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A Critical Intersection
Human Rights, Public Health
Nursing, and Nursing Ethics

Cheryl E. Easley, PhD, RN; Carol Easley Allen, PhD, RN

Public health nurses must make moral decisions regarding practice in complex situations
fraught with competing moral claims. While nurses often frame practice decisions within
the context of ethical theory, consideration of human rights perspectives is more recent.
Basic concepts of nursing and public health ethics and of human rights, in relationship to
public health, will be discussed and related to the practice of public health nursing. Inter-
sections of human rights, ethics, and public health nursing practice will be discussed in light
of the assertion of health as a human right and described using the issues of HIV/AIDS and
genetics/genomics. Key words: bioethics, ethics, genetics, genomics, HIV/AIDS, human
rights, nursing ethics, public health, public health nursing

ALTHOUGH concern with ethical deci-
sion making is a common component of

general as well as public health nursing prac-
tice, familiarity with the discipline and prin-
ciples of human rights and consideration of
how they might inform nursing thought and
action are much more recent and not nearly
as widespread. What are human rights and
how do they intersect with nursing and pub-
lic health ethics? What are the areas in which
these concerns are compatible and in what
ways might they come into conflict as pub-
lic health nurses seek to fulfill the responsi-
bility of providing healthcare for individuals,
groups, and populations?

NURSING ETHICS AND ETHICAL

STATEMENTS

Ethics may have many definitions. It can be
viewed as “a generic term for various ways
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of understanding and examining the moral
life.”1(p1) With a primary concern for the du-
ties of human beings, the study of ethics in-
cludes both social morality and philosophical
reflection.

Bioethics, a subfield of ethics, is concerned
with ethical concerns that result from ad-
vances in healthcare. Bioethical concerns be-
came salient when the Nuremberg Tribunal
after World War II reviewed the human rights
abuses that Nazi physicians perpetrated in
the name of scientific experimentation. The
resulting Nuremberg Code of 1947 provides
the foundation for the protection of human
subjects in research. Bioethics in its develop-
ment has continued an emphasis on such indi-
vidual human rights as freedom, choice, and
self-determinism. The individualized focus of
bioethics has represented the self-interest of
the individual as more significant than the in-
terests of family or community.2,3

Major social movements of the 1960s and
1970s, including the campaign for nuclear
disarmament, the civil rights movement, the
peace movement, and the protest against the
war in Vietnam, as well as the development
of new medical technologies that raised
seemingly unanswerable ethical questions,
led to the further development of bioethics.
A frequent concern was the equitable
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distribution of scarce healthcare technologies
such as renal dialysis and organ transplants.
Other bioethical concerns include the ethics
of informed consent by research subjects,
environmental ethics, ethics of sexuality and
reproduction, ethics of genetic choice and
manipulation, and the ethics of research.
From its inception, bioethics has been a
multidisciplinary enterprise, involving not
only nurses, physicians, and other biomed-
ical scientists, but also thinkers from law,
economics, and public policy.4,5

Nurses have practiced within a context
of ethics since the beginning of professional
nursing in the 19th century. The impetus
for the professionalization of nursing found
expression in the “Nightingale Pledge” in
1893 and the subsequently suggested ethical
codes that led to the first formally adopted
code in 1950. Ethical codes, in nursing as in
other professions, serve not only to define
such groups as “professional” as opposed to
“occupational,” but also to outline primary
duties, responsibilities, and obligations. The
most recent revision of the American Nurses
Association’s6 (ANA’s) ethical code as well
as the International Council of Nursing’s7

(ICN’s) code include provisions and stan-
dards that address human rights duties and
obligations.

HUMAN RIGHTS AND HUMAN RIGHTS

DOCUMENTS

Human rights are rights that all people pos-
sess by virtue of being human. These rights
are universal, inhering in all human beings
equally regardless of other duties they may
have or statuses that they occupy. Rights
are legally or morally recognized claims or
entitlements to something or against some-
one else.8–10 Human rights in their modern
conceptualization derive from 2 interrelated
streams: ideas of moral or natural laws that are
not codified and provisions of international
law that can be ratified by nation states. The
United States Declaration of Independence re-
flects the former in its assertion that “all men

are created equal and are endowed by their
Creator with certain inalienable rights.” The
Bill of Rights embodied in our constitution is
an example of the latter.

Contemporary concern with the enuncia-
tion and enforcement of human rights sprang
from global revulsion from the gross crimes
against humanity perpetrated during World
War II. The aim “to reaffirm faith in funda-
mental human rights, in the dignity and worth
of the human person, in the equal rights of
men and women and of nations large and
small. . . .” is found in the Preamble of the
Charter of the United Nations.11 Early in its
history, the United Nations Organization de-
veloped the foundational document of inter-
national human rights, the Universal Decla-
ration of Human Rights12 (UDHR). Declara-
tions embody broad general principles and
are not legally enforceable. Such documents
promulgated by the United Nations are gener-
ally elaborated by conventions or covenants
to which nation states may choose to sub-
scribe through the process of ratification.
These statements are more specific and have
the force of law. The provisions of the UDHR
were specified in 2 subsequent documents:
The International Covenant on Civil and Po-
litical Rights13 (ICCPR) and the International
Covenant on Economic, Social and Cultural
Rights14 (ICESCR). These 3 documents with
additional optional protocols to the ICCPR
form what is called the International Bill of
Human Rights. Adherence by national govern-
ments to ratified principles of human rights
is monitored by designated bodies within
the United Nations and by independent non-
governmental organizations (NGOs) such as
Amnesty International, Human Rights Watch,
and Physicians for Human Rights.

Consideration is made for limitation or
derogation of certain rights in the face of
emergencies that threaten public welfare,
provided that these actions are not in viola-
tion of international law and do not involve
discrimination. Rights to life and against tor-
ture, involuntary participation in medical or
scientific experimentation, and slavery, how-
ever, are not subject to derogation.12 “Thus,
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some restrictions on certain human rights in
the interest of public health may be allowed
when the situation leaves no alternative, but
this action should always be preceded by
a careful and deliberate process of decision
making, should be monitored, and should be
lifted as soon as possible.10

Fundamental concepts introduced in the
UDHR and embodied in the ICCPR and the
ICESCR include the recognition of the inher-
ent dignity, freedom, and rights with which
all humans are born; the equality of all people;
self-determination; the repudiation of discrim-
ination on the basis of race, gender, religion,
political or other opinion, nationality, socioe-
conomic class, or any other status; life, lib-
erty, and personal security. The family is rec-
ognized as the natural and fundamental unit
of society with entitlement to protection by
society and states.

The right to health is recognized in the In-
ternational Bill of Human Rights and in other
United Nations and World Health Organiza-
tion (WHO) documents including the Con-
stitution of the WHO,15 the Declaration of
Alma-Ata (Alma-Ata),16 the Ottawa Charter for
Heath Promotion (Ottawa),17 the Convention
on the Rights of the Child (CRC),18 the Con-
vention on the Elimination of All Forms of Dis-
crimination against Women (CEDAW),19 and
the International Convention on the Elimi-
nation of All Forms of Racial Discrimination
(ICERD).20 Additional UN statements speak to
concerns for the rights and welfare of vari-
ous vulnerable groups such as prisoners, mi-
grants, indigenous persons, and refugees.

In 2005, the United Nations Educational,
Social and Cultural Organization (UNESCO)
adopted the declaration on bioethics and hu-
man rights. It established normative princi-
ples in 15 areas, including human dignity and
human rights; equality, justice, and equity;
and protection of future generations.21 While
some of the fundamental documents that ad-
dress the right to health, such as the CRC and
CEDAW, have not been ratified by the United
States, the practice and advocacy action of
public health and other nurses can be and are
informed by the imperatives they assert.

CONSIDERATIONS OF PUBLIC HEALTH

AND PUBLIC HEALTH NURSING

Public health has been defined as “what
we, as a society, do collectively to assure
the conditions for people to be healthy.”22(p1)

This definition, which stresses the societal re-
sponsibility for the health promotion of the
population as a whole, raises an important
question about the scope of public health. Is
public health responsibility confined to the
prevention of the immediate causes of injury
and disease, or should public health be more
concerned with the alleviation of the larger
social and economic problems that have an
impact on health and disease, such as poverty,
violence, and inadequate housing?2(pxix) In a
consideration of the intersection of human
rights, public health, and ethical concerns,
these questions may serve to point up the
areas of discontinuity between the several
perspectives, particularly as each perspec-
tive finds expression in public health nursing
praxis.

Immediately we can see some lack of con-
gruence in the concerns of bioethics and pub-
lic health. The bioethics emphasis on the
rights and interests of the individual is not al-
ways decisive in public health, and may, in
fact, hinder critical thinking about healthy
communities. “The field of public health is
concerned primarily with prevention rather
than treatment, populations rather than indi-
viduals, and collective goods rather than per-
sonal rights or interests.”2(pxxiii) Public health
is more concerned with public goods that can
be achieved only by collective action, such
as clean water, adequate housing, and public
safety, and with societal regulation of shared
risks. The public health perspective shows
no hesitation to call on individuals to sac-
rifice some of their self-interest in order to
gain the benefits of a safe and healthy society.
Bioethics poses the question: “What desires
and needs do you have as an autonomous,
rights-bearing individual? By contrast, public
health asks another kind of question: What
kind of community do you want and de-
serve to live in and what personal interests
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are you willing to forego to achieve a good
society?”2(pxxiv)

The nature of public health nursing prac-
tice makes it ideal for an examination of the
application of human rights concepts to nurs-
ing. Public health nursing practice is focused
directly on the extension of nursing care from
the individual to the family, the group, and
the community. Public health nursing has a
particular concern for the vulnerable popu-
lation groups that are frequently the target
of human rights abuses, for example, those
who are poor, marginalized, members of eth-
nic minorities who experience discrimination
in the society. The ethical position of public
health nurses, unlike other nursing special-
ties, is founded not only on nursing ethics but
also on public health ethics. This adds addi-
tional complexity to the attempt to integrate
a human rights perspective into public health
nursing practice.

The 1999 Scope and Standards for Pub-
lic Health Nursing Practice was published by
the ANA as a collaborative revision of previ-
ous documents that described public health
nursing. In it public health nursing is defined
as

the practice of promoting and protecting the

health of populations using knowledge from nurs-

ing, social, and public health sciences. . . . Public

health nursing is population-focused, community-

oriented nursing practice. The goal of public

health nursing is the prevention of disease and dis-

ability for all people through the creation of condi-

tions in which people can be healthy.23(p2)

With its primary concern for maximizing
the greatest good of the greatest number, 19th-
century utilitarianism provides the philosoph-
ical basis for modern public health practice,
including public health nursing practice. The
public health gives primacy to population
rather than the individual, and may use the co-
ercive powers of the state to enforce public
health interventions, such as immunization,
reporting, and quarantine.

Balancing interests of the individual against
those of the state is a historical and contempo-
raneous issue in public health practice. Small-

pox vaccination was the concern in the early
1900s. Beginning in the 1980s the HIV/AIDS
epidemic has given rise to the questions re-
garding reporting and confidentiality. Issues
related to giving emergency protective pow-
ers to governors and state health departments
in the face of the anthrax scares subsequent
to September 11, 2001, and the possibility
of widespread quarantine to combat severe
acute respiratory syndrome (SARS) have been
controversial in recent years.24

In 2000, the American Public Health Asso-
ciation adopted the following principles on
Public Health and Human Rights that were de-
veloped under the leadership of the Interna-
tional Human Rights Committee:

1. All human beings are equal in dignity
and rights.

2. All human beings are entitled to the
enjoyment of all human rights without
discrimination.

3. The realization of the highest standard
of health requires respect for all hu-
man rights, which are indivisible, in-
terdependent, and interrelated.

4. An essential dimension of human
rights is the right to health, including
conditions that promote and safeguard
health and access to culturally accept-
able healthcare.

5. Human rights must not be sacrificed
to achieve public health goals, except
in extraordinary circumstances, in ac-
cordance with the requirements of in-
ternationally recognized human rights
standards.

6. The active collaboration of public
health and human rights workers is a
necessary and invaluable means of ad-
vancing their common purposes and
values.25

SOCIAL JUSTICE

Social Justice is an expression used in the
disciplines of ethics and theology to refer to
fair, equitable, and appropriate distribution
of social benefits and burdens determined by
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justified norms that structure the terms of so-
cial cooperation; and the distribution of pri-
mary social goods, such as economic goods
and fundamental political rights; but bur-
dens are also within its scope.26,27 Decisions
related to social justice affect human mortal-
ity. Despite a high and growing global econ-
omy, billions are condemned to severe, life-
long poverty with a related annual death toll
from related causes of approximately 18 mil-
lion or one third of all human deaths. Those
living below the $2/day World Bank inter-
national poverty line constitute 44% of the
world’s population. They consume only 1.3%
of the global product and would need only 1%
more to escape poverty as defined above. The
high-income countries have 955 million citi-
zens who consume about 81% of the global
product. Their average per capital income
is nearly 180 times greater than that of the
poor.28 The issue of social justice is integral to
many of the concerns of ethics, human rights,
and public health as will be seen in the discus-
sion that follows.

INTERSECTIONS OF PUBLIC HEALTH

NURSING, NURSING ETHICS, AND

HUMAN RIGHTS

While both human rights and ethics find a
basis in moral philosophy, they employ differ-
ent perspectives. Ethical discourse focuses on
the rationale for and determination of right
behavior, often seen in the moral codes of var-
ious professions or in models for ethical de-
cision making. By contrast, human rights, is
concerned with the legal obligations of na-
tion states to their citizens that are codified in
national and/or international law. While both
disciplines stress respect for human beings
and the preservation of human dignity, con-
flicts may occur, for example, when utilitar-
ian ethics may indicate that individual rights
should be subordinated to the good of the
whole.29

The critical intersection of human rights,
nursing ethics, and public health nursing pro-
vides an opportunity to examine the nuances

of the moral stance of the nurse as he or
she encounters real-life nursing situations, ei-
ther in providing direct care or in advocat-
ing for more distantly related health issues.
Each of these conceptualizations—human
rights, nursing ethics, and public health nurs-
ing practice—represents a particular perspec-
tive, or worldview, that may or may not be
compatible with the other perspectives in ev-
ery respect. Understanding each perspective
and the relationships among them can assist
in the integration of human rights concepts
in nursing’s self-understanding of its roles and
obligations.

Mann30 believed that the interaction of
health and human rights would contribute
more to the advancement of human well-
being than either field could alone and pro-
posed 3 types of linkages:

The impact of health policies, programs, and
practices on human rights, especially as
seen in the use of state power in pub-
lic health. Here the stress point that must
be addressed is the potential for human
rights violations against vulnerable pop-
ulations through policy formation or the
implementation of measures designed to
fulfill the core public health functions
of assessment, policy development, and
assurance. While in some cases, human
rights must be limited to protect the com-
munity, such actions must be carefully re-
stricted. Certain rights, for example, the
right to be free from torture or slavery, are
considered inviolable under all circum-
stances. The restriction of other rights
must be in the interest of a legitimate
objective, determined by law, imposed
in the least intrusive, nonarbitrary means
possible, and strictly necessary to the pur-
poses of a democratic society.

Health impacts resulting from violations
of human rights. Serious or possibly
life-threatening consequences will always
result from severe violations of human
rights such as torture or inhumane im-
prisonment. Furthermore, the violation
of the right to information or the failure
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to provide for safe workplaces may also
cause harm to physical or emotional
health.

Health and human rights: Exploring an in-
extricable linkage. Examples of this con-
nection include cases in which discrimi-
nation, stigmatization, and lack of respect
for human dignity have increased the risk
of vulnerable groups being exposed to
HIV. In addition, health can be seen as
a precondition to the capacity to realize
and enjoy human rights.

Nurses are generally familiar with utilitar-
ian and deontological ethics, with many sub-
scribing, at least in theory, to deontological
concepts. Central ethical principles of auton-
omy, beneficence, nonmaleficence, and jus-
tice can be identified as basic assumptions
in nursing’s ethical codes. Human rights per-
spectives, however, are less explicit in nurs-
ing’s worldview. This is not to suggest that
nurses are not concerned with human rights
issues, but only to note that for most nurses,
a human rights perspective is not an explicit
foundation for conceptualization or practice.
As the discipline of nursing expands its con-
ceptual repertoire to include human rights
more explicitly, it is important to consider
how a human rights perspective is integrated
appropriately with nursing’s traditional and
formalized ethical stance.

Issues related to health as a human right

The UDHR asserts in Article 25 that

1. everyone has the right to a standard
of living adequate for the health and
well-being of himself and of his family,
including food, clothing, housing and
medical care and necessary social ser-
vices, and the right to security in the
event of unemployment, sickness, dis-
ability, widowhood, old age, or other
lack of livelihood in circumstances be-
yond his control; and

2. motherhood and childhood are enti-
tled to special care and assistance. All
children, whether born in or out of

wedlock, shall enjoy the same social
protection.12

The right to health is further elaborated in
several articles of the ICESCR. Article 7, which
describes rights to favorable conditions of
work, includes the right to “safe and healthy
work conditions.” Article 11 recognizes the
right to adequate living standards for individ-
uals and families, including adequate food,
clothing, and housing. Article 12 presents the
most far-reaching statement, “the right of ev-
eryone to the enjoyment of the highest attain-
able standard of physical and mental health.”
Steps to be taken to ensure this right in-
clude the reduction of stillbirths and infant
mortality and for healthy child development;
improvement of environmental and occupa-
tional hygiene; the prevention of disease; and
the assurance of all medical services in the
case of illness.14

The Constitution of the World Health Or-
ganization provides a comprehensive defini-
tion of health as “a state of complete phys-
ical, mental and social well-being and not
merely the absence of disease or infirmity.” It
reasserts the right to the highest attainable
standard of health without distinction due
to personal status and as “fundamental to
the attainment of peace and security.”15(p1)

The 1978 international conference on pri-
mary healthcare resulted in the declaration of
Alma-Ata, a widely referenced treatise on the
delivery of community-based primary health-
care. This document proposed the responsi-
bility of governments for the health of their
people and stated that “The promotion and
protection of the health of the people is essen-
tial to sustained economic and social devel-
opment and contributes to a better quality of
life and to world peace.”16 Other international
treaties such as the CRC and CEDAW also ad-
dress health as a right of the specific popula-
tions with which they are concerned.18,19

To speak of health as a human right or to
refer to the “right to health” is to employ a
shorthand expression that denotes the spe-
cific language found in international human
rights treaties and fundamental human rights
principles.31 The statements on health as a



A Critical Intersection 373

human right referenced above involve a num-
ber of value issues of concern to public health
nurses, including universal access to health-
care, determinants of health status, healthcare
of vulnerable populations, provision of cultur-
ally sensitive/competent healthcare, and par-
ticipation in healthcare research.

While some economists and thinkers on
healthcare regard the concept of the right to
health as overly vague and idealistic, others
maintain that it at least implies equity in the
provision of healthcare services.31 Nurses and
public health nurses have made significant
contributions to the extension of healthcare
to all, including vulnerable populations. The
practice of public health nurses and nurse
practitioners, in particular, demonstrate com-
mitment to the care of those populations
who by reason of race, class, socioeconomic
status, and urban or rural/frontier residence
have often been marginalized in the deliv-
ery of basic healthcare. This commitment to
health as a human right is enjoined in the
ICN code of ethics for nurses statement, “The
nurse shares with society the responsibility
for initiating and supporting action to meet
the health and social needs of the public, in
particular those of vulnerable populations.”7

Public health workers are called upon to “ad-
vocate and work for the empowerment of
disenfranchised community members, aiming
to ensure that the basic resources and con-
ditions necessary for health are accessible to
all.”32 International human rights documents
emphasize the need for special protection of
mothers and children and of other vulnerable
populations.14

Extension of the implications of the right
to the highest attainable standard of health
may involve shouldering the obligation to ad-
vocate for access to universal healthcare in
this country and globally. The plight of more
than 45 million Americans who lack health in-
surance and the looming issue of increased
demand as the baby boom generation ages
provide the imperative for concerned nurses
to lead in the development of cost-effective
and community-based systems that will max-
imize resources and ensure the provision of

quality healthcare for all. Public health nurses
must help their communities and community
leaders realize the relationship between the
health of populations and the overall well-
being of the society as a whole.

The right to health as described in inter-
national human rights documents and as un-
derstood by public health nurses embraces
not only the provision of healthcare services
but also consideration of the environmental
and contextual factors that are important de-
terminants of health status. The ICN code
speaks of nurses sharing “responsibility to
sustain and protect the natural environment
from depletion, pollution, degradation and
destruction.”7 One of the principles of the
Ethical Practice of Public Health is that “Pub-
lic health programs and policies should be im-
plemented in a manner that most enhances
the physical and social environment.”32 These
statements may well be expanded to in-
clude attention to other social determinants
of health including issues of poverty, access to
education and clear health communications,
housing, and occupational safety, as well as
the overall health of the community. The
Ottawa Charter for Health Promotion iden-
tifies fundamental conditions and resources
for health as “peace, shelter, education, food,
income, a stable ecosystem, sustainable re-
sources, social justice and equity.”17

Concern for safeguarding the right to
health for all peoples of the world will lead
nurses and other leaders in the delivery of
healthcare to functional ethically with regard
to the recruitment of nurses and other health-
care professionals from other less financially
able countries abroad. Shortages of nurses in
many two-thirds world countries result from
a number of complex factors, including the
inability for some nations to adequately com-
pensate healthcare providers.33 As the nurs-
ing shortage deepens in the industrialized
countries, aggressive efforts to recruit well-
prepared nurses from countries in Africa and
the Caribbean exacerbate problems with pro-
vision of healthcare to their populations, es-
pecially as they confront growing incidences
of HIV/AIDS. The ANA code for nurses refers
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to the ethical obligation of nurses to col-
laborate “with other healthcare professionals
and the public in promoting community, na-
tional, and international efforts to meet health
needs.”6(p23)

In this case, the right of foreign nurses to
emigrate to seek employment and enhanced
opportunities may conflict with the health-
care needs of the sending country that in
many cases paid for the education of these
nurses.34 The monetary loss to the sending
country might well be seen to include not
only the cost of education but also the loss
of tax revenue over nurses’ careers, poorer
population health due to the lack of adequate
care, and the high cost of hiring expatriate
nurses to fill vacancies. In addition to inter-
national agreements to compensate the send-
ing countries for costs related to nurse migra-
tion, some innovative ideas for “recirculation
of skills” have been proposed. Some of these
involve partnerships among funding agencies,
healthcare facilities, and educational institu-
tions to support technology and knowledge
transfer; and facilitate the temporary return of
immigrant nurses to their native countries to
enhance nursing education and practice.35

The UDHR asserts that “Everyone has the
right freely to participate in the cultural life of
the community, to enjoy the arts and to share
in scientific advancement and its benefits.”12

These ideas are echoed in the ICESCR.14 Con-
cern for cultural rights is reflected in the UN
Draft Declaration on the Rights of Indigenous
Peoples36 that asserts their rights to distinct
cultural characteristics and to be different.
Ethical public health programs and policies
will “incorporate a variety of approaches that
anticipate and respect diverse values, beliefs,
and cultures in the community.”37 Nurses
are enjoined to provide “an environment in
which the human rights, values, customs, and
spiritual beliefs of the individual, family, and
community are respected.”7 From a tradition
of over 100 years of practice in a variety of cul-
tural communities, public health nurses are
familiar with the challenges of intercultural
delivery of care. A logical extension of this
mandate could be the need for nursing re-

search to be developed and implemented in
collaboration with diverse communities and
populations such that advancements in nurs-
ing knowledge are appropriately applicable
to the enhancement of their health status.
The development or rebuilding of trusting re-
lationships between health researchers and
populations such as African Americans and
American Indians/Alaska Natives who have
suffered exploitation by health researchers is
a critical need.

HIV/AIDS AS A SEMINAL EXAMPLE OF

THE HEALTH AND HUMAN RIGHTS

INTERSECTION

The human rights issues raised by the
HIV/AIDS pandemic have focused attention
on the intersection of health, public health,
and human rights. The late Jonathan Mann, Di-
rector of the Francois Xavier Bagnoud Center
for Health and Human Rights at the Harvard
University School of Public Health until his
tragic death in 1998, and noted for his work as
founder of the United Nations AIDS program,
was a theorist on the global impact of the
disease. The HIV/AIDS pandemic for Mann37

marked the first time in history that human
rights issues became central to public health
strategies for an infectious disease. Bioethical
and human rights issues are central to pub-
lic health strategies for the prevention and
control of HIV/AIDS. The violation of human
rights, particularly the rights of women and
children, plays a direct role in the spread of
the virus. The 2-phased movement of the link-
age between the disease and human rights re-
flects the complexity of the interaction be-
tween health, ethics, and human rights.

The first phase involved problems of “dis-
crimination, stigmatization, and the marginal-
ization of people infected with HIV, people
with AIDS, and members of population
groups considered at high risk for HIV
infection.”37(p1) Because of these problems,
people resisted being identified as having ac-
quired HIV, leading to decreased effective-
ness of public efforts to prevent and control
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the infection. The global approach to this
situation was motivated, not by concern
with fundamental human rights, but rather
with more pragmatic concerns with coer-
cive approaches to HIV prevention. Viola-
tions of human rights were seen as tragic
and preventable effects of the pandemic. So
the prevention of human rights abuses—
discrimination against people infected and af-
fected by a disease—became an integral part
of the global public health approach to epi-
demic control.

The second phase of the relationship be-
tween health and human rights in the context
of the HIV/AIDS pandemic revolved around
the concept of vulnerability: the extent to
which persons are able to make and act upon
informed decisions about their health. Mann
contended that people who were able to
make and effectuate free and informed health-
related decisions were least vulnerable to HIV.
Three categories of societal preconditions for
reducing vulnerability to HIV were identified:
political/governmental, for example, lack of
political interest in the disease or governmen-
tal inference with free access to information
about the disease; sociocultural, for example,
societal norms about gender roles or sexual
taboos; and economic, for example, poverty,
income disparity, and lack of resources for
prevention. Addressing these societal precon-
ditions to vulnerability became part of the
strategy for public health work in relationship
to HIV control.

The progression of the pandemic, regard-
less of the population group that was af-
fected initially, has always moved eventually
to those in the society who are most stigma-
tized and marginalized and who face discrim-
ination. For example, in the United States,
where gay men were first affected, HIV/AIDS
is now increasingly found among inner-city
minority populations, injecting drug users,
and women. Currently, 67% of new cases of
HIV are found among black women. While
blacks made up 12% of the US population,
they accounted for 51% of the incidence of
HIV infections between 2001 and 2004, and
for 50% of new AIDS diagnoses in 2005.37–39

The complexity of the intersection of
health and human rights issues in relationship
to HIV/AIDS is illustrated by the seemingly
paradoxical fact that in many societies, being
married and monogamous is a risk factor for
HIV infection. The explanation for this situ-
ation is that for many women, risk is deter-
mined by the sexual behavior of their primary
partner. Thus, married monogamous women
who have little or no control over their own
sexual decision making cannot insist upon the
use of condoms by husbands who may have
multiple sexual partners. In this case, the lack
of human rights for women has a direct effect
on their health status.37

In its 2006 Report on the Global AIDS
Epidemic UNAIDS,40 the Joint United Nations
Programme on HIV/AIDS, holds that the AIDS
response in many countries is insufficiently
grounded in human rights. Although 6 of
every 10 countries surveyed reported laws
and regulations to protect people living with
HIV from discrimination, many countries in-
dicated that such laws were not fully imple-
mented or enforced, largely due to lack of
funding. In addition, half of countries sur-
veyed indicated the existence of policies that
interfered with accessibility and effectiveness
of HIV prevention and care measures, such
as prohibiting condom and needle access for
prisoners and using residency status to pre-
vent access to prevention and treatment ser-
vices. Many countries have opted for less ef-
fective generalized prevention efforts rather
than targeting funding to populations at high-
est risk.

Although incidence rates for HIV are de-
clining in the United States, public health
nurses must be aware of the human rights
context in which HIV/AIDS prevention and
care resides. As noted earlier, HIV/AIDS even-
tually affects those who are marginalized
in any country. In the United States, the
HIV/AIDS is increasing at the greatest rate
among black women. The demographic pro-
file of women at highest risk for HIV infec-
tion is young women, women of color, and
low-income women. While both black and
Hispanic women are at greatest risk, the rate
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of new AIDS diagnoses among black women
is 4 times that of Hispanic women (and
24 times the rate for white women). What
is often overlooked is that this same de-
mographic profile characterizes women who
have incarcerated sexual or drug partners. Be-
cause HIV prevalence is over 5 times greater
among incarcerated males than among men in
the general population, the partners of incar-
cerated males are at greater risk. The human
rights implications of the disproportionate
percentage of black males in the US society
that are incarcerated completes the contex-
tual circle that places black women at higher
risk of HIV infection.38–45 Knowledge of the
human rights context for the HIV experience
of a high-risk subpopulation, black women,
provides the public health nurse with a crit-
ical understanding that should inform assess-
ment, contextually sensitive care, and preven-
tion efforts.

The prevention and control of HIV/AIDS
represents a clear obligation for public health
and human rights efforts to be combined. Hu-
man rights violations that increase vulnerabil-
ity to HIV infection, such as the right to in-
formation, equal status of women and men in
marriage, and nondiscrimination, must be tar-
geted by all categories of healthcare profes-
sionals who are involved in the care of pa-
tients and communities affected by HIV/AIDS.
Public health nursing practice implications
for those infected with and affected by HIV,
both in the United States and abroad, include
consideration of ethical and human rights
concerns. Patients and families must be pro-
tected from discrimination and provided with
privacy and confidentiality; equal access to
healthcare and insurance; and basic human re-
sources, such as job security, housing, and ed-
ucational opportunities.

GENETICS/GENOMICS: AN EMERGING

ISSUE IN ETHICS AND HUMAN RIGHTS

FOR PUBLIC HEALTH NURSES

Genetics, the study of the functions and
effects of single genes, is often associated

with diseases such as Down syndrome or
Huntington disease. Genomics is the study,
not only of single genes, but also of the en-
tire human genome and the interactions of
multiple genes with each other and with
the environment.46 Genomics has become
very important since the mapping of the hu-
man genome has pointed to a relationship
among genetic factors, environmental expo-
sures, and a variety of chronic diseases. The
public health nursing emphasis on health pro-
motion and prevention renders competence
in the delivery of healthcare informed by new
genomic discoveries very important. The sig-
nificance of this area of public health prac-
tice will only intensify as the population ages
and the adverse effects of childhood obesity
and lack of exercise lead to an overall in-
crease of chronic disease across the lifespan.
Public health nurses must be ready to inter-
pret both avoidable and unavoidable risk fac-
tors for disease to individuals, families, and
communities.

Genetic risk factors, while unavoidable,
may be ameliorated by healthy lifestyle
choices, but this fact raises significant ethi-
cal and human rights issues. Should persons
be held accountable for making unhealthy
choices? To whom should information about
genetic predispositions be available? Should
societal resources be expended to provide
healthcare for those who knowingly place
themselves at risk for ill health? Should soci-
ety pay the cost when parents choose to have
children that they know will be impaired?
These troubling ethical questions with the
potential for human rights abuse are among
many concerns that arise from the failure
of our ethical and human rights understand-
ings to keep pace with rapid development
of healthcare technology. The public health
nurse, indeed each nurse, must develop a per-
sonal professional philosophy that guides his
or her practice. Placing genetic issues within
the context of ethics and human rights will
provide a rational and principled approach to
complex public health practice dilemmas.

The project to map the human genome has
been funded by the US Department of Energy
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(DOE) and the National Institutes of Health
(NIH). Since the inception of the project in
1990 these 2 agencies have devoted a small
portion of the budget toward the study of
the ethical, legal, and social issues (ELSI) sur-
rounding the availability of genetic informa-
tion. This effort is now the world’s largest
bioethics program, serving as a model for
other ELSI programs worldwide. Ethical and
human rights issues addressed by the ELSI
program include fairness in the use of ge-
netic information, privacy and confidential-
ity, stigmatization, and genetically modified
foods, among others.47

Public health genetic screening programs
have been used for many years to identify
persons at risk for genetic diseases. The pub-
lic health nurse may sometimes encounter
African American patients who are suspicious
of screening programs and the healthcare de-
livery system in general because of past prob-
lems created by the sickle cell screening pro-
gram of the 1970s. A brief history of genetic
screening highlights the intersection of pub-
lic health, ethics, and human rights, particu-
larly in the case of ethnic minorities.

In the 1970s, a major program was imple-
mented to screen African American children
and young adults for the mutation associated
with sickle cell disease. As a result of inade-
quate information, lack of sensitivity to eth-
nocultural issues, and misuse of personal test
data, the ethical and human rights interests
of many of the subjects were violated. Per-
sons who carried sickle cell trait were inac-
curately labeled as having the disease, and
subsequently ostracized, deprived of employ-
ment and educational opportunities, and de-
nied health and life insurance.48 Sensitive to
the public health problems that advances in
genetics and genomics might pose for some
segments of the public, the DOE has spon-
sored conferences and professional education
materials to explore the ethical impact of ge-
netic and genomic information on minority
communities.47

Some public health professionals note a
similarity between genetic screening and his-
torical public health screening measures used

to detect communicable diseases such as
tuberculosis. Genetically based diseases are
comparable to communicable diseases in the
possibility of spread from an affected per-
son to others. However, rather than spread-
ing horizontally through the population, as
in tuberculosis for example, genetic disease
is spread vertically through generations. Per-
sons that carry the genes that cause dis-
ease can be warned about their risks of hav-
ing genetically impaired children. The use of
genetic screening could provide the public
health system an opportunity to reach and
treat the approximately 3000 babies born
each year with diseases where early interven-
tion could be lifesaving.27

Laws mandating screening programs could
be justified by the power of the government
to secure the welfare of its citizens. Again,
public health measures that are used to con-
trol communicable diseases can provide a
model to control genetics diseases For exam-
ple, in the same way that parents are not al-
lowed to decide whether or not their children
are vaccinated against smallpox, it could be
argued that the government also has a duty
to identify newborns with phenylketonuria
(PKU) so that they can receive the appropri-
ate treatment.27

There is an argument, however, against the
application of the contagious disease model
to genetic screening programs. A smallpox
epidemic could threaten millions, while only
a few persons, by comparison, are at risk
for a particular genetic disease. In addition,
the lack of follow-up or counseling services
for some genetic screening programs leads to
questions about the benefits to participants.
Being told they are the carriers of a genetic
disease may cause more harm than good to
some people.27

Thus, public health genetic screening pro-
grams raise several ethical and human rights
questions. Do the benefits of such programs
outweigh their liabilities? Are screening pro-
grams so valuable that they justify the denial
of individual choice that is involved in re-
quired participation? What about the rights of
parents who do not want to know whether



378 ADVANCES IN NURSING SCIENCE/SEPTEMBER–DECEMBER 2007

their child has the genes responsible for a
particular disease? Is the state justified, in the
interest of protecting the child, to require par-
ents to know this information whether they
want to or not?27 These are questions the
public health nurse must ponder when ren-
dering care to families affected by genetic
conditions.

UNESCO adopted the International Dec-
laration on Human Genetic Data in 2003
to ensure the respect of human dignity
and protection of human rights and fun-
damental freedoms in the collection, pro-
cessing, use and storage of human genetic
data, human proteomic data of the biologi-
cal samples from which they are derived . . .

while giving due consideration to freedom of
thought and expression, including freedom of
research.49(p3)

The document references the special sta-
tus of genetic data in view of their predictive
power, the potential for significant impact on
the family that can extend over generations,
the unknown potential significance of biolog-
ical specimens at the time of their collection,
and the cultural significance that genetic data
may hold for persons or groups.

The Genetic Information Nondiscrimina-
tion Act (GINA) is a bill currently before
Congress that would prohibit discrimina-
tion on the basis of genetic information for
the purposes of employment or insurance.
Specifically, this act would prevent health
insurers and employers from using genetic
information to determine eligibility for insur-
ance, to set premiums, or to hire and fire
employees. Genetic nondiscrimination legis-
lation is highly controversial. It has been
introduced during every Congressional ses-
sion since 1995, each time without becoming
law.50

IMPLICATIONS FOR THE PROFESSIONAL

PUBLIC HEALTH NURSING ROLE

Principles of human rights along with pro-
fessional ethics serve to inform and enrich the
quality of care that public health nurses pro-
vide in situations that are increasingly com-
plex, both technologically and morally. This

process begins with recognition of the im-
perative of human rights as foundational to
responsible decision making regarding health-
care and a willingness to confront the dilem-
mas that will necessarily arise with deep re-
flection and humility. Action to ensure that
all people are able to enjoy the right to health
and related human rights will involve not only
informed care delivery but also advocacy and
community education on the part of commit-
ted public health nurses.

Continued collaboration of human rights
activists and public health professionals, in-
cluding public health nurses, can be expected
over time to result in advances in areas such
as the health and human rights of vulnera-
ble groups, the achievement of environmental
and occupational safety and health, the pro-
tection of human rights in the face of pub-
lic health emergencies, and the realization of
the economic and social conditions that are
necessary to the highest attainable standard
of health.

RESOURCES

The following list of organizations and jour-
nals is provided for those who may wish
to access additional references on human
rights and ethics or to contact related orga-
nizations.

American Nurses Association. The ANA has
developed a number of position state-
ments on ethics and human rights, in-
cluding such topics as stem cell research,
cultural diversity in nursing practice,
discrimination and racism in healthcare,
and patient self-determinism acts. http://
www.needlestick.org/readroom/
position/ethics/.

Amnesty International. An organization that
promotes the rights of incarcerated per-
sons around the world. www.amnesty.
org.

BMC Medical Ethics. Published by BioMed
Central. Open access, peer reviewed
journal that contains articles on the ethics
of medical research and practice. www.
biomedcentral.com/bmcmedethics.
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Case Western Reserve University, Center for
Genetic Research Ethics and Law. Funded
by the National Human Genome Re-
search Institute (NIH) to address issues
raised by advances in genetic and ge-
nomic research. http://www.case.edu/
med/bioethics/cgreal/index.htm.

Center for Medical Ethics and Health Pol-
icy. A joint project of Baylor College of
Medicine and Rice University. www.bmc.
edu/ethics/?PMID=3823.

Ethical, Legal, and Social Issues (ELSI). The US
Department of Energy (DOE) and the Na-
tional Institutes of Health (NIH) devoted
3% to 5% of their annual Human Genome
Project (HGP) budgets toward studying
the ELSI surrounding availability of
genetic information. This represents the
world’s largest bioethics program, which
has become a model for ELSI programs
around the world. ELSI focuses on the
various social concerns arising from ad-
vances in genetics and genomics. http://
www.ornl.gov/sci/techresources/Human
Genome/home.shtml.

Ethics and Public Health: Model Curricu-
lum. From the Association of Schools
of Public Health (ASPH) Curriculum Re-
sources. A joint project of the ASPH, the
Health Resources and Services Adminis-
tration, and the Hastings Center. www.
asph.org/document.cfm?page=723.

Francois Xavier Bagnoud Center for Health
and Human Rights. A center for human
rights education, research, and policy at
the Harvard School of Public Health. Pub-
lishes Health and Human Rights: An In-
ternational Journal. www.hsph.harvard.
edu/fxbcenter.

Georgetown University Medical Center, Cen-
ter for Clinical Bioethics. The center,
which complements the Kennedy Insti-
tute of Ethics, serves as an ethics re-
source for those who shape and pro-
vide healthcare. http://clinicalbioethics.
georgetown.edu/.

Global Human Rights Education Network.
BioMed Central International Health and
Human Rights. www.biomedcentral.
com/bmcinterhealthhumrights.

Hastings Center. An independent center dedi-
cated to advanced research and studies in
biomedical ethics. The Center publishes
The Hastings Center Report, a quarterly
journal focused on issues in healthcare
ethics. www.ascensionhealth.org/ethics/
public/issues/hastings.asp.

Human Rights Directory. Listing of thousands
of human rights organizations around the
world. www.idealist.org.

Human Rights Quarterly. http://muse.jhu.
edu/journals/humanrights quarterly.

Human Rights Watch. A major international
human rights organization dedicated to
protecting the human rights of people
around the world. www.hrw.org.

InterAction. Works to overcome poverty, ex-
clusion, and suffering by advancing so-
cial justice and basic dignity for all. www.
interaction.org.

International Society for Health and Human
Rights. www.ishhr.org.

JME Online. An international peer reviewed
journal for healthcare professionals and
researchers in medical ethics. Editor’s
choice section free of charge. Subscrip-
tion needed for general access. http://
jme.bmj.com/.

Joseph P. and Rose F. Kennedy Institute of
Ethics. The world’s oldest and most
comprehensive academic bioethics
center serves as a resource for research,
study, and policy development. The insti-
tute publishes the annual Bibliography
of Bioethics. http://kennedyinstitute.
georgetown.edu/index.htm. Accessed
October 17, 2007.

MacLean Center for Clinical Medical Ethics.
This center at the University of Chicago
fosters diverse activities and multidis-
ciplinary partnerships. http://medicine.
uchicago.edu/centers/ccme/index.htm.

Nursing Ethics. Fifty-seven issues of this
journal are available online, some free
of charge. www.ingentaconnect.com/
content/arn/ne.

Nursing Ethics. The Student’s Gopher. www.
freedomtocare.org/iane.htm.

Nursing Ethics at Boston College. At William
F. Connell School of Nursing, this project
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provides book abstracts, lectures, ethics
tools, databases, dissertations, library
collections, and links. www.bc.edu/
nursingethics.

Nursing Ethics Network (NEN). A nonprofit
organization of professional nurses
committed to the advancement of nurs-
ing ethics in clinical practice through
research, education, and consultation.
http://jmrileyrn.tripod.com/nen/nen.html.

People’s Movement for Human Rights Educa-
tion. See Health Page. www.pdhre.org/
rights/health.html.

Physicians for Human Rights. An organization
that works to expose and prevent human
rights violations around the world and
provide education in human rights for
healthcare professionals. www.phrusa.
org.

Public Health Ethics. A short course devel-
oped by the North Carolina Institute for
Public Health. www.sph.unc.edu/oce/
phethics.

Public Health Ethics Mini-Course. From the
Health Policy Student Association at the
University of Michigan. http://sitemaker.
umich.edu/hpsa/public health ethics
mini-course.

Resource Center of the Americas. Educates
and organizes to promote human rights,
democratic participation, economic jus-

tice, and cross-cultural understanding in
the context of globalization in the Ameri-
cas. www.americas.org.

The Center for Genetics and Society. Devel-
oped the Genetics Bill of Rights. http://
geneticsandsociety.org/article.php?id=
1991.

United Nations Office of the High Commis-
sioner for Human Rights (UNHCHR). The
United Nations vision is of a world in
which the human rights of all are fully
respected and enjoyed in conditions of
global peace. The High Commissioner
works to keep that vision to the forefront
through constant encouragement of the
international community and its mem-
ber States to uphold universally agreed
human rights standards. www.ohchr.
org.

University of Minnesota, Human Rights
Library. Provides Bioethics and Hu-
man Rights Links for online research.
http://www1.umn.edu/humanrts/links/
bioethics.html.

University of Washington, Ethics in Medicine.
An electronic resource developed as part
of the Bioethics Education Project, a
collaborative effort to expand and inte-
grate bioethics education throughout the
medical school curriculum. http://depts.
washington.edu/bioethx/toc.html.
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