectal gonorrhea, would be much more indicative of homosexuality than AIDS (Beauchamp and Steinbock, 1999).  Since HIV/ AIDS is spread via exposure to blood, semen, vaginal fluid, or breast milk (“HIV Curriculum,” 2003), modes of transmission can occur through the following means:

· Sex with infected person

· Exposure to blood (unclean needles, transfusions, razors, etc.)

· Pregnancy, birth, breast-feeding (infected mother to child)

Therefore, it may be concluded that HIV/ AIDS is a deadly infectious disease that affects a heterogeneous population group - not just homosexuals, but people from many different walks of life.  

Nevertheless, key privacy-oriented legislation has generated compliance fears among healthcare professionals.  For example, the Health Insurance Portability and Accountability Act of 1996 (HIPAA), currently requires that patient information be kept confidential.  Other legislation prohibits random HIV/ AIDS testing, with the exception of blood banks (Beauchamp and Steinbock, 1999).  Yet, other sexually transmitted diseases, such as gonorrhea, syphilis, and chlamydia, involve both random testing and name identification in state surveillance practices (Lawrence, Montaño, Kasprzyk, Phillips, Armstrong, and Leichliter, 2002).  Since laws geared toward HIV/ AIDS break with traditional epidemiologic practice, many healthcare professionals are unclear how to report HIV/ AIDS cases.  

Furthermore, disease surveillance efforts are even more varied among states.  Some list both HIV and AIDS cases, some report AIDS cases only, some list names, and others do not report names (Beauchamp and Steinbock, 1999).  With this in mind, partner notification in the surveillance and control of  HIV/ AIDS becomes a daunting task.  If there is confusion about privacy law compliance, and there is variation in healthcare and state disease reporting, then there could reasonably be an unknown number of undetected cases.  If this is the case, then previously gathered epidemiologic data may likely be inaccurate.  If there are possible inaccuracies in current HIV/ AIDS statistics, then public health professionals are seeking to isolate and control a disease without sufficient information to effectively combat it at the primary, secondary, and tertiary levels of intervention.  The question is whether surveillance tactics, such as HIV/ AIDS partner notification, are unethical?  This question will be explored in the sections that follow.
Theoretical Debate

To effectively analyze the ethical debate over HIV/ AIDS partner notification, the issue will be argued from the perspective of several key theoretical approaches.
Deontological (Kantian) Approach

The Deontological (Kantian) approach is currently espoused by many major governmental agencies, such as the Centers for Disease Control and Prevention, in HIV/ AIDS surveillance efforts.  This theoretical perspective emphasizes the importance of taking responsibility for one’s actions, and that blame can be attributed for wrong doing (Callahan and Jennings, 2002).  Yet, according to the theory, consequences are not the measure of the rightness or wrongness of an action.  Instead, it is the universality of a maxim that determines whether an action is appropriate (Beauchamp and Steinbock, 1999).  Therefore, this approach places particular emphasis on the protection of the individual benefits over those of society.

When applied to HIV/ AIDS partner notification, the Kantian perspective suggests that state reporting and partner notification should be limited.  If potential problems of stigmatization, discrimination, violence, and invasion of privacy exist (Colfax and Bindman, 1998), deontological theory would purport that the use of names in state reporting and partner notification would not always be consistently beneficial or universally protective of the individual.  Should any of these consequences occur, the Kantian perspective would render the action of name identification to be ethically wrong.  This approach would only leave room for case number reporting, which would significantly limit any type of HIV/ AIDS partner notification to encouragement efforts only at clinical office visits.  
Utilitarian Approach

Yet, on the other end of the spectrum in this debate is the Utilitarian perspective.  This theory suggests consequences are the key in making ethical judgments rather than the universality of an action’s ethical rationale (Beauchamp and Steinbock, 1999).  Taken from hedonistic dogma, the driving forces behind utilitarianism are pleasure and pain.  Therefore, the ultimate goal of this theoretical perspective is the minimization or elimination of suffering for the largest population group possible.  As such, the utilitarian approach places greater emphasis on the obtainment of the greatest societal benefit over on that for the individual (minority).

With this in mind, the utilitarian theory deals with HIV/ AIDS partner notification from a vastly different perspective. To begin, since name identification from state reporting would facilitate partner notification, and furthermore, disease control, the utilitarian approach would suggest that while those infected with HIV/ AIDS may be subject to some unavoidable consequences, the majority of the population would be protected from HIV/ AIDS.  Additionally, the infected who are undiagnosed would be protected from death by being notified, tested, and treated.  Thus, Utilitarian dogma would suggest that suffering would be diminished or eliminated for the majority of the populace in the United States.  Therefore, partner notification with name identification would be a worthwhile public health practice.
Communitarian Approach

However, there is another theoretical approach that brings yet another viewpoint to the table – Communitarianism.  The Communitarian theory purports that communities contain historical perspectives from which ethical decisions may be derived (Kass, 2001).  Additionally, this approach recognizes that sometimes the limiting of freedom of the individual is necessary for the sake of the common good.  This is somewhat like Utilitarianism in its focus on benefits to society, but it departs from the Utilitarian focus on the individual (the largest number of individuals).


When applied to the HIV/ AIDS partner notification issue, the Communitarian perspective would immediately strike down present day hindrances in HIV/ AIDS surveillance efforts.  Because traditional epidemiologic practices normally include state reporting, with name identification, in the control of infectious diseases, the communitarian would argue that the lack of proper disease surveillance and partner notification, hampers solid epidemiologic efforts to protect the nation’s citizens from HIV/ AIDS.  While the need for privacy is often fiercely defended in this matter, the Communitarian perspective would assert that the lives of exposed and/ or infected individuals, as well as the prevention and control of the disease, are more important; of the two, they represent the greater good.
Applied Moral Reasoning


In assessing Kantian, Utilitarian, and Communitarian theories, it seems that each offers some elements that may contribute to an effective, ethical solution to the issue of HIV/ AIDS partner notification.  Clearly, there must be a delicate balance between the individual and the masses, since one would not exist without the other.  With this in mind, perhaps the issue may be morally reasoned by utilizing casuistry and analogical reasoning.  Since the issue at hand deals with ethical questions regarding privacy, harm, and treatment in HIV/ AIDS partner identification, the following maxims have been delineated to aid the moral reasoning process:
1. The individual has a right to autonomy and privacy.
2. ¨Do no harm.¨- Hippocratic Oath

3. People have a right to medical care.
While there are numerous maxims that could be applied, these three are particularly relevant to the issue of partner notification, and will therefore be addressed.  
1. The individual has a right to autonomy and privacy.

Most in the United States would agree that this maxim is fundamental to the American way of doing things.  Freedom is at the center.  While discussion could ensue as to what these terms mean, for the sake of developing some semblance of a solution, autonomy will be defined in this paper as the ability to make one’s own choices, and privacy will be defined as respecting a person’s personal space.


In case of HIV/ AIDS notification, if a person has the right to make his or her own choices, then the person has the right to tell or not tell about HIV infection.  However, if such is the case, then this principle would apply to both the infected and healthcare providers. If both have a right to autonomy, to make choices, then both have an equal right to make their decisions accordingly.  Yet, if there exists the right to privacy, or respecting a person’s personal space, and both the HIV infected and the healthcare worker have this right, then the decisions of each cannot disrespect the privacy of the other.   This does not mean, however, that state reporting and partner notification cannot include names, but rather, that it must be done in a way the respects both autonomy and privacy in the process.
2. Do no harm.¨- Hippocratic Oath


Another maxim, ¨Do no harm¨ is one that is familiar to all, especially those within medical and allied health professions.  When taken within the proper context of the medical profession, harm may be defined as causing physical injury, pain, and/ or death.  While some may argue that harm may extend beyond the physical, debate over the scope will likely never reach consensus.  However, virtually all can agree that this maxim, an oath taken by physicians, definitely relates to physical injury, pain and/ or death, so this will be the scope of the term harm for this paper.

If the maxim ¨Do no harm¨ means that physical injury, pain, and/ or death must be avoided in medical and research practice, and it is the prerogative of all healthcare and public health professionals to follow it, then they must strive to prevent the occurrence of harm to patients.  If this is the case, then they must strive to prevent the incidence of physical injury, pain, and/ or death in HIV/ AIDS patients by offering treatment.  Yet, if this maxim is an oath that entails obligation toward the general populace, and individuals make up the general populace, then healthcare professionals must aim to prevent the occurrence of harm in both.  If such is the case, then they must not only treat HIV/ AIDS patients they see, but also, they must treat others to improve health and control disease, thus aiming to prevent physical harm in all.  

If it is their prerogative to ¨Do no harm¨ for the sake of the common good, and HIV/ AIDS partner notification would facilitate identification, testing, and treatment of disease, then it is necessary to do so.  If partner notification prevents physical harm, and it is only effective with name identification, and this method is utilized with all other sexually transmitted diseases, then it would be reasonable to incorporate it in HIV/ AIDS partner notification to fulfill the Hippocratic Oath, ¨Do no harm.¨
3. People have a right to medical care.


In addition to the Hippocratic Oath, the belief that people have a right to medical care is embraced by virtually all in the United States.  Medical care may be defined as any course of action that aims to improve health.  This may include testing, curative, or palliative treatment.

If people have a right to medical care, then the opportunity must be available for them to choose or not choose to receive it.  If each individual has the right to autonomy in medical care, and another inhibits this right by their own right to autonomy and privacy, the individual has crossed the boundary of respect, and furthermore, has placed another in harm´s way by placing their rights above another.  If an HIV positive person crosses this boundary, then this individual is disrespecting the right to autonomy, prevention of harm, and right to medical care, thus placing the exposed person’s life in jeopardy.  If this is permitted on a grand scale, then not only are these maxims violated, but also, many cases will go undetected and untreated, and will place any number of the general population in danger of HIV infection and possible death.  Therefore, while maxims like the right to medical care and ¨Do no harm¨ may conflict with a need for autonomy and privacy, in this matter, the greater good would be to save lives through traditional state reporting, partner notification, and other disease surveillance methods.
Possible Solution

Yet, it is important in developing a solution that all these maxims be honored as much as possible.  Therefore, a feasible resolution to this issue may be to include name identification in state reporting and partner notification, but to place stricter legislative controls that would focus more on confidentiality loopholes to ensure that the individual is protected from discrimination.  Perhaps, name identification may be limited to state reporting, while in the case of partner notification, the notified partners are not given names, but rather, testing recommendations, unless informed consent was previously granted.  This would prevent violence from occurring in many instances, because there would still be protections in place for the HIV positive individual.  
Conclusion

While the debate over HIV/ AIDS state reporting, and subsequent partner notification, will likely continue in the decades to come, there are changes to the current method of HIV/ AIDS surveillance that must occur – namely a consistent traditional disease surveillance method that is practiced by all states nationwide.  This system must include state reporting with names listed and partner notification with selective name identification.  While continued efforts must be made to protect patient confidentiality, without these critical epidemiologic practices, HIV/ AIDS will continue to proliferate, as well as the disrespect of individual rights in American society.  
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