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FOREWORD

Despite the tremendous improvements in overall health and life expectancy
during the past century, at the start of the twenty-first century there are un-
conscionable gaps in health for many vulnerable groups, including racial and
ethnic minorities and the poor. These gaps in health thrive in a climate of
economic and social inequities. These inequities create the conditions that ad-
versely affect the health of individuals and communities by denying individuals
and groups the equal opportunity to meet their basic human needs.

Minority children and children from low-income families continue to lag
behind their counterparts in almost every health indicator. Poor children are at
least twice as likely as are nonpoor children to suffer stunted growth or lead
poisoning. Black children and children from poor families are more likely to
have disabling asthma. Infants born to black mothers are more than twice as
likely as infants born to white mothers to die before their first birthdays. Black
and Mexican-American children living in older (pre-1946) housing are more
than twice as likely to have elevated blood lead levels as are white children
living in comparable housing.

Quality health care alone, however, cannot prevent children from being
poisoned by lead paint in deteriorating homes or developing asthma from fumes
emitted by inadequately vented stoves. These disparities in children’s health
reflect the inequities in social and economic well-being of children and their
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families. For example, nearly 13 million American children—more than one in
six—Ilived in families with an annual income below the government poverty
level in 2003. In that year, 34 percent of black, 30 percent of Latino, 13 percent
of Asian, and 10 percent of white children were poor. The racial gaps in the
poverty rate testify to generations of social injustice that have created a system
of unequal access to many sectors of American life, including education,
housing, employment, finance, and criminal justice.

Social Injustice and Public Health calls us to action to improve health
through the pursuit of social justice. This book makes a powerful and com-
pelling argument that a primary goal of public health is to address the root
causes of social injustice: widening gaps between rich and poor, the unequal
distribution of resources within our society, discrimination, and the disen-
franchisement of individuals and groups from the political process.

This system of social injustice has contributed to disparities not only in
health but also in childhood development, education, employment, income,
housing, and family and community safety. The racial and social progress of
the last half-century is in peril of being lost. This would be a moral, social,
and economic catastrophe for America. If we can remove children from the
dangerous intersection of race, poverty, and poor education where so many
young lives are wrecked, we would not only improve children’s health but
we would also help all Americans realize the core values of freedom and
justice that make America America.

—Marian Wright Edelman



PREFACE

Social injustice underlies many public health problems throughout the world. It
is manifested in many ways, ranging from various forms of overt discrimina-
tion to wide gaps between the “haves” and “have-nots” within a country and
between rich and poor countries. It leads to higher rates of disease, injury,
disability, and premature death. Public health professionals as well as students
of the health professions need a clear understanding of social injustice in order
to address these problems, but relatively few books address the wide range of
issues involved.

The aim of this book is to offer a comprehensive approach to understanding
social injustice and its impact on public health. Part I explores the nature of
social injustice and its adverse effects on public health. Part II describes in
detail how the health of 10 specific population groups is affected by social
injustice. Part III explores how social injustice adversely affects health in
10 different areas, ranging from infectious diseases to mental health, from
prevention of assaultive violence and war to occupational health and safety.
Part IV provides an action agenda for what needs to done to prevent social
injustice and to minimize its impact on health.

This book arose from our experience and observations of the ways in which
social injustice underlies public health problems. Previously we edited War
and Public Health and Terrorism and Public Health, in which we identified
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social injustice as a principal causative factor and as a consequence of war and
terrorism. The current book examines social injustice as a principal causative
factor and as a consequence of many public health problems.

We conceived this book with the goals of stimulating a better understanding
of the relation between social injustice and public health, promoting education
and research on these issues, and facilitating effective measures to minimize
the impact of social injustice on health and well-being.

B.S.L. and VW.S
Sherborn, Massachusetts
The Bronx, New York
May 2005
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THE NATURE OF SOCIAL INJUSTICE AND
ITS IMPACT ON PUBLIC HEALTH

Barry S. Levy and Victor W. Sidel

Introduction

Social injustice means a wide variety of different things to different people
who are affected by it:

* To children in urban slums and depressed rural areas, it may mean few
teachers, crowded classrooms, inadequate curricula, functional illiter-
acy, and no development of marketable skills.

To unemployed youth, it may mean decreased likelihood of getting a

permanent job.

« To minority workers, it may mean reduced opportunities for advance-
ment, reduced income, and increased exposure to on-the-job health and
safety hazards.

» To women, it may mean increased risk of being violently attacked or
sexually abused.

» To people forced to migrate within or between countries, it may mean
decreased social cohesion and increased stress.

» To many people worldwide, it may mean unsafe food and water, poor
sanitation, crowded and substandard housing, exposure to environmental
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hazards, decreased protection of human rights and civil liberties, and
inadequate access to medical care and public health services.

Social injustice creates conditions that adversely affect the health of indi-
viduals and communities. It denies individuals and groups equal opportunity
to meet their basic human needs. It violates fundamental human rights.

We define social injustice in two ways. First, we define it as the denial or
violation of economic, sociocultural, political, civil, or human rights of specific
populations or groups in the society based on the perception of their inferiority
by those with more power or influence. Populations or groups that suffer social
injustice may be defined by racial or ethnic status, socioeconomic position,
age, gender, sexual orientation, or other perceived population or group char-
acteristics. These groups are often negatively stereotyped and stigmatized and
may be the targets of hate and violence. Part II (chapters 2 to 11) is organized
around this definition of social injustice, with each chapter focusing on a
population or group whose health is affected by social injustice.

Our second definition of social injustice is based on the Institute of Medicine
definition of public health: what we, as a society, collectively do to assure the
conditions in which people can be healthy.' This second definition of social
injustice refers to policies or actions that adversely affect the societal conditions
in which people can be healthy. Although this type of social injustice is often
communitywide, nationwide, or even global, the populations and groups de-
scribed in our first definition of social injustice—especially the poor, the home-
less, the ill or injured, the very young, and the very old—usually suffer more than
others in the population as a result of these policies and actions. Examples of this
form of social injustice include policies or practices that promote

« War and other forms of violence

+ Global warming or other widespread environmental damage

« Failure to provide essential public health and medical care services
« Corruption of government or culture

+ Erosion of civil liberties and freedoms

* Restriction of education, scientific research, and public discourse.

Part III (chapters 12 to 21) is organized around this definition of social in-
justice, with each chapter focusing on a different area of public health. Public
health is ultimately and essentially an ethical enterprise committed to the no-
tion that all people are entitled to protection against the hazards of this world
and to the minimization of death and disability in society.?

Under either definition, social injustice represents a lack of fairness or equity,
often resulting from the way that society is structured or from discrimination by
groups or individuals within the society. Among the roots of social injustice are
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poverty and the increasing gap between the rich and the poor; maldistribution
of resources within the society; racism and other forms of discrimination; weak
laws or weak enforcement of laws protecting human rights and other rights; and
disenfranchisement of individuals and groups from the political process. Rel-
evant to our two definitions of social injustice, concepts and definitions of
social justice are based on justice, fairness, and equity (box 1-1).

Social injustice leads to a wide range of adverse health consequences, as
reflected by disparities in health status and access to health services within
or between populations. Within the United States, there have been—and still
are—many disparities with regard to health status, such as the following:

+ In the 1998-2000 period, the infant mortality rate for blacks was 14 per
1,000 live births, and for whites and Hispanics, 6.

 In the 1999-2000 period, among women aged 20 to 74, blacks had a
50 percent rate of obesity, compared with 40 percent among Mexicans
and 30 percent among whites.

» In 2001, 90 percent of white pregnant women received prenatal care early
in their pregnancies, compared with 75 percent of blacks and Hispanics.

« In 2001, 35 percent of Hispanics had no health insurance coverage, com-
pared with 20 percent of blacks and 15 percent of whites.’

The Department of Health and Human Services through its Healthy People
2010 initiative has committed the United States to eliminating these and other
health disparities.*

Social injustice and its manifestations have varied with time and place. In the
United States, groups of people with dark skin were denied many opportunities
in the past by law. Since the repeal of laws requiring discrimination and the
adoption of laws banning discrimination, many opportunities have been often
denied these same groups by social patterns and custom, such as by segregation.

Marked disparities also exist internationally (see chapter 21). For example,
a female infant born today in Japan will live, on average, 85 years. She will be
fully vaccinated and will receive adequate nutrition and extensive education.
If she becomes pregnant, she will receive adequate maternity care. If she de-
velops chronic disease, she will likely receive excellent treatment and reha-
bilitation. If she becomes sick, she will likely receive approximately US$550
in medications. In contrast, a female infant born today in Sierra Leone will
live, on average, 36 years. She will have a low probability of being immu-
nized and a high probability of being underweight and malnourished. She
will likely marry as a teenager and have six or more children, none of whom
will be delivered by a trained birth attendant. One or more of her children will
likely die during infancy. She will be at high risk of death during childbirth. If
she becomes sick, she will likely receive about US$3 in medications. If she



BOX 1-1 Concepts of Social Justice

While the focus of this book is social injustice and methods for preventing
and correcting social injustices, it is important to review definitions and
concepts of social justice. Many definitions focus on preventing human
rights abuses, especially those affecting minority groups, women, and chil-
dren, and ensuring adherence to international law, especially international
law concerning war crimes and crimes against humanity. Social justice refers,
in part, to the equitable societal distribution of valued goods and necessary
burdens." In a similar vein, social justice can be thought of as an application
of the concept of distributive justice to the wealth, assets, privileges, and
advantages that accumulate within a society or state.” Some describe it as
justice that conforms to a moral principle, such as that all people are equal.?
Some characterize it as full and equal participation of all groups in a society
that is mutually shaped to meet their needs, including a vision of society that
is equitable and in which all members are physically and psychologically safe
and secure.* In contrast, some contend that social justice may be distin-
guished from justice in law and justice embedded in systems of morality,
which may differ between cultures.®

Many definitions of social justice are based on the premise that all people,
in the words of the U.S. Declaration of Independence, have “inalienable
rights.” In the United States, political and civil rights are usually seen as cen-
tral. In other countries, economic, social, and cultural rights are emphasized;
these include the right to services to meet basic human needs regardless of
differences in economic status, class, gender, race, ethnicity, citizenship, re-
ligion, age, sexual orientation, disability, and health. The Universal Decla-
ration of Human Rights, adopted by the United Nations General Assembly on
December 10, 1948, provides a widely accepted summary of basic human
rights (see box 1-2). It served as the foundation for the original two legally
binding United Nations human rights documents: the International Cove-
nant on Civil and Political Rights and the International Covenant on Eco-
nomic, Social, and Cultural Rights.%” Many definitions of social injustice
therefore hold that achieving social justice involves eradicating poverty and
illiteracy, establishing sound environmental policy, and attaining equality of
opportunity for healthy personal and social development.®

Social, or civil, justice is largely based on various social contract theories.
Most of these theories are a variation of the concept that as governments are
instituted among populations for the benefit of their members, they must see
to the welfare of their citizens. This concept usually includes, but is not limited
to, upholding human rights. In addition, many variants of this concept contain
elements demanding more equitable distribution of wealth and resources.

A widely accepted formulation of the basis for these rights rests not on the
deism that led the authors of the U.S. Declaration of Independence to state

(continued)




that people are “endowed by their Creator” with these rights, but rather on
the concept elaborated by John Rawls in A Theory of Justice.® Rawls draws
on the social contract theories of Thomas Hobbes, Jean-Jacques Rousseau,
and John Locke and argues that the “veil of ignorance” that prevents people
from knowing a priori what position in society they would occupy requires
them to insist on basic liberties and to insist that inequalities in wealth and
position be arranged so as to benefit the worst-off group in society.

We agree with Paula Braveman and Sofia Gruskin'® that social justice
means equity or fairness and that it is an ethical concept grounded in
principles of distributive justice. Equity in health can be defined as the
absence of socially unjust or unfair health disparities. For purposes of op-
erationalization and measurement, equity in health can be defined as the
absence of systematic disparities in health (or in the major social determi-
nants of health) between social groups that have different levels of under-
lying social advantage or disadvantage—that is, different positions in a
social hierarchy. Health represents both physical and mental well-being, not
just the absence of disease. Key social determinants of health include
household living conditions, conditions in communities and workplaces,
and health care, along with policies and programs affecting these factors.
Underlying social advantage or disadvantage refers to wealth, power, and/
or prestige—that is, the attributes that define how people are grouped in
social hierarchies.'®

The extent to which social justice and equity exist in a society correlates
with the distribution of resources within the population. Equality in distri-
bution of wealth within a society improves population health status and
reduces health disparities within that society.'

Social justice is inextricably linked to public health. It is the philosophy
behind public health.'? Under social justice, all groups and individuals are
entitled equally to important rights such as health protection and minimal
standards of income. The goal of public health to minimize preventable
death and disability is a dream of social justice.
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develops a chronic disease, she likely will not have adequate treatment or
rehabilitation. She will likely die prematurely of a preventable disease or
injury.’

Social injustice leads to increased rates of disease, injury, disability, and
premature death because of increased risk factors and decreased medical care
and preventive services. People and communities affected by social injustice
may have, for example,

+ Poorer nutrition

« Greater exposure to unsafe water

« Increased contact with infectious disease agents

« Increased exposure to occupational and environmental hazards

* Increased complications of chronic diseases

* Increased alcohol, tobacco, and drug abuse

+ Decreased social support

* Increased physiological and immunological vulnerability to disease

 Less access to comprehensive diagnostic, therapeutic, and rehabilitative
services

« Lower quality of health care

« Less access to clinical preventive services, such as screening and counseling

 Less access to community-based preventive measures.

It is increasingly recognized that factors related to social injustice, in-
cluding poverty, inadequate education, and inadequate health insurance,
significantly contribute to increased rates of disease, disability, and death. For
example, in 1991, the director of the National Cancer Institute declared that
poverty is a carcinogen.®
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Figure 1-1 Determinants of infectious diseases. (From Kickbusch H, Buse K. Global
influences and global responses: international health at the turn of the twenty-first
century. In: Merson MH, Black RE, Mills AJ, eds. International public health: diseases,
programs, systems, and policies. Gaithersburg, Md.: Aspen Publishers, 2001:708.
Copyright 2001 Jones and Bartlett Publishers, Sudbury, Mass. www.jbpub.com.
Reprinted with permission.)

The causes of many diseases are a complex interplay of multiple factors,
many of which are due to social injustice. This is illustrated in figure 1-1,
which describes the impact of multiple causative factors on the occurrence of
several different infectious diseases (also see chapters 13 and 21).

Social injustice often occurs when those who control access to opportunities
and resources block the poor, the powerless, and those otherwise deprived from
gaining fair and equitable access to these opportunities and resources. Social
injustice enables those in the upper class to receive a disproportionate share of
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wealth and other resources—“the good things in life”—while others may
struggle to obtain the basic necessities of life.

Special circumstances may increase the level of social injustice. For ex-
ample, a drought or a flood that diminishes the availability of food supplies
often affects some groups more than others, unless social or legal action is
taken to prevent this disparity. War or civil conflict may increase social in-
justice for some groups, especially for those on the losing side. War, or
preparation for war, may divert resources and attention from social injustice
issues. However, major community emergencies may mobilize and bring
together people in ways that ameliorate social injustice.

The disparities between the rich and poor within the United States and
between rich and poor nations are greater than they have ever been. And the
rich are getting richer, and the poor, poorer. The poor are at greater risk of many
diseases and injuries, with resultant disability and premature death. The gap
in wealth between the rich and the poor is illustrated in figure 1-2, which

Distribution of economic activity, 1991
(percentage of world total)

GNP - 84.7
Richest World trade — 84.2
fifth Domestic savings — 85.5

Domestic investment — 85.0

Each horizontal band
represents an equal fifth
of the world’s people

GNP-14

World trade — 0.9
Domestic savings — 0.7

U Domestic investment — 0.9

Poorest
fifth

Figure 1-2 Global economic disparities. (From United Nations Development Pro-
gram. Human development report 1994. New York, N.Y.: Oxford University Press,
1994:63.)
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demonstrates that the richest quintile (20 percent) of people in the world owns
approximately 85 percent of the wealth, whereas the poorest quintile owns
approximately 1 percent.

Market justice, which has created many of these disparities and gaps, may
be the primary roadblock to dramatically reducing preventable injury and
death.” It has been asserted that market justice is a pervasive ideology that
protects the most powerful or the most numerous from the burdens of col-
lective action.” An important role for public health is to challenge market
justice as fatally deficient in protecting the public’s health and to advocate an
ethic for protecting the public’s health—giving highest priority to reducing
death and disability and protecting all humankind against hazards.?

What Needs to Be Done

Humanity, for the first time, has the technical capacity and the human and
economic resources to address poverty, ill health, human rights violations,
and the social injustice that helps spawn and promote these problems. Some
forms of social injustice may be prevented or corrected by individual action,
but most forms of social injustice require social or legal action for their pre-
vention or correction.

As reflected in part IV (chapters 22-28), we believe that basic public health
approaches need to be further developed and implemented to address the role
of social injustice in public health. These approaches include the following:

» Addressing social injustice in a human rights context: The Universal
Declaration of Human Rights (box 1-2) and the International Declara-
tion of Health Rights (box 1-3) provide a foundation for reducing, and
ultimately eliminating, social injustice (also see chapter 22).
Promoting social justice by public health policies, programs, and ser-
vices: Public health departments and other government bodies at the lo-
cal, state, national, and international levels can reduce social injustice and
promote social justice (see chapter 23).

Strengthening communities and the roles of individuals in community
life: Communities—as well as civil-society organizations and individ-
uals within communities—can play vital roles in addressing social in-
justice and its impact on public health (see chapter 24).

Promoting social justice through education in public health: Schools of
public health and educational programs in public health can promote so-
cial justice in many ways, including featuring social-justice subjects and
issues in their curricula (see chapter 25).

(text continues on p. 19)



BOX 1-2 Universal Declaration of Human Rights

On December 10, 1948, the General Assembly of the United Nations adopted
and proclaimed the Universal Declaration of Human Rights, the full text of
which appears below. It then called upon all member countries to publicize
the text of the Declaration and “to cause it to be disseminated, displayed,
read and expounded principally in schools and other educational institutions,
without distinction based on the political status of countries or territories.”

Preamble

Whereas recognition of the inherent dignity and of the equal and inalien-
able rights of all members of the human family is the foundation of free-
dom, justice and peace in the world,

Whereas disregard and contempt for human rights have resulted in
barbarous acts which have outraged the conscience of mankind, and the
advent of a world in which human beings shall enjoy freedom of speech
and belief and freedom from fear and want has been proclaimed as the
highest aspiration of the commonpeople,

Whereas it is essential, if man is not to be compelled to have recourse, as
a last resort, to rebellion against tyranny and oppression, that human rights
should be protected by the rule of law,

Whereas it is essential to promote the development of friendly relations
between nations,

Whereas the peoples of the United Nations have in the Charter re-
affirmed their faith in fundamental human rights, in the dignity and worth
of the human person and in the equal rights of men and women and have
determined to promote social progress and better standards of life in larger
freedom,

Whereas Member States have pledged themselves to achieve, in co-
operation with the United Nations, the promotion of universal respect for
and observance of human rights and fundamental freedoms,

Whereas a common understanding of these rights and freedoms is of the
greatest importance for the full realization of this pledge,

Now, therefore, the General Assembly proclaims this Universal Declaration
of Human Rights as a common standard of achievement for all peoples and all
nations, to the end that every individual and every organ of society, keeping
this Declaration constantly in mind, shall strive by teaching and education to
promote respect for these rights and freedoms and by progressive measures,
national and international, to secure their universal and effective recognition
and observance, both among the peoples of Member States themselves and
among the peoples of territories under their jurisdiction.

(continued)
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Article 1

All human beings are born free and equal in dignity and rights. They are
endowed with reason and conscience and should act towards one another
in a spirit of brotherhood.

Article 2

Everyone is entitled to all the rights and freedoms set forth in this Decla-
ration, without distinction of any kind, such as race, color, sex, language,
religion, political or other opinion, national or social origin, property, birth or
other status. Furthermore, no distinction shall be made on the basis of the
political, jurisdictional or international status of the country or territory to
which a person belongs, whether it be independent, trust, non-self-govern-
ing or under any other limitation of sovereignty.

Article 3
Everyone has the right to life, liberty and security of person.
Article 4

No one shall be held in slavery or servitude; slavery and the slave trade
shall be prohibited in all their forms.

Article 5

No one shall be subjected to torture or to cruel, inhuman or degrading
treatment or punishment.

Article 6
Everyone has the right to recognition everywhere as a person before the law.
Article 7

All are equal before the law and are entitled without any discrimination
to equal protection of the law. All are entitled to equal protection against
any discrimination in violation of this Declaration and against any incite-
ment to such discrimination.

Article 8

Everyone has the right to an effective remedy by the competent national
tribunals for acts violating the fundamental rights granted him by the
constitution or by law.

Article 9

No one shall be subjected to arbitrary arrest, detention or exile.
(continued)
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BOX 1-2 (continued)

Article 10

Everyone is entitled in full equality to a fair and public hearing by an in-
dependent and impartial tribunal, in the determination of his rights and ob-
ligations and of any criminal charge against him.

Article 11

(1) Everyone charged with a penal offence has the right to be presumed
innocent until proved guilty according to law in a public trial at which he has
had all the guarantees necessary for his defense. (2) No one shall be held guilty
of any penal offence on account of any act or omission which did not con-
stitute a penal offence, under national or international law, at the time when it
was committed nor shall a heavier penalty be imposed than the one that was
applicable at the time the penal offence was committed.

Article 12

No one shall be subjected to arbitrary interference with his privacy,
family, home or correspondence, nor to attacks upon his honor and repu-
tation. Everyone has the right to the protection of the law against such
interference or attacks.

Article 13

(1) Everyone has the right to freedom of movement and residence within
the borders of each state. (2) Everyone has the right to leave any country,
including his own, and to return to his country.

Article 14

(1) Everyone has the right to seek and to enjoy in other countries asylum
from persecution. (2) This right may not be invoked in the case of prose-
cutions genuinely arising from non-political crimes or from acts contrary to
the purposes and principles of the United Nations.

Article 15

(1) Everyone has the right to a nationality. (2) No one shall be arbitrarily
deprived of his nationality nor denied the right to change his nationality.

Article 16

(1) Men and women of full age, without any limitation due to race, na-
tionality or religion, have the right to marry and to found a family. They are
entitled to equal rights as to marriage, during marriage and at its dissolution.
(2) Marriage shall be entered into only with the free and full consent of the

(continued)
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intending spouses. (3) The family is the natural and fundamental group unit
of society and is entitled to protection by society and the State.

Article 17

(1) Everyone has the right to own property alone as well as in association
with others. (2) No one shall be arbitrarily deprived of his property.

Article 18

Everyone has the right to freedom of thought, conscience and religion;
this right includes freedom to change his religion or belief, and freedom,
either alone or in community with others and in public or private, to
manifest his religion or belief in teaching, practice, worship and observance.

Article 19

Everyone has the right to freedom of opinion and expression; this right in-
cludes freedom to hold opinions without interference and to seek, receive and
impart information and ideas through any media and regardless of frontiers.

Article 20

(1) Everyone has the right to freedom of peaceful assembly and associ-
ation. (2) No one may be compelled to belong to an association.

Article 21

(1) Everyone has the right to take part in the government of his country,
directly or through freely chosen representatives. (2) Everyone has the right
to equal access to public service in his country. (3) The will of the people shall
be the basis of the authority of government; this shall be expressed in peri-
odic and genuine elections which shall be by universal and equal suffrage
and shall be held by secret vote or by equivalent free voting procedures.

Article 22

Everyone, as a member of society, has the right to social security and is
entitled to realization, through national effort and international co-operation
and in accordance with the organization and resources of each State, of the
economic, social and cultural rights indispensable for his dignity and the free
development of his personality.

Article 23

(1) Everyone has the right to work, to free choice of employment, to just
and favorable conditions of work and to protection against unemploy-
ment. (2) Everyone, without any discrimination, has the right to equal pay
for equal work. (3) Everyone who works has the right to just and favorable

(continued)
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BOX 1-2 (continued)

remuneration ensuring for himself and his family an existence worthy of
human dignity, and supplemented, if necessary, by other means of social
protection. (4) Everyone has the right to form and to join trade unions for
the protection of his interests.

Article 24

Everyone has the right to rest and leisure, including reasonable limitation
of working hours and periodic holidays with pay.

Article 25

(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 services, and the right to security in the
event of unemployment, sickness, disability, widowhood, old age or other
lack of livelihood in circumstances beyond his control. (2) Motherhood and
childhood are entitled to special care and assistance. All children, whether
born in or out of wedlock, shall enjoy the same social protection.

Article 26

(1) Everyone has the right to education. Education shall be free, at least in
the elementary and fundamental stages. Elementary education shall be
compulsory. Technical and professional education shall be made generally
available and higher education shall be equally accessible to all on the basis of
merit. (2) Education shall be directed to the full development of the human
personality and to the strengthening of respect for human rights and fun-
damental freedoms. It shall promote understanding, tolerance and friendship
among all nations, racial or religious groups, and shall further the activities of
the United Nations for the maintenance of peace. (3) Parents have a prior
right to choose the kind of education that shall be given to their children.

Article 27

(1) 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. (2) Everyone has the right to the protection of the moral and
material interests resulting from any scientific, literary or artistic production
of which he is the author.

Article 28

Everyone is entitled to a social and international order in which the rights
and freedoms set forth in this Declaration can be fully realized.
(continued)
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Article 29

(1) Everyone has duties to the community in which alone the free and full
development of his personality is possible. (2) In the exercise of his rights
and freedoms, everyone shall be subject only to such limitations as are
determined by law solely for the purpose of securing due recognition and
respect for the rights and freedoms of others and of meeting the just re-
quirements of morality, public order and the general welfare in a demo-
cratic society. (3) These rights and freedoms may in no case be exercised
contrary to the purposes and principles of the United Nations.

Article 30

Nothing in this Declaration may be interpreted as implying for any State,
group or person any right to engage in any activity or to perform any act
aimed at the destruction of any of the rights and freedoms set forth herein.

* Researching critical questions on social justice and public health: Sys-
tematic research approaches can better document social injustice, iden-
tify its underlying causes, and help point the way to reducing social
injustice and its impact on public health (see chapter 26).

* Protecting human rights through national and international laws: Na-
tional and international laws can be strengthened and better implemented
to protect human rights and promote social justice (see chapter 27).

» Promoting equitable and sustainable human development: Achievement
of social justice requires equitable and sustainable human development
(see chapter 28).

The Healthy People 2010 initiative in the United States and the Millen-
nium Development Goals initiative worldwide provide a framework for
making progress in reducing social injustice as it affects public health. (See
table 21-7 on p. 394.) The Millennium Development Goals include eradi-
cating extreme poverty and hunger; reducing infant and childhood mortality;
improving maternal health; combating HIV/AIDS, malaria, and other in-
fectious diseases; ensuring environmental sustainability; and establishing a
global partnership for development.

We believe that the ultimate remedy for social injustice and its adverse
effects on health lies in the development, adoption, and implementation of
policies and programs that promote social justice and protect individuals and
communities from social injustice. Therefore, we believe that advocacy for
these policies and programs is the most critical component of an agenda for
social justice and public health. Solving problems of social injustice requires



BOX 1-3 International Declaration of Health Rights

We, as people concerned about health improvement in the world, do
hereby commit ourselves to advocacy and action to promote the health
rights of all human beings.

* The enjoyment of the highest attainable standard of health is one of the
fundamental rights of every human being. It is not a privilege reserved for
those with power, money or social standing.

* Health is more than the absence of disease, but includes prevention of
iliness, development of individual potential, a positive sense of physical,
mental and social well-being.

* Health care should be based on dialogue and collaboration between citi-
zens, professionals, communities and policy makers. Health services should
be affordable, accessible, effective, efficient and convenient.

* Health begins with healthy development of the child and a positive family
environment. Health must be sustained by the active role of men and
women in health and development. The role of women, and their wel-
fare, must be recognized and addressed.

» Health care for the elderly should preserve dignity, respect and concern
for quality of life and not merely extend life.

* Health requires a sustainable environment with balanced human popu-
lation growth and preservation of cultural diversity.

* Health depends on the availability to all people of basic essentials: food,
safe water, housing, education, productive employment, protection from
pollution, and prevention of social alienation.

* Health depends on protection from exploitation without distinction of
race, religion, political belief, economic or social condition.

* Health requires peaceful and equitable development and collaboration of
all peoples.

The International Declaration of Health Rights was created by the faculty,
students, and alumni of the Johns Hopkins School of Public Health on the
occasion of the School’s 75th anniversary. It was first signed at a ceremony
on April 23, 1992, by Hiroshi Nakajima, Director-General of the World
Health Organization; James Grant, Executive Director of UNICEF; and Alfred
Sommer, Dean of the School.

Since then, signing ceremonies have taken place around the world to
bring recognition to the need for all peoples to work together to prevent
disease, disability, and premature death.
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painful costs that the dominant interests in society may be unwilling to pay.
Ultimately, what is needed to effectively address social injustice is the
popular and political will to address its root causes. A primary goal of public
health is to help develop this popular and political will, and to use it to help
end social injustice.
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THE SOCIOECONOMICALLY
DISADVANTAGED

Michael Marmot and Ruth Bell

Introduction

In many of the rich countries of the world, social inequalities in health have
been increasing. This has happened at the same time as overall health has
improved. National data from England and Wales show that although mor-
tality has improved for each social class between the 1970s and the late
1990s, it has improved most for those initially in the highest social class'
(fig. 2-1). As a result, the life expectancy gap between the bottom and top
social classes has increased. Similar results have been seen for many Eu-
ropean countries” and for the United States® (fig. 2-2).

Why is this relevant to a book on social injustice? If differences in health
among social groups were an inevitable consequence of the social stratifi-
cation that comes from living in social groups, we might comment on it but
would perhaps not regard it as unjust. But inequalities in health can change
over a relatively short time as overall health improves. Such inequalities are
therefore unlikely to be inevitable. If they are not inevitable and if we could
do something about them, they are unjust.*

The starting point for this chapter is that inequality in the conditions under
which people live and work translates into inequalities in health. We argue
that it is the inequality in these circumstances that is unjust. To take action
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Figure 2-1 Life expectancy for men by social class in England and Wales. (From
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against the circumstances that determine ill health, we need a better under-
standing of what they are and how they come about.

Socioeconomic Disadvantage Is More Than Low Income

One could equate “socioeconomic disadvantage” with poverty, and poverty
with lack of money. Socioeconomic disadvantage does indeed imply lack of
money, but it also implies more. One cannot understand the relation between
socioeconomic disadvantage and health by focusing solely on money or
material disadvantage. Other disadvantages are associated with socioeco-
nomic position and these are crucial for health. Amartya Sen, a pioneer in the
use of the concept of capabilities, observed that it is not so much what one
has that is important but rather what one can do with what one has.’ Social
inequalities in health may be a consequence of inequalities in capabilities.

A second, related, theme pervades this chapter: In considering socioeconomic
disadvantage or poverty, there is no sharp dividing line between “the poor” and
“the non-poor.” Many countries set a threshold level of income for “poverty.”
Below it, people are considered to be poor, and above it, not poor. A threshold is
useful insofar as one can then calculate the prevalence of poverty and make com-
parisons over time and among countries.’ Its limitation is that there are degrees of
socioeconomic disadvantage. Similarly, social inequalities in health are graded—
the lower the social position, the higher is the risk of ill health.

To understand the important, but not comprehensive, role played by money
in generating inequalities in health, we provide two crucial distinctions:
(a) The importance of income for health depends on how much or how little
money an individual or a population has (see below). (b) Income or wealth of
individuals has to be separated from income or wealth of populations.

Income Matters If You Have Little of It

If individuals or populations have little money, a small increase may make a
big difference. At low incomes, internationally, there is a strong relation
between gross national product (GNP) per capita and life expectancy. Much
of this is driven by infant and child mortality. In Sierra Leone, the mortality
of children under age 5 is about 300 per 1,000 live births. This contrasts with
Sweden and Japan, where infant and child mortality is about 4 per 1,000 live
births.® Extreme poverty is related to extreme bad health. Investment in public
health and poverty relief has a major impact on ill health in poor countries.’
The disparities in health between rich and poor countries represent a gross
abuse of human rights8 (see chapter 21). The remainder of this chapter deals
with socioeconomic differences in health within the richer countries of the
world.
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After Material Deprivation, Absolute Income Matters Less

Among richer countries, differences in absolute income appear to be less
important than among poorer countries. Among developed countries, there
is no relationship as measured by gross domestic product (GDP) between
national income and life expectancy6 (table 2-1). For example, the United
States, for which the GDP in purchasing power is second only to Luxembourg,
ranks 26th in life expectancy. Israel, Greece, Malta, and New Zealand—all
countries with a GDP of less than $20,000—have a higher life expectancy than
the United States. Greece, with a GDP of slightly more than $17,000, has
a longer life expectancy than the United States, which has twice the national
income. Once a country has solved its basic material conditions for good
health, there is evidence that more money does not buy better health.’

TABLE 2-1 Life Expectancy at Birth and Gross Domestic
Product (GDP) in U.S. Dollars in 2001, Adjusted for
Purchasing Power

Life Expectancy at Birth GDP
Japan 81.3 25,130
Sweden 79.9 24,180
Canada 79.2 27,130
Spain 79.1 20,150
Switzerland 79.0 28,100
Australia 79.0 25,370
Israel 78.9 19,790
Norway 78.7 29,620
France 78.7 23,990
Italy 78.6 24,670
The Netherlands 78.2 27,190
New Zealand 78.1 19,160
Malta 78.1 13,160
Greece 78.1 17,440
Cyprus 78.1 21,190
Germany 78.0 25,350
Costa Rica 77.9 9,460
United Kingdom 77.9 24,160
Singapore 77.8 22,680
United States 76.9 34,320
Ireland 76.7 32,410
Cuba 76.5 5,259
Portugal 75.9 18,150

From Human development report 2003 by United Nations Development
Programme. Copyright 2003 by the United Nations Development Pro-
gramme. Used by permission of Oxford University Press, Inc.
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We have included two poorer countries in the table: Cuba (GDP* adjusted
for purchasing power, $5,259) and Costa Rica ($9,460). Life expectancy in
Costa Rica, at 77.9 years, is higher than in the United States, 76.9 years, and
that of Cuba is only 0.4 year less, despite having less than one sixth the
purchasing power.

All of the countries listed in table 2-1 have low infant and child mortality
rates—an indication that none of them suffer from the severe material dep-
rivation seen in Sierra Leone. In the United States, for example, infant mor-
tality is about 7 per 1,000 live births.'® Within countries, there are major
differences in health among socioeconomic groups, especially in the middle
and older age groups. For example, infants born to mothers with less than
12 years of education (in the 1998-2000 period) had a mortality rate of 8.0
per 1,000, compared with 5.1 per 1,000 for infants born to mothers with 13
or more years of education. Even infants born to African-American mothers
with low education, the group with the worst rate of mortality in this anal-
ysis, had a mortality rate of 14.8 per 1,000—remarkably better than that of
infants in Sierra Leone (182 per 1,000).

This is not to say that socioeconomic disadvantage ceases to be a problem
for health in the United States or other rich countries. Despite small dif-
ferences in infant mortality rate, there are still substantial differences among
socioeconomic groups in life expectancy. There is, for example, a 7.4-year
gap in life expectancy between the lowest and highest social classes in
England and Wales (see fig. 2-1). Not only does length of life show a socio-
economic gradient; so do measures of ill health. For example, in the United
Kingdom, at each age there is a remarkable stepwise relation between wealth
and poor health!' (fig. 2-3). Not only do people at the bottom have poor
health, but also there is a gradient: The lower one’s wealth, the worse is
one’s level of health. For all groups, ill health increases with age; however,
the level of ill health for those in the top quintile of wealth in the 70-74 age
group is less than the level of ill health for those in the bottom quintile in the
50-54 age group. We could repeat figure 2-3, substituting income for wealth,
and obtain similar findings.

We have then an apparent paradox: Among the rich countries, income of a
country is not related to health or life expectancy. However, within a rich
country, there is a strong relationship between measures of socioeconomic
status and health. Therefore, in rich countries, where the problems of ab-
solute material deprivation have been solved, it is not absolute level of
income or wealth that matters for health. What matters is a person’s position

*Gross domestic product is adjusted for purchasing power in order to make the “meaning” of a
dollar comparable across countries.
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Figure 2-3 Self-reported health by total wealth quintile. (Data from the English

Longitudinal Study of Ageing [University College London and the Institute for
Fiscal Studies].)

within the social hierarchy. Let us examine which features of socioeconomic
position are important for health.

At Higher Levels of Income, Relative Position
Remains Important

A focus on the “haves” and “have-nots” leads, understandably, to concern
with those toward the bottom of any hierarchy, or with those who are totally
socially excluded. The social gradient in health, however, runs all the way
from top to bottom of society. In our Whitehall studies of British civil ser-
vants, we found a social gradient in health and disease in which those second
from the top had worse health than those at the top.'*'? It would be hard to
describe those second from the top as socioeconomically disadvantaged, yet
the social gradient in health includes them.

This phenomenon is not confined to British civil servants. In Sweden, for
example, men with a doctoral degree had a lower mortality rate than those
with a masters degree or professional qualification, even after income was
taken into account.'*
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The Impact of Social Injustice on the
Socioeconomically Disadvantaged

“Modern” Impoverishment

The ways of doing without have changed. For example, in the early twenti-
eth century, poverty in Britain meant damp, cold, crowded houses, with poor
sanitation, unclean water, and lack of nutrition. It meant working in dusty,
hazardous, and physically arduous occupations. These living and working
conditions provided ample explanation for the high mortality rate of children
and high susceptibility of adults to chronic respiratory disease and tuberculosis.

This is no longer the typical picture of the socioeconomically disadvan-
taged. Here are two quotes from a lower-status civil servant in our Whitehall
1T study.” The first is about work:

I went to the typing pool, and sat there typing documents. Which was absolutely
soul destroying. The fact that we could eat sweets and smoke was absolute heaven,
but we were not allowed to talk.

The second is about her life after retirement. Although on a “reasonable”
occupational pension, she does not have the resources to engage in a
meaningful retirement. She said:

I’ve got used to my own company. .. .I do find the week-ends a bugger. ...I’ve got
no incentive....I sit and read the paper....and breakfast at 10.30. If you sit
watching TV in the afternoon....I’m at rock bottom.

These quotes were chosen to demonstrate what “impoverishment” means
for people not at the bottom of the social hierarchy. For those closer to the
bottom, there may be no work and no social isolation so much as living in
disordered circumstances. The following comes from a young man living in
a deprived neighborhood in the north of England:

I trust my work mates more than my close mates. I've experienced what they’ve
done with each other, I've watched as they’ve slagged each other off to me and I
think, you know, I’ll not say anything to this guy ’cos he’ll go and tell him, so I just
keep it hush hush, I don’t tell ’em much.

I’d never trust anyone else, not in this area. A lot are drug dealers who would rob
you, it’s as simple as that, they would do anything to get in your house. They would
backstab you. They will just turn around and rob you.

The challenge is to understand how the circumstances of impoverished
lives lead to poor health, when people have enough to eat, do not drink
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contaminated water, have adequate shelter, and are not dying, to any ma-
jor extent, of infectious disease.

Early Life

The work of David Barker has alerted us to the importance of early life for
the subsequent risk of adult diseases. He described the effects of exposure in
a critical period with long-term subsequent effects. In a series of studies,
he showed that the physical dimensions of children at birth and age 1 year—
height and thinness—predict diabetes, hypertension, and heart disease in
adulthood."® The presumed cause is maternal and child nutrition, which, in
turn, are likely to be linked to social position of mothers. Although Barker has
shown that the relation between low birth weight and subsequent risk of heart
disease is independent of the link with maternal socioeconomic position, it is,
in part, dependent on the individual’s adult socioeconomic position. In a study
in Helsinki, Finland, Barker and colleagues showed that thinness at birth and
low social position in adulthood were linked to an increased risk of heart
disease; adult socioeconomic position was more strongly related to disease if
people had also had a low birth weight, and vice versa.'®

There are at least two other ways in which social and environmental
circumstances can affect adult risk of disease: (1) a pathway effect, and
(2) accumulation of advantage and disadvantage; for example, the effects of
poor nutrition, infections, and psychosocial exposures at different points in
life may cumulate to influence adult disease risk.'’ The pathway effect
demonstrates that it is not the circumstances of early life, per se, that increase
risk of adult disease but rather that circumstances in childhood lead to cir-
cumstances in adulthood that affect adult risk. The strong relation between
education and adult disease may reflect both accumulation and pathway
effects.'® Indeed, in order to understand the impact of socioeconomic dis-
advantage on adult disease, circumstances through the entire life span need
to be considered.'* '

One way we see the evidence of early life effects is by studying adult
height. There is a clear relation between social position and height. In the
Whitehall studies, the taller the man, the higher was the employment
grade.”? On average, men in the top employment grades were 5cm taller
than men in the bottom. We see a similar phenomenon in the United States.?
Height of individuals is clearly related to genetic inheritance. Heights of
groups, however, are far more likely to be related to nutritional status at birth
and during childhood and adolescence, which is linked to socioeconomic
circumstances.

In the Whitehall studies, short height was a potent predictor of adult cor-
onary heart disease.>*** The additive effects on prediction of coronary heart
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disease of short height and adult social position suggest that social circum-
stances of both adulthood and childhood make important contributions to risk
of adult disease.

Medical Care

Equity in health care can be construed as equal access for equal need. In
theory, lack of utilization of health care could be related to lack of access or,
conversely, personal disinclination to use health care that cannot be attributed
to lack of access.”® Inequity is a reasonable label for lack of access that results
from circumstances beyond an individual’s control. In practice, as disincli-
nation to use health care can also be attributed to social, cultural, or educa-
tional barriers, utilization of health care is used as a proxy for lack of access.

When considering social inequities in health care as a contributor to so-
cial inequalities in health, there is a striking contrast between Britain and the
United States. In Britain, the whole population has access to the National
Health Service, which provides care independent of ability to pay. In the
U.S. system, over 40 million people do not have health insurance and, there-
fore, do not have the same access as those who do. With access to Medicare,
differential access may be less important in people over 65. Overall gener-
alizations like these do not reveal the patterns of inequity in relation to need
that may occur. Equity of access in theory is not the same as equity of access
in practice.

A review in Britain of access in relation to need revealed a mixed pic-
ture.”® In part, the mixed results relate to problems in defining “need.” If
need for health care is thought of as capacity to benefit from that health care,
then a person with advanced malignancy may have no “need” for curative
treatment in that he or she has no capacity to benefit from it. This contrasts
with the person with less advanced malignancy who has capacity to benefit
and, therefore, greater “need” for health care. In practice, health status is
taken as a measure of need.

This may account for some of the variation in results. In Britain, most studies
show that people from lower socioeconomic groups have higher rates of health
service utilization than those from higher socioeconomic groups. But they have
greater need. When adjusted for need, the results seem to depend on the type of
need. For emergency hospital admissions, lower socioeconomic groups seem to
have rates proportional to need. For elective procedures and those involving
preventive care, lower socioeconomic groups are underserved.*®

This issue has been reviewed comprehensively in the United States by the
Agency for Health Care Research and Quality.27 It found that the lower the
income, the less satisfactory is entry to the health care system, as reflected
by: (a) no or inadequate health insurance, (b) no specific source of ongoing
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care, and/or (c) difficulties in obtaining care. It also found that low income is
associated with (a) reports of poor communication with health care personnel
and (b) lower likelihood of having had blood pressure or plasma cholesterol
checked as part of preventive health care.

At first, the disparities in health care appear to be greater in the United States
than in Britain. In both countries, however, there are large socioeconomic dif-
ferences in health. Socioeconomic differences in health cannot easily be at-
tributed to lack of access to high quality medical care since they are seen for
onset of new disease and for treatment of existing disease. Nevertheless, in-
equities in medical care are a further cause of morbidity and suffering that will
contribute to the disadvantage of having low socioeconomic status.

Lifestyle and Its Effects

The term “lifestyle” commonly conveys a misleading impression. It is
common to refer to the diseases that affect the rich countries of the world as
diseases of affluence and, in turn, attribute them to lifestyle factors, such as
smoking, diet, and sedentary habits. This is doubly misleading. First, the
major causes of morbidity and mortality in rich countries affect the socio-
economically disadvantaged to a greater extent than those more affluent. Sec-
ond, to think of lifestyle as something freely chosen—a style—provides little
insight as to why relevant health behaviors now follow a social gradient.

There are two questions in relation to lifestyle: (a) How much of the social
gradient in health and disease does it explain? (b) Why should there be a
social gradient in lifestyle? Let us consider cigarette smoking. Strikingly,
smoking is more prevalent as one descends the social hierarchy.”® In the
Whitehall and Whitehall II studies of British civil servants, smoking ac-
counted for just under one-quarter of the social gradient in coronary heart
disease.””° While this leaves much unexplained, smoking is still an im-
portant contributor to the social gradient in health. Explanations for why
there should be a social gradient in smoking have been somewhat unsatis-
factory. It has been suggested that people of lower socioeconomic position
are more oriented to the present than the future and hence are less likely to
take action that will lead to future health benefits. That leaves open the ques-
tion of why this should be. Hilary Graham has shown that women’s smoking
can be linked to problems in their lives that come from their precarious
social and economic circumstances.”' >

The same may apply to other health behaviors. Cost may be of more direct
relevance. Although to smoke cigarettes makes no economic sense, because
it costs the smoker money and leads to worse health, the consumption of
energy-dense foods may indeed be a cheaper way to find calories. In the
United States, there is an inverse association between energy density of foods
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(in calories per kilogram) and energy cost (per calorie); that is, cheaper foods
have more calories per weight. However, high-energy density usually means
fats and added sugars.33 Given that low income means, among other things,
lower expenditure on food, this may help explain the link between lower
socioeconomic status and obesity. Interestingly, this link is stronger among
women than among men,** possibly because body weight is under stronger
cognitive control in higher-status women, who have the luxury to consider
body shape.

The quality of diet is important in other ways. Higher status means greater
consumption of fruit and vegetables, which generally reduces risk of disease.

A contributor to socioeconomic differences in obesity is differences
in physical activity. As physical activity at work has become less important,
leisure-time physical activity has become more important. The higher the
social position, the more frequent is participation in leisure-time physical
activity.?>°°

In summary, lifestyle does provide a partial explanation for the social gra-
dient in health, but lifestyle is related to socioeconomic situation.

The Circumstances in Which People Live and Work

If inequalities in health cannot be attributed to differences in medical care or
lifestyle, what else is there? Work environments are important for health®’
and may play an important role in generating inequalities in health.*® Two
models of the work environment have been shown to be linked to increased
risk of cardiovascular disease: (a) jobs characterized by high psychological
demand and low control, and (b) jobs that entail high effort and low rewards
in terms of esteem, career opportunities, and financial remuneration. These
aspects of work may be important links between socioeconomic status and
disease.*® Psychosocial characteristics of work are related not only to car-
diovascular disease but also to sickness absence, mental and physical func-
tioning, mental illness, and musculoskeletal disorders. >

Outside of work, the characteristics of residential areas predict disease
beyond the characteristics of the individuals who live in those places.*’ So-
cioeconomic characteristics of areas are linked to the health status of indi-
viduals, even after taking into account individual characteristics.**™*" Part of
the explanation for these effects appears to lie in the degree of social cohesion
of neighborhoods.***°

The fact that social and psychosocial characteristics of areas may be im-
portant for health does not rule out the contribution of more physical exposures.
Lower social status means worse housing quality in ways that may damage
health.>® A recent review, citing evidence from the United States and the United
Kingdom, showed that people of lower income are more likely to be exposed to
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residential crowding, hazardous wastes, ambient and indoor air pollutants, ad-
verse water quality, and ambient noise, in addition to worse working and
housing conditions.”' The review concluded, however, that in the present state
of knowledge it is not possible to provide an accurate estimate of how important
these exposures might be in generating the social gradient in health.

Roots and Underlying Factors of This Social Injustice

All societies have stratification. Social stratification by its nature means unequal
access to resources, privileges, and esteem. Does this mean that social in-
equalities in health are inevitable? Not to the extent that we now see them.
Health inequalities have increased in the United States, Great Britain, and many
other countries. If they can increase, they can, presumably, decrease.

Fundamental human needs can be simplified into (a) health and its deter-
minants, (b) autonomy or control over life, and (c) opportunities for full social
participation—and these domains are linked.” To these could be added respect
and self-respect and participation in culture, including the tradition of peo-
ple,* which could easily be linked with autonomy and social participation.”
If these needs for autonomy and social participation are not met, health suf-
fers. Inequality in the degree to which these needs are met constitutes social
injustice. Our contention is that although social hierarchies are universal, the
degree of social inequality in meeting these needs varies. Our approach is
closely linked to Amartya Sen’s concept of capabilities or freedoms.”*

It is tempting to think that marked economic inequalities are a feature of
unbridled markets seen in advanced capitalist countries. Indeed, there is ev-
idence to support the view that income inequalities are not only tolerated but
also encouraged in some capitalist countries more than in others. (It is dif-
ficult to lay this at the door of markets per se. Much of the accumulation of
great wealth can be attributed more or less directly to the distortion of mar-
kets. There is nothing like a monopoly position with little market competi-
tion for wealth accumulation by a section of the community.)

That said, income inequalities are more marked in developing countries
than in established market economies®> (table 2-2). Although comparison
among countries is limited by differences in how data are collected, some
general conclusions can be drawn. First, there are large variations in the de-
gree of income inequalities among the rich countries. The top 10 percent of
households in Japan, Sweden, and Norway enjoy less than 22 percent of total
income; in contrast, in the United Kingdom, the top 10 percent have 28 per-
cent, and in the United States, 31 percent. In both the United Kingdom and the
United States, income differentials have grown in recent years.’®>’ Second,
income inequalities are smaller in rich countries than in poor countries. The
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TABLE 2-2 Percentage Share of Income Distribution of
Bottom 10 Percent and Top 10 Percent of Households

Bottom Top
10 Percent 10 Percent

Japan 4.8 21.7
Sweden 3.7 20.1
Canada 2.8 23.8
Switzerland 2.6 25.2
Norway 4.1 21.8
France 2.8 25.1
Italy 3.5 21.8
The Netherlands 2.8 251
Greece 3.0 25.3
Germany 3.3 23.7
United Kingdom 2.3 27.7
Costa Rica 1.7 34.6
United States 1.8 30.5
Dominican Republic 2.1 37.9
Paraguay 0.5 43.8
Sierra Leone 0.5 43.6

Adapted from The World Bank. World development report 2003.
Washington, D.C.: The World Bank, 2003.

well-developed market economies of the West have narrower differences
between rich and poor than in the grossly unequal conditions of countries such
as Paraguay and Sierra Leone. Even Costa Rica, with a good health record, has
wider income inequalities than the richer countries listed in the table 2-2.

There has been a vigorous debate as to whether income inequalities, per
se, lead to worse health.>®>° We do not need to review the arguments here to
note that increasing income inequalities are indicators of increasing divisions
in society. These are likely to be fundamental drivers of inequality in access
to resources. In other words, inequality in income is likely to be correlated
with inequality in meeting needs. Such inequalities are not inevitable but are,
in part, a consequence of decisions taken as to how a society’s economic and
social affairs are to be organized.

A second trend that goes along with increased income inequality has been
seen, particularly in the United States, to be the increasing geographic seg-
regation of affluence and poverty.® Increasingly, people below the poverty
line live in neighborhoods with a high proportion of poor households; those
at the upper end, increasingly, live in neighborhoods that are more exclu-
sively affluent. Such residential divisions are likely to mean poorer services,
more crime, and more civil disruption in poorer neighborhoods than in
wealthier areas.
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In the United Kingdom, similarly, affluence and poverty tend to be spa-
tially segregated. There has, however, been no strong trend for this spatial
segregation to increase in recent years.61

A third fundamental driver of inequalities in society is education. In-
equalities affecting today’s adults are passed on via today’s children to to-
morrow’s adults’ (fig. 2-4). An international literacy survey conducted by the
Organization for Economic Cooperation and Development (OECD) demon-
strated that the literacy levels of young people are highly correlated with their
parents’ level of education.®® This relationship is graded: the higher the par-
ents’ education, the better their children perform. The slope of the relation,
however, varies: it is much shallower in Sweden than it is in the United States.
These findings suggest that family background matters but so does the gen-
eral environment of the country. In detailed studies, J. Douglas Willms®® has
shown that family background, social capital of the area in which the person
lives, and the quality of the school all influence the development of literacy.
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Figure 2-4 Literacy scores of people aged 16-25 according to level of education of
their parents in the United States, Canada, and Sweden. (Adapted from Statistics
Canada; Inequalities in Literacy Skills Among Youth in Canada and the United
States by J. Douglas Willms, Catalogue number: 89-552-MIE, International Adult
Literacy Survey No. 6, reference period: September 1999, adapted from Figure A.
Statistics Canada information is used with the permission of the Minister of Industry,
as Minister responsible for Statistics Canada. Information on the availability of the
wide range of data from Statistics Canada can be obtained from Statistics Canada’s
Regional Offices, its World Wide Web site at http://www.statcan.ca, and its toll-free
access number, 1-800-263-1136.)
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(Robert Putnam defines social capital as “the connections among individuals—
social networks and the norms of reciprocity and trustworthiness that arise
from them.”®*) The relevance for our present concern is that various measures
of education are strongly related to health. Figure 2-4 presents a mechanism
by which socioeconomic disadvantage is passed down from one generation to
another; the degree of the intergenerational transmission, however, is less in
Sweden than it is in the United States.

What Needs to Be Done

A society without social hierarchy is one that has yet to be observed. Even hunter-
gatherer societies that are said to be relatively egalitarian have hierarchies.®
They are kept in check.®® More complex forms of social organization have
clearer hierarchies. There cannot, therefore, be a realistic program of action that
aims to abolish hierarchies. Nor does the history of the twentieth century en-
gender much enthusiasm for the type of communist government seen in central
and eastern Europe. If the health records of these countries is a judge, then in the
1970s and 1980s these countries failed to meet human needs on a grand scale.®”®

Neither of these cautions—the universality of hierarchies and the disap-
pointing experience of state socialism—should be taken as grounds for think-
ing that nothing can be done. Health levels and inequalities in health vary over
time within countries and vary among countries. There is, therefore, good
reason to believe that appropriate social and economic changes can reduce the
health disadvantage associated with progressively lower position in the social
hierarchy. In the United States, for example, with life expectancy ranked at
twenty-sixth among countries despite spending approximately one sixth of
GDP on health care, there are scant grounds for complacency.

Britain’s record also gives little reason for complacency but recent history
is encouraging. In 1997, after a change in government, the new Labor gov-
ernment set up an independent group to inquire into inequalities in health
under the chairmanship of Sir Donald Acheson, a former chief medical of-
ficer to the government. (One of the authors, M.M., was a member of the
scientific advisory group of that inquiry.>’) The group made 39 recommen-
dations to government, of which only two had to do with health care. Three
key recommendations that we made were as follows:

1. We RECOMMEND that as part of health impact assessment, all policies likely
to have a direct or indirect effect on health should be evaluated in terms of
their impact on health inequalities, and should be formulated in such a way that
by favouring the less well off they will, wherever possible, reduce such in-
equalities.
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1.1. We recommend establishing mechanisms to monitor inequalities in health
and to evaluate the effectiveness of measures taken to reduce them.

1.2. We recommend a review of data needs to improve the capacity to monitor
inequalities in health and their determinants at a national and local level.

2. We RECOMMEND a high priority is given to policies aimed at improving
health and reducing health inequalities in women of childbearing age, expectant
mothers, and young children.

3. We RECOMMEND policies which will further reduce income inequalities, and
improve the living standards of households in receipt of social security benefits.
Specifically:

3.1. We recommend further reductions in poverty in women of child-bearing
age, expectant mothers, young children and older people should be made by
increasing benefits in cash or in kind to them.

3.2. We recommend uprating of benefits and pensions according to principles
which protect and, where possible, improve the standard of living of those
who depend on them and which narrow the gap between their standard of
living and average living standards.

3.3. We recommend measures to increase the uptake of benefits in entitled
groups.

We recommend further steps to increase employment opportunities.

In other words, the group took the view that health inequalities are a result
of wider social and economic inequalities in society. The group, therefore,
recommended that there be a fundamental change in attitude to inequality in
society that runs across the whole of government. The recommendations of
the group spanned the life course from pregnant women and early childhood
to education, skills training for those dropping out of school, workplaces, com-
munities, and support for people beyond retirement age. Lifestyle was put
in context and changes were called for in the provision and availability of
healthy food, exercise facilities, and nicotine replacement therapy available
on prescription to aid those individuals in economic need.

Does the report represent wishful thinking on a grand scale?®® Perhaps, but
there is evidence that government has moved to implement many of these
recommendations.’® To take the most contentious, income redistribution—a
subject not popular with the well-to-do—there is evidence that the tax system
has been changed to mitigate the effects of growing pretax income inequal-
ities.”" Figure 2-5 shows the effects of the finance minister’s (chancellor of
the exchequer’s) changes to the tax and benefit regimen since taking office in
1997. The lower the income to begin with, the more favorable have been the
changes in the tax and benefit regimen—that is, the greater has been the gain
in household income.
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Figure 2-5 The effects on disposable incomes of changes to tax and benefits between
1997 and 2002, by income decile group. (From Bond S, Wakefield M. Distributional
effects of fiscal reforms since 1997. In: Chote R, Emmerson C, Simpson H, eds. The IFS
Green Budget: January 2003, London, England: Institute for Fiscal Studies, 2003.)

A crucial question relates to improving the chances of the next generation.
Child poverty is a particular problem in Britain, and the chancellor has set
reduction in child poverty as an aim. There is a new program, Sure Start, aimed
at early child development, that is modeled on the U.S. Head Start program.

There is a view that, for society to be affluent, the wealth-producers have to
be motivated to generate wealth—rather than hampered with indignities, such
as progressive taxation. If this means growing inequalities, it is an acceptable
side effect, even if such economic inequalities lead to health inequalities. This
view has been characterized as a myth convenient to the interests of those who
benefit from inequalities.”” In fact, the view that growing income inequalities
aid economic growth has been seriously questioned.60

There is indeed a case to be made that growing income and social inequalities
will damage social cohesion.®* This will, in turn, work to the detriment not only
of the socioeconomically disadvantaged but also of everyone in society. A so-
ciety that is more socially inclusive is likely to be a healthier society.

Conclusion

A usual reaction to the evidence on the social gradient in health is that the
causes must have to do with inadequacies of medical care or an unhealthy
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lifestyle. In fact, inequalities in health relate fundamentally to inequalities in
society. Health of a population and inequalities in health are markers of how
a society is meeting the needs of its members. There is no reason to believe
that the health of today’s disadvantaged groups could not improve were that
socioeconomic disadvantage to be relieved.

The fact that socioeconomic disadvantage is not relieved is a matter of
social injustice. This is not to call for egalitarianism in the sense of everyone
being the same—a hopeless and undesirable goal. It is, however, to suggest
that society may benefit if our set of social arrangements were to move to-
ward a situation where control over one’s life and full social participation are
more equitably distributed. Governments can help this occur by the way they
channel resources to improve the conditions under which people live and
work and in which our children develop and older citizens thrive.
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RACIAL AND ETHNIC MINORITIES

Carol Easley Allen and Cheryl E. Easley

Introduction

Many Americans confront complex, historical, multifaceted disparities as
they navigate the U.S. health care system, as documented by an extensive
review by the Institute of Medicine of health care inequities experienced by
racial and ethnic minorities." Even when access-related factors such as in-
surance and income are controlled, racial and ethnic minorities receive a
lower quality of care than do nonminorities across the broad range of health
concerns such as cardiovascular problems, pain management, and preventive
health care.'” Perhaps these disparities should lead us to place renewed
emphasis on prevention for racial and ethnic minorities to keep them out of
the hands of health care providers.3

The term “racial and ethnic minorities” as used in this chapter includes any of
the nonwhite racial or ethnic groups in the United States as well as people of
Hispanic origin: blacks regardless of country of origin (African-Americans);
American Indians and Alaska Natives; Asians and Pacific Islanders; Native
Hawaiians and Other Pacific Islanders; and Hispanics (Latinos). The terms
“Hispanic” and “Latino” are used interchangeably, as are the terms “black”
and “African-American,” with the recognition that not all blacks in the United
States are African-American, such as Haitian-Americans, Jamaican-Americans,

46
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and people from African countries. Although the focus of this chapter is on
racial and ethnic minorities in the United States, the concerns and solutions
presented apply to analogous situations in many other countries.

The federal Office of Management and Budget established guidelines in
1997 to collect and present data on race and Hispanic origin. These guide-
lines were used in Census 2000. The following terms were used:

Race

The concept of race reflects self-identification by people according to the
race or races with which they closely identify. The categories are sociopo-
litical constructs and are not scientific in nature. Race and Hispanic origin
are treated as separate and distinct concepts.

White

A person having origins in any of the original peoples of Europe, the Middle
East, or North Africa, including people who indicate their race as white or
report on entries such as Irish, German, Italian, or Arab.

Black or African-American

A person having origins in any of the original black racial groups of
Africa, including, for example, people who indicate their race as black,
African-American, or Negro.

American Indian and Alaska Native

A person having origins in any of the original people of North and South
America (including Central America) who maintains tribal affiliation or com-
munity attachment.

Asian

A person having origins in any of the original people of the Far East,
Southeast Asia, or the Indian subcontinent, including, for example, China,
India, and the Philippine Islands.

Native Hawaiian and Other Pacific Islander

Includes people who have origins in any of the original peoples of Hawaii,
Guam, Samoa, or other Pacific Islands, or who provided a write-in response
of a Pacific Islander group.

Hispanic or Latino

A person who identifies in categories such as Mexican, Puerto Rican, or
Cuban or as being of other Spanish origin. Origin can be viewed as heritage,
nationality group, lineage, or country of birth of the person or person’s
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parents, or ancestors before a person’s arrival in the United States. A person
who identifies his or her origin as Spanish can be of any race.

For the first time, in Census 2000, respondents were given the option to
identify themselves as belonging to more than one racial group. Given this
change, Census 2000 data on race are not directly comparable to previous
U.S. census data.*

African-Americans and Non-American Blacks in the United States

Blacks and African-Americans include a rich diversity of cultural groups. Most
have descended from the more than 4 million enslaved persons stolen from
Africa, but some are children of blacks who were free in this country before the
arrival of the Mayflower in 1620.° The end of slavery in 18635 was followed by
laws that disfranchised blacks and imposed racial segregation. Despite ad-
vances in civil rights in the past half-century, blacks continue to experience
racism throughout the United States. Current black migrants come to this
country from many places in Africa, the Caribbean, Europe, and elsewhere.

In 2002, blacks comprised 12.8 percent of the U.S. population (36 million
people).” While most live in the South, black Americans live in every region
of the country. Over half of blacks live in urban areas beset by the conditions
of poverty—overcrowding, inadequate housing, poor public education, and
crime.®”

Latinos

Latinos have recently overtaken blacks as the largest minority group in the
United States, with a diverse population of 37 million, comprising 13.5 per-
cent of the population in 2002.” Significant within-group distinctions exist
based on place of origin, length of time in the United States, income levels,
family size, educational attainment, and the degree to which members speak
Spanish, English, or both.'® Latinos are geographically concentrated, with
the highest concentrations in the western and southern United States. Latinos
are a young population, of whom 39 percent are foreign born. They are more
likely to live in poverty, to reside in large-family households, to be unem-
ployed, and, if working, to earn less than non-Latino whites.’

Asian-Americans

Asian-Americans, one of the fastest growing segments of the population, are
a diverse group, claiming descent from 28 different countries in the Far East
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and Southeast Asia. Although some groups have long histories in this country,
others, especially some Southeast Asians, are relatively recent arrivals.''
Asian-Americans are at the extremes of income and educational scales.'
Most are foreign born, with some groups, namely the Hmong, Khmer, Lao-
tians, Chinese-Vietnamese, and Vietnamese, being at risk of extreme poverty
and health disparities.

Native Hawaiians and Other Pacific Islanders

Native Hawaiians and Other Pacific Islanders (NHOPI) have descended from
the original peoples of Hawaii, Guam, Samoa, and other Pacific Islands. Al-
though Hawaii comprises the best known of the Pacific islands, there are
many other islands with political or historical ties to the United States in both
the North and South Pacific.'?

Pacific Islanders comprise a very small ethnic group in the United States. Until
2000, they were grouped with Asians under the category Asian-Americans/
Pacific Islanders (AAPI), in which demographic trends and health needs of Pa-
cific Islanders were often hidden.'* Like Latinos, Pacific Islanders are a young
population. Most live in the western states, with the highest concentrations in
Hawaii and California. Many Pacific Islanders, especially Samoans, experience
high rates of poverty.'?

Native Americans and Alaska Natives

There are 569 federally recognized American Indian and Alaska Native (Al/
AN) tribes and an unknown number that are not recognized—each with its
own culture and beliefs. The unique relationships between the tribes and the
federal government derive from wars and subsequent treaties that recognize
the tribes as sovereign entities.'” While the histories of these groups vary
according to the timing and nature of their encounters with the Europeans,
common features include the introduction of infectious disease, ecological
alterations, forced relocation, genocidal violence, social and cultural dev-
astation, and poverty.'®

AI/AN experience some of the most severe health disparities as well as
low incomes and limited access to quality education and, in some cases, to
health care. Although the Indian Health Service is charged with the pro-
vision of their health care, many who live outside reservations cannot
access care provided by the Indian Health Service. Increasingly, AI/AN
groups are providing their own health services with federal financial
support. '
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The Impact of Social Injustice on the Health
of Racial and Ethnic Minorities

African-Americans and Non-American Blacks
in the United States

Despite overall decreases, the infant mortality rate among blacks has remained
at double the rate among whites for many years. Between 1980 and 2000, the
percentage decline for whites (10.9 to 5.7 per 1,000 live births) was greater
than that for blacks (22.2 to 14.0 per 1,000 live births). Death rates from heart
disease, cancer, and many other diseases are significantly higher among blacks.
For example, the prostate cancer mortality rate among black men is more than
double that of white men. Black women are more likely to die of breast cancer,
despite a lower incidence rate and a higher mammography screening rate than
for white women. The HIV/AIDS death rate of blacks is more than seven times
that of whites. The homicide rate of blacks is six times higher than that of
whites.'”!8

Latinos

The likelihood of dying of diabetes, in 2001, was nearly 63 percent higher
for Latinos than for non-Hispanic whites.'® In 2003, Latinos accounted for
over 27 percent of tuberculosis cases, almost 75 percent of which were in
foreign-born Latinos.?® While the overall infant mortality rate for Latinos is
lower than that for whites, this situation masks within-group differences. For
example, the infant mortality rate among Puerto Ricans is 50 percent higher
than that among whites.'®

Latinos are highly likely to report communication problems with phy-
sicians that affect the care they receive, even when they use English as
their primary language. They are most likely to fail to follow a physician’s
advice because of treatment costs, with many Latinos using alternative
therapies that they do not report to physicians. Latinos are least likely to
have a regular physician and most likely of all major racial and ethnic
groups to report feeling that they (a) have been treated with disrespect by
physicians and (b) have little or no choice in sources of health care. Latinos
are also most likely to report low rates of screening and preventive health
services.”!

Asian-Americans

Prevalent among Asian-Americans are such problems as parasitic infections,
tuberculosis, sudden infant death syndrome (SIDS), sudden unexpected nocturnal



Racial and Ethnic Minorities 51

death syndrome (SUNDS), hepatitis B virus infection, cardiovascular disease, and
HIV infection. Many foreign-born Asian-Americans have reduced access to
health care due to lack of insurance, as well as cultural, psychosocial, and lan-
guage barriers. Many find it difficult and confusing to make the transition from
their traditional ways of understanding and treating illness to those of Western
health care. Often health care providers other than Asian-Americans have a poor
understanding of Asian-American cultures and their health care needs, falling
back on stereotypes that inhibit adequate responses.'"'#

Native Hawaiians and Other Pacific Islanders

NHOPI experience poorer health overall than the total U.S. population, with
a high risk of cancer, heart disease, diabetes, and other diseases.?? Significant
health disparities among Pacific Islanders include diabetes and cardiovas-
cular disease, both of which are linked to obesity. Contributing factors in-
clude a sedentary lifestyle and high-fat diets throughout the Pacific islands.
Health care access problems also confront Pacific Islanders, including high
poverty rates, linguistic and spatial isolation, and perceived poor quality of
health services. Inadequate national sample sizes for the study of NHOPI ren-
der understanding of disparities in health care and health status difficult,
especially when examining within-group differences.'>"'*

Native Americans and Alaska Natives

In comparison to other ethnic groups, native people in the United States are
more likely to die from unintentional injuries, diabetes, chronic liver dis-
ease (including cirrhosis), and suicide. In 2000, AI/AN infants died at nearly
twice the rate of white infants. These minorities also have disproportionately
high rates of SIDS, substance abuse and related problems (including fetal al-
cohol syndrome), unintentional injuries, and domestic violence.

Among both Native Americans and Alaska Natives, there is a trend toward
deaths that occur earlier in the life cycle.”> > For example, the 1999 death
rate among Alaska Native children aged 1 to 4 years was more than double
that for both all Alaskan children and all U.S. children. The 1999 mortality
rate per 100,000 population for Alaska Native youth aged 15 to 19 years was
280.6, compared to 110.7 for all Alaskan and 69.8 for all U.S. teenagers in
this age group.”®

The years of potential life lost (YPLL) is a useful measure of the impact of
premature death that serves to illuminate disparities in health outcomes for
a population. Between 1999 and 2000, the YPLL before age 75 for non-
Hispanic whites was 92 percent of the national average, whereas the rate for
Native Americans was nearly 107 percent. In Alaska in 2002, the Native
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population experienced over twice the YPLL before age 75 as the non-Hispanic
white population.”**” Inadequate national sample sizes for the study of AI/AN
render understanding of disparities in health care and health status difficult,
especially when examining within-group differences.

Special Health Issues for Minority Women, Children, Elders, and Men

Women

In the United States, women of color comprise the largest number of people
with new HIV infections. Among women in the United States during the
1998-2002 period, African-Americans represented approximately 60 percent
of new cases, and Latinas, about 20 percent. This difference was most notable
among poor women, whose situation is often complicated by family respon-
sibilities. In 2002, the AIDS incidence rate for African-American women was
more than 20 times, and for Latinas, more than 5 times, that of white women.>®

Children

Food-insecure families have reduced diet quality, increased use of emer-
gency food sources, and anxiety about their food supply. In 2001, 0.6 percent
of children in the United States lived in households with child hunger and over
4 percent of children lived in food-insecure households, and children from the
most populous racial/ethnic minority groups were at higher risk of food in-
security than white children.?

Minority children have shorter average survival times than whites for several
malignancies, including leukemia. In the 1990s, only 75 percent of black and
Latino children with leukemia survived 5 years compared with 84 percent of
white children and 81 percent of Asian children, a statistically significant dif-
ference,” in part because minority children receive less consistent medical care.
Apparently, black children are more likely to have a more virulent form of the
disease than white children, so genetic differences may affect a child’s response
to the disease as well as to various drug regimens.’' A retrospective study of 412
children and adolescents with newly diagnosed acute lymphoblastic leukemia
(ALL) revealed that black children were significantly more likely than white
children to have factors associated with a poor prognosis, which included a
chromosomal translocation. However, the authors of the study concluded that
with equal access to effective therapy, black and white children could expect the
same high rate of cure.*?

Older People

In the United States, 16 percent of members of racial/ethnic minority
groups are over age 65. This proportion is expected to increase to 22 percent
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in the next 20 years. Specific ethnicity-related problems include the fol-
lowing:

« Filipinos, Japanese, and Southeast Asian groups in the United States have
a high prevalence of hypertension. Hypertension is one of the 10 leading
causes of death for men over age 65 only in Asian/Pacific Islanders
(ranked ninth) and African-Americans (ranked tenth).>

Obesity and diabetes are increased in Pacific Islanders, American Indians,

Alaska Natives, African-Americans, and Latinos. In the 1999-2001 pe-

riod, obesity among women aged 20 to 74 was much more common

among blacks (50.8 percent) and Mexicans (40.1 percent) than among
whites (30.6 percent).34

+ Vietnamese women have the highest incidence of invasive cervical cancer
among American women who are Asians or Pacific Islanders—a rate that is
three times higher than that of the second-ranked group (Korean women of
the same age) and five times higher than that of white women.*® Cancer is a
major concern for this group of women because they are less likely to have
annual Pap smears or mammograms.

« Rates of influenza and pneumococcal immunizations are significantly lower
for African-American adults (31 percent) and Latino adults (30 percent)
than for white adults (57 percent). These disparities have persisted over
time.*®

 Both language and cultural barriers to health care and poverty pose sig-
nificant and persistent problems for many minority elderly.'®*’

Men

Men of color are less healthy than any other group, partly due to reduced
access to care. They are less likely to be included in programs to reduce
disparities in health outcomes.*® In the United States in 2001, the life ex-
pectancy for black men (68.6 years) was lower than that for black women
(75.5) and for white men (75.0) and white women (80.2).% Black men are at
significantly greater risk than white men for death from cardiac and cere-
brovascular disease or from HIV/AIDS. In the 1999-2002 period, African-
American men accounted for 49 percent of the new HIV cases reported in
the United States. In 2000, Latinos represented 13 percent of the population
but accounted for 19 percent of the new cases of AIDS—with men ac-
counting for 81 percent of these cases. The two leading instances of HIV
infection in the two groups are men having sex with men and injection drug
use; however, there is within-group variation among Latinos by place of
birth.*>*" African-American and Latino gay men with AIDS in the United
States now outnumber white gay men with the disease.*?
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Men of color are more likely than white men to be poor, less educated, and
unemployed and to experience the detrimental effects of residential segre-
gation and other economic and social problems that are associated with poor
health. Black and Latino men are less likely than white men to see a phy-
sician, even when they are in poor health. Nonelderly black and Latino men
are more likely than white men to lack health insurance. Medicaid insures
only 6 to 8 percent of black and Latino men. Men of color, regardless of their
insurance status, are less likely to receive timely preventive services and
more likely to experience the adverse effects of delayed attention to chronic
health problems, as reflected, for example, by limb amputation and radical
cancer surgery.”®

The combination of gender and race affects the health of men of color in
various ways. The effects of economic marginality and unemployment are
especially potent for men, who see themselves as providers. These effects are
more pronounced among men of color. Occupational hazards, low-wage jobs,
poor educational opportunities, discrimination, and poor housing are among
the frequent stressors for men in the United States society.38

Environmental Quality

Relatively little research has been done on environmental quality in com-
munities of color. A number of studies since the 1970s, however, demon-
strate that African-Americans and other minorities, low-income groups, and
working-class persons are disproportionately subjected to pollution and en-
vironmental stressors at home and at work. For example, a study of ambient air
quality in California revealed that blacks and Hispanics are more likely to live
in areas characterized by substandard air quality.** Even with social class held
constant, studies have found that race is a determining factor in elevated
public health risks due to the distribution of air pollution, consumption of
contaminated fish, location of municipal landfills and incinerators, abandon-
ment of toxic waste dumps, inadequate clean-up of Superfund sites, and lead
poisoning in children. Race has been found to be the single most important
determinant in the location of toxic waste sites—more important than income,
percentage of home ownership, or property values. Blacks have been shown to
be most at risk, with three of five living in communities with abandoned toxic
waste sites.*

Due to discrimination in housing and lack of economic and political power,
minorities live nearest to sources of pollution, such as power plants and in-
dustries, and in central cities, where vehicular emissions are often heaviest.
African-Americans have fewer chances than low-income whites to escape
these conditions because of racial barriers to education, employment, and
housing.44
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The effects of environmental toxins on children that begin in the womb
and persist into or emerge in adulthood—such as those due to lead, dioxin,
environmental tobacco smoke, and methyl mercury—are examples of the cu-
mulative, life-limiting effects of social injustice.“s’46 The significant long-
lasting impacts of environmental exposures are critical risks for children from
low-income households, who are more likely to face increased contact with
hazardous pollutants in their communities.

Social injustice is also evident in the differential implementation of en-
vironmental regulations and other policies that are designed to protect com-
munities, such as cleaning up toxic waste sites and punishing polluters.
Unequal protection, favoring white communities over communities of color,
occurs whether the community is wealthy or poor.** Environmental injustice
contributes to the excess burden of a broad array of health problems, such as
respiratory, reproductive, renal, and neurological disorders, that affect ethnic
minorities in the United States.*’

Access to and Quality of Health Care

A qualitative study has shown that racial and ethnic minorities have worse
first-contact primary care than whites, even after controlling for disparities in
sociodemographic and health-status characteristics.*® This finding suggests
complex relationships in the interactions of persons from different back-
grounds with the health care system and indicates the need for culturally
competent care to remove barriers to access.

The U.S. Census Bureau estimated, in 2002, that 43.6 million Americans
were uninsured—this is thought to be underestimated because it only mea-
sured those who were uninsured at the time the census was taken. If the report
had counted all who had been uninsured for any part of 2001 and 2002, it
would have shown that 74.7 million were without insurance. The numbers of
those without insurance increased by 2.4 million between 2001 and 2002, the
fastest rate in a decade.*’

Latinos represent the largest group without health insurance, with nearly
half of those under 65 years reporting that they had no health insurance at
some point during the previous year. This problem is widespread among
people of Central American and Mexican descent™ because many Latinos
work in low-wage jobs that do not provide health insurance, have ques-
tionable immigration status, or live in states with stringent eligibility stan-
dards for Medicaid.”' In 2003, approximately 44 percent of Latino children
in low-income families were uninsured for all or part of the year, compared
with 33 percent of all U.S. children in low-income families.*”

Disparities in quality of health care have also been documented compre-
hensively. For example, the odds of blacks and women with chest pain being
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referred for cardiac catheterization are 60 percent of those for whites and
men. Black women with chest pain have only 40 percent the chance of white
men of being referred for catheterization.'

Roots and Underlying Issues of This Social Injustice

Poverty, Income, and Wealth/Assets

From 2001 to 2002, the number of poor people in the United States increased
by 1.7 million, from 11.7 percent to 12.1 percent of the population—34.6
million people were living below the poverty line in 2002. Blacks and His-
panics sustained the greatest increase in poverty during this period. >

Although income disparities are significant, and are currently widening,
the most compelling difference between majority and minority populations
lies in the area of assets or wealth. More than 33 percent of nonwhite house-
holds in the United States today do not have any positive wealth, compared
with approximately 12 percent of white households.>

Social policies for asset development have been used for centuries in the
United States to benefit whites and disadvantage minorities, and the dis-
criminating impacts of these policies have cumulated over time. Three salient
examples of past discriminatory social policies whose effects persist are the
Homestead Act of 1862, the G.I. Bill of 1944, and a series of federal initiatives
designed to enable homeownership in the 1940s and 1950s. Racial discrimi-
nation and segregation inherent in the implementation of these programs
provided opportunities for asset development among whites that were denied
to blacks and other ethnic minorities. And the more recent policy of redlining
by banks continues to discriminate against blacks and other minorities.>*
(“Redlining” is the practice of designating a particular residential area for
preferential or prejudicial treatment based on race or ethnicity.)

Today, institutional policies related to asset development favor those with
incomes of $50,000 or more, who receive approximately 90 percent of the
benefits from tax deductions or “breaks.” These deductions are actually tax
expenditures that include tax credits, preferential tax rates, tax deferrals, and
exclusions from taxation. Such deductions represent approximately 50 per-
cent of direct federal expenditures on a yearly basis. The largest of these tax
expenditures, which help the rich to accumulate financial and real assets,
are in the areas of home ownership, retirement accounts, and preferential
treatment of gains from investments. The housing tax exemption policy, for
example, provides the nonpoor with substantial subsidies that assist them
to become homeowners, while the overwhelming majority of the housing
subsidies directed to the poor, such as Section 8 of the housing code, rental
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vouchers, and public housing, enable them only to rent housing, not to own
homes.”*°

Social Exclusion

Like poverty, social exclusion has a major impact on health and mortality.
Social exclusion stems from racism, discrimination, stigmatization, hostility,
and unemployment. Persons experiencing these mechanisms are barred from
full participation in education and from access to services and community
activities, and they experience harm to their overall health.”’

Geographical Location and Residence Patterns

Segregated residential location has been linked to health and well-being in a
number of ways. Living within one’s ethnic community has many benefits, such
as social support, but the fact that many communities of color are beset by the
damaging conditions of poverty affects the health of all community residents.*®
A project to investigate race- and ethnicity-based discrimination in housing
reported persistent discrimination against African-Americans, Hispanics, and
Asians and Pacific Islanders in both sales and rentals of homes.”®

Employment Status and Occupational Health Issues

Blacks with an associate degree are unemployed at almost twice the rate as
are whites with the same education.’® Unemployment can lower a person’s
motivation and can lead to emotional and physical damage.®® Although data
relating minority status with occupational disease are not adequate, there are
disproportionately higher rates of disease in occupations and specific occu-
pational activities that employ workers of color® (see chapter 19).

Health Literacy Issues

The average American adult reads at the eighth- to ninth-grade level, whereas
most health education and information materials are written above the tenth-
grade level. Health literacy—the ability to read, understand, and act on health
information—is a stronger predictor of health status than age, income, em-
ployment status, educational level, or racial or ethnic group. Health literacy
problems affect a disproportionate number of ethnic minorities and immi-
grants, especially those who speak English as a second language.62 Low health
literacy results in higher health care costs, problems with self-management of
health care, and increased risk of hospitalization.&’66
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Specific Implications of Social Injustice for
Racial and Ethnic Minorities

Minorities Are at Greater Risk for the Imposition
of Social Injustice

The same problems that contribute to discriminatory practices in the larger
society also influence the experience of minorities in their encounters with
the health care system. These problems include individual and institutional
racism in health care and the legal, regulatory, financial, and political en-
vironments in which health care decisions are made and implemented, all of
which can operate to deny social justice to minorities who seek the benefits
of the U.S. health care system.

The health inequities that exist in every nation are largely due to the social
injustice that leads to unequal access to societal resources. These inequities
are caused by unjust social arrangements that often discriminate against mi-
nority groups.®” The health trends of disadvantaged minorities are extremely
sensitive to economic, social, and political trends. Whether a country is rich or
poor, better health is associated with higher social position.

In important ways, a nation’s health inequities may be seen as a barometer
of its citizens’ experiences of social justice and human rights. Health equity
is best thought of not as a separate social goal but as a measure of social
justice.67

What Needs to Be Done

Ensuring Cultural Competence Among Health
Professionals and Institutions

An expert panel appointed by Physicians for Human Rights made 24 pol-
icy recommendations to address the problem of racial and ethnic disparities
in the quality of medical care, based on a comprehensive survey of peer-
reviewed medical literature:®®

» The federal government should create an Office of Health Disparities
within the Office of Civil Rights of the Department of Health and Hu-
man Services to determine if health disparities are the products of dis-
crimination and to take appropriate action.

The federal government should collect data on race, ethnicity, and pri-
mary language in health plans to assure analysis of data on racial and
ethnic disparities and to provide resources to agencies addressing racial
and ethnic health disparities.
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« National professional organizations, educational institutions, accrediting
bodies, and health care provider associations should take appropriate action
to assure that health professionals are educated on health disparities and
cultural competence, and these competencies should be evaluated for li-
censure and individual and institutional credentialing purposes.

 Research should be performed on patient-provider interactions, provider
attitudes and behaviors related to race and ethnicity, health care system
disparities in care, and interventions to eliminate disparities.

Language sensitivity that accounts for appropriate words for subpopula-
tions speaking the same language is important. For example, the use of con-
dones for “condoms” is acceptable to Puerto Ricans, but for Dominicans,
profilacticos should be used. Qualified medical interpreters are required for
accurate and appropriate care.*?

Increasing Recruitment and Retention of Minority
Youth Into Health Professions

The inadequate number of minorities in health care professions contributes
to racial and ethnic minorities receiving unequal treatment, and thus higher
rates of morbidity and mortality from chronic diseases. Sensitivity to culture
and language is critical to quality health care 70 Recruiting and retaining
minority students in the public health and health care professions should be
supported through an increased number of scholarship programs and men-
toring relationships.

Attention to Clear Health Communication
to Address Health Literacy Problems

Public health efforts, such as the Ask Me 3 campaign (www.AskMe3.org)
developed by the Partnership for Clear Health Communication, should be
directed specifically to minority and immigrant communities that are at sig-
nificantly greater risk of low health literacy. The American Public Health
Association is a founding member of the Partnership, which is now in the
first phase of national effort to improve health communication between pa-
tients and providers. The Ask Me 3 campaign is a solution-based initiative
that promotes three simple, but essential, questions that patients should ask
providers during every health care interaction: (a) What is my main prob-
lem? (b) What do I need to do? (c) Why is it important for me to do this? 62
In addition, more systemic advocacy is needed to address such issues as the
disparities in public education that place poor and minority children at risk of
poor literacy skills.


www.AskMe3.org
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Reducing Poverty and Addressing Factors That Create Poverty

Poverty reduction should begin with monitoring of health outcomes related
to poverty and the education of health care providers on the relationship
between social injustice and health. Collaborative efforts are necessary with
arange of other sectors to address human rights issues, such as adequate food,
housing, safe communities, employment, health care, and full social, eco-
nomic, and political participation. Policies should be changed and resources
equitably distributed to ensure an adequate level of public education for all
children in the United States, regardless of ethnicity, residential location, or
socioeconomic status. The most effective policy change would be a per-
capita educational allocation rather than basing educational expenditures on
community of residence; the likelihood of this happening in the foreseeable
future, however, appears to be remote.

Community-based interventions tailored to specific community contexts
can help reduce poverty and improve health outcomes. Such interventions are
characterized by the use of multisector and multistrategy approaches and
building on community assets, such as enlisting local residents to bridge cul-
tural gaps.70 It is also important to support capacity-building, the provision of
access and opportunity in the areas of health and economic opportunity in
minority communities. In terms of the economy, capacity-building includes
such things as access capital in the form of small business loans and education
in business management for minority group members so they will be able to
handle business opportunities. Economic opportunity also includes transpor-
tation to the inner city for minority group members who have been relocated to
the suburbs due to the renovation and takeover of the inner city by affluent
majority groups. Often the suburbanite minorities have no transportation to the
inner-city jobs on which they depend. Capacity-building in the area of health
involves increasing the numbers of minority group members who are educated
in the health professions, especially in the higher-income and higher-status
occupations. Capacity-building also includes the provision of health educa-
tion and information to minority community members so they can assume
greater responsibility for their own health status and serve as health resources
to others in their communities. Capacity-building can be supported by both
government and private initiatives and funding.

Public policy should remove barriers to affordable housing in neighborhoods
of choice. Residential segregation, unless forced, is not inherently bad. Indeed,
many ethnic minorities prefer to live in neighborhoods of their own race.*®
Problems occur when ethnic neighborhoods are composed solely of the poor,
where the accumulated ills of poverty and institutional neglect are compounded
by substandard public education, unemployment, and the lack of positive role
models, transportation, and opportunities for economic development.
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All people should be protected by minimum income and wage guarantees
and access to gainful employment. Unemployment benefits should be set at
a level that protects individuals and families from drifting into poverty.
Education and accessible retraining are important in the prevention of un-
employment.5 !

Public and private mechanisms, such as credit unions and credit counseling,
may help to reduce indebtedness among the poor. Low-income households
should have access to the institutional mechanisms, incentives, and subsidies
that exist to assist those who are not poor to save, such as employment-matched
pension plans, payroll-deduction savings programs, and mortgage-financed
home purchases. The poor generally do not receive the tax benefits for mortgage-
interest deductions and, if they are homeowners, they typically receive lower rates
of return for their housing investments. The main federal social welfare program
to which the poor have access, Temporary Assistance for Needy Families
(TANF), actually discourages saving by setting asset limits above which benefits
are denied.

Matched savings accounts—known as Individual Development Accounts
(IDAs)—enable low-income families to save enough money for a down
payment on a home, pay for post-secondary education, or obtain start-up
capital for a small business. There are more than 500 community-based asset-
building programs, with over 20,000 account-holding beneficiaries in 49
states. These programs have begun to stimulate saving, enable the use of IDAs
to purchase assets expected to have high returns, and increase future-oriented
thinking.’*” One study revealed that 28 percent of matched withdrawals
from the IDAs were used to purchase homes; 23 percent to start businesses;
21 percent for post—secondary education; and 18 percent for home repair.
Participants reported that the acquisition of assets improved their outlook and
helped them to think less about getting through the next day and more about
what they might want to do in 5 years.”*

Addressing Racial Discrimination

Many whites have no awareness of their privileged status even as they
protect their interests in every area of social interaction. Although they may
admit that disparities exist, they attribute them to lack of ambition or effort
by minorities rather than the structural favoritism for whites that has always
been an integral part of American society. David Wellman, professor of
community studies at the University of California, Santa Cruz, and co-author
of a text on racial discrimination, states, “You don’t need to be a racist to
promote qualities that are race-conscious. Most whites don’t see white as a
race. Like a fish in water, they don’t think about whiteness because it’s so
beneficial to them.”>”
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Camara Jones, a former professor at the Harvard School of Public Health,
has presented three levels of racism:

1. Institutionalized racism is “differential access to the goods, services,
and opportunities of society by race” (p. 121 2).”* 1t is structured into the
norms, customs, and sometimes the laws such that there need be no
perpetrator for it operate. Institutional racism is seen in both (a) material
conditions, such as lack of equal access to quality education, sound hous-
ing, gainful employment, and adequate health care; and (b) access to
power, such as differential access to information, resources, and voice
(voting rights, representation in government, and control of the media).
The historical association between socioeconomic status and race in the
United States is perpetuated by contemporary structural arrangements
that foster the continuation of those historic injustices.

2. Personally mediated racism is prejudice and discrimination—that is,
differential assumptions about others based on race and differential actions
toward others according to race. It is what many people mean by “rac-
ism.” Personally mediated racism may be intentional or unintentional and
may include acts of commission or omission. It may be evidenced as lack
of respect, suspicion, avoidance, devaluation, scapegoating, or dehu-
manization. Like institutionalized racism, personally mediated racism is
condoned by societal norms and maintains structural barriers: Personally
mediated racism is manifested in everyday customs of interaction that
may range from poor service in a department store to police brutality.
Individual practices of avoidance based on race serve to perpetuate
structural barriers between racial groups.

3. Internalized racism occurs when members of the stigmatized race ac-
cept the negative messages of racism about themselves and engage
in devaluation of themselves and others of their race. This leads to
hopelessness, resignation, and helplessness.

Jones advocates first addressing institutionalized racism. If institutional-
ized structures no longer support racism, those disadvantaged by such struc-
tures would be relieved and it is possible that personally mediated racism
would be lessened in succeeding generations.

Performing Research

Comprehensive research is needed on the roots and effects of racial and ethnic
discrimination, as well as on the impact of individual and institutional racism
on the broad range of health outcomes. Adequate surveillance systems should
be developed to obtain data on the determinants and distribution of physical,
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mental, social, and environmental health outcomes due to racial and ethnic
disparities. Data collection should account for the diversity of subgroups
within each minority category in the census. Research should be enhanced by
the inclusion of data on such issues as residential segregation, occupational
health problems, employment discrimination, individual exposure to discrim-
ination and related coping mechanisms, physiological effects of racism and
discrimination, and health care provider behaviors that contribute to dispar-
ities. Research that explores the relationship between race/ethnicity and oc-
cupational health and safety is needed; however, such research will serve a
descriptive function only if it is not used to facilitate policy changes that will
reduce the increased occupational health risks that confront workers of color.®!

Researchers must be sensitive to the particular cultural perspective on
genetic research of the various ethnic groups in terms of handling of human
tissues, confidentiality, and appropriate questions to pursue.?

Conclusion

The most important immediate action in response to social injustice against
racial and ethnic minorities that leads to disparate health outcomes is the
equitable provision of health care (see chapter 12). We must enact legislation
that ensures better quality of and access to health care through the provision of
basic health care for all people in an atmosphere of acceptance and respect.

Initiatives that address the specific areas of health disparities for ethnic
minorities should be promoted, including the collection of data on barriers to
equitable care and the monitoring of progress in the elimination of disparate
outcomes.

The Institute of Medicine report Unequal Treatment contains several rec-
ommendations that could be implemented quickly:

* Increasing the awareness of disparities among the general public, key
stakeholders, and health care providers

+ Integrating cross-cultural education into the training of all current and
future health professionals

+ Providing patient education on how to access health care and participate
in individual health care planning

« Using evidence-based guidelines to promote consistency and equity of
health care, with financial incentives to ensure evidence-based practice

« Structuring payment systems that ensure adequate services to minorities
and limiting provider incentives that promote disparities

« Providing resources to the Office of Civil Rights of the Department of
Health and Human Services to enforce civil rights legislation.1
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The solution to the problem of disparate health care based on race and
ethnicity requires attention not only to its immediate consequences but also
to the many contextual issues that have caused and now perpetuate its
devastating effects. Health care providers must collaborate with people in
other disciplines, the business community, the general public, and minority
groups to reach an effective and sustainable resolution to this problem.
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WOMEN

Stacey ). Rees and Wendy Chavkin

Introduction

Women are often characterized as a special subgroup for purposes of health
research and data analysis; witness the presence of this chapter in a section
of the book devoted to “Specific Population Groups.” Women as a popu-
lation, however, have been the targets of discrimination and disadvanta-
geous treatment. A too-narrow focus on women’s reproductive and
mothering roles has been central to this discrimination; however, the as-
sertion of women’s inequality in all spheres has been a fundamental orga-
nizing principle of social relations and economic and family life. Resulting
social injustice has had a profound impact on women’s health status. Mi-
sogynist cultural and social norms have led to limitations on women’s ac-
cess to abortion and contraceptive services; ignorance of the differences
between disease processes in women and men; the exclusion of women
from much medical research (as both research subjects and researchers); and
the disproportionate effects of both poverty and violence on the health of
women. This chapter will attempt to highlight some of the ways that social
injustice, rooted in beliefs about women’s inequality, has affected women’s
health.
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The health needs of a group as heterogeneous as women vary widely. None-
theless, all women share reproductive capacity and the potential for engaging in
sexual activity. All therefore have significant needs related to the avoidance and
treatment of sexually transmitted infections (STIs), including HIV/AIDS; con-
traception and pregnancy care; and the prevention and treatment of reproductive
organ cancers and other reproductive system diseases.

An estimated 26 percent of HIV-infected people in the United States are
women. From 1996 through 2001, an average of 10,500 cases of AIDS were
annually diagnosed in women and adolescent girls in the United States.' As of
2002, an estimated 19.2 million women worldwide were living with HIV/
AIDS. In sub-Saharan Africa, North Africa, and the Middle East, the esti-
mated percentage of HIV-positive adults who are women ranges from 55 to
58 percent.” Women also shoulder a disproportionate burden of serious health
consequences from curable STIs, including infertility and preterm birth.’

Pregnancy prevention remains one of women’s most pressing health needs.
The average age of first childbearing increased in the United States from 21.4
years in 1970 to almost 25 years in 2000.* Globally, a demographic transition
from high to low fertility is taking place. In less-developed regions, fertility
rates have dropped from 6.2 children per woman in 1950 to less than 3 per
woman in 1999.° Although decreasing fertility rates indicate that progress has
been made, up to half of the 175 million pregnancies that annually occur
worldwide are either unwanted or ill-timed.’

Different issues arise when women struggle to achieve, rather than pre-
vent, pregnancy. Many women, in the United States and elsewhere, put
childbearing on hold to accommodate education and career expectations that
are not commensurate with early motherhood. The desire for pregnancy later
in life has increased demand for assisted reproduction technologies (ART).
Lesbian and single women are also seeking access to ART to achieve their
childbearing goals. Should we guarantee access to services desired in re-
sponse to societal pressures on women to delay childbirth? ART is costly;
limited health care resources force difficult choices between making such
“high-tech” care available to some and making high-quality primary care
available to all.

Women who do become pregnant need access to high-quality prenatal
and intrapartum care. In the United States, the persistence of higher rates of
infant and maternal mortality (compared with most other industrialized coun-
tries) and disparities between white and minority women underscore our
country’s continued failure to equitably meet maternity care needs.

Later in the life cycle, women need access to routine care and screening
for reproductive organ cancers, treatment for symptoms of menopause, and
osteoporosis care. Eighty percent of people with osteoporosis are women,
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and the rate of hip fracture is two to three times higher in women than in
men. Sustained weight-bearing exercise helps build bone mass and reduce
the risk of hip fracture later in life.® Because women were traditionally dis-
couraged from participating in athletic activity, older women now face a
serious health problem rooted in discriminatory beliefs that kept women
from exercising.

Women of all ages face challenges maintaining health insurance that would
allow them to seek needed care. Women are more likely to work in low-
income, service-industry jobs that rarely provide health insurance benefits.
Women who do not work outside the home may be dependent on insur-
ance provided by their husbands’ employers. In addition, women who leave
the Temporary Aid for Needy Families (TANF) program for jobs may lose
health insurance if it is not provided by their employers.

How Social Injustice Affects the Health of Women

Constraints on Choice, Access to Abortion,
and Family Planning Services

A careful look at abortion and contraception reveals overt and wide-ranging
effects of social injustice on women’s health. In 20 states, local laws in-
trude into the informed consent process by means of state-directed coun-
seling and mandatory waiting periods; more states require counseling but
forego the waiting period.” For minors, the problem of access to abortion is
further exacerbated by parental consent or notification laws.

As of late 2003, 19 states required parental consent and 14 additional
states required parental notification before a minor could obtain an abortion.
A new parental notification law, which took effect at the end of 2003 in New
Hampshire, may be the start of a trend that will likely continue as other states
consider restrictive legislation. Only eight states and the District of Co-
lumbia do not require parental involvement when a minor child seeks abor-
tion services.® For minors unable or unwilling to talk to their parents about
their need for an abortion (in some cases out of fear of physical abuse or
because the pregnancy was the result of incest), these laws put one more
roadblock in the path to an earlier—and therefore safer—abortion. No pa-
rental consent is required by any state for childbirth.

Other laws restrict certain kinds of abortion procedures altogether. In 2000,
the Supreme Court heard Stenberg v. Carhart, a challenge to Nebraska’s
“partial-birth” abortion ban. The court found the Nebraska ban unconstitu-
tional but did outline a two-pronged test of constitutionality for other such
laws: they must include an exception protecting the life or health of the
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woman and they may not impose an undue burden on a woman’s right to
choose late-term abortion. Four states currently have laws banning some form
of late-term abortion procedure that meet the Stenberg requirements. Twenty-
seven states have bans that are unenforceable under the Stenberg test, and in
19 of these states courts have specifically blocked these measures.’

Congress enacted and President George W. Bush signed the Partial Birth
Abortion Ban of 2003, a bill that contains no exception to protect the health
of the mother—one of the two necessary tests of constitutionality under the
Stenberg ruling. Reproductive rights advocates have challenged the law in
court.

The harassment and physical assaults on both women who seek abortions
and those who provide abortion services have had an adverse effect on access
to abortion services. The numbers of abortion providers declined by 11 per-
cent between 1996 and 2000.'° To counter this trend, groups such as Medical
Students for Choice and Physicians for Reproductive Choice and Health
(PRCH) have galvanized support for abortion training for physicians during
medical residencies. Clinicians for Choice advocates for expanding the pool
of abortion providers to include midwives, nurse practitioners, and physician
assistants.

In the 1990s, a wave of Catholic and secular hospital mergers resulted in
religious proscriptions on reproductive health care services. Services such as
contraception, sterilization, abortion, and some infertility services were often
discontinued in the merger process. In addition, victims of sexual assault who
come to Catholic merger-affected hospitals for care have been denied access
to emergency contraception to prevent pregnancy from rape. This has led to
significant loss of access to such care in many communities.

Access to reproductive health care services is also restricted by managed-
care health insurance plans owned by religious groups. These plans serve
both the private and Medicaid insurance markets. Fifteen of 48 Catholic
managed-care plans identified in a recent report participate in Medicaid
managed care.'' Many argue that refusing to provide reproductive health
services on religious grounds is unacceptable if agencies receive state or
federal funding. Protections must be built in for women, especially the most
vulnerable Medicaid recipients, so that they understand the limitations of
such plans before enrolling.

Young women need accurate information about their health and sexual-
ity. Funds are increasingly being made available for abstinence-only educa-
tion; about 33 percent of teachers in one survey describe their school’s main
message as abstinence-only until marriage. Such programs do not include
any information about contraception or STI prevention strategies.12 Denying
young women (and men) important information about reproductive health
impairs their decision-making ability and has potentially negative health
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consequences. Not teaching young people about the consequences of unpro-
tected sex, including HIV infection, puts them at grave, and unneces-
sary, risk. Moreover, abstinence-only education has been shown to be
ineffective at reducing teen sexual activity and teen births, while compre-
hensive sex education has a positive impact on these indicators."?

Unfortunately, the current chilly climate for women’s reproductive health
care extends well beyond the borders of the United States. Policies re-
stricting access to services in the United States are echoed by policies lim-
iting U.S. funding for services abroad. In 1984, President Ronald Reagan
implemented the Mexico City Policy, better known as the “Global Gag Rule.”
This policy prevents the United States Agency for International Develop-
ment (USAID) from giving funds to nongovernment organizations that per-
form abortions or actively promote abortion as a method of family planning
in other nations. This policy remained in effect until 1993, when it was res-
cinded by President Bill Clinton, but in 2001 one of President Bush’s first
acts was to reinstate this policy.

The 1985 Kemp-Kasten Amendment prohibits the disbursement of U.S.
funds to any group that supports or participates in coercive abortion or invol-
untary sterilization, as determined by the president. This amendment has been
used as a tool to deny funding to the United Nations Population Fund
(UNFPA). Funds were withdrawn from UNFPA over its support for China’s
allegedly coercive population policies, despite a 2002 State Department in-
vestigation documenting that the UNFPA does not provide direct support for
abortion services in China and has, in fact, worked to stop coercive practices.
Congressional passage of the Smith amendment in 2003 prevented payment of
$100 million to UNFPA in fiscal years 2004 and 2005, denying crucial re-
productive health funding to many women throughout the world.

Disproportionate Impact of Poverty

Although women have gained some ground in earning power over the last
decade, women in the United States still earn only $0.76 for every $1.00 that
men earn. The gap is wider for single mothers: Over 26 percent of single
mothers live below the poverty level, compared with less than 12 percent of the
general population. The rate is even higher for African-American and Hispanic
single mothers, over 35 percent of whom live below the poverty level.'*
Access to reproductive and other basic health care is particularly tenuous for
women living in poverty. Federal funding for abortion has not been avail-
able—except in cases of rape, life endangerment, or incest—since passage of
the Hyde Amendment in 1977. Currently, just 16 states have a policy to use
their own funds to pay for all or most medically necessary abortions sought by
Medicaid recipients. In these 16 states, “health” is broadly defined to include
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both physical and mental health concerns.'” An analysis of the number of
abortions to Medicaid-eligible women in two states before and after the Hyde
Amendment concluded that about 20 percent of the women who would have
obtained an abortion, had funding been available, were unable to do so and
carried their pregnancies to term.'®

The 1996 Personal Responsibility and Work Opportunity Reconciliation Act
(PRWORA) has effectively eliminated poor women’s entitlements to income
supports while attaching strings—in the form of strictures on reproductive
behavior and employment requirements—to the limited benefits they may still
receive. This change in welfare legislation has affected the health of poor
women in two ways: through changes in access to care and through changes
resulting from reproductive-related provisions of PRWORA."”

As advocates had warned, one result of PRWORA has been reduced Med-
icaid enrollment. Many families who were dropped from, or failed to enroll in,
cash assistance programs have not enrolled in Medicaid, despite continued
eligibility.'® Declines in Medicaid enrollment for women have been dramatic
with low-income single mothers experiencing the largest decrease. 19 Because
nearly half of all publicly funded family planning services in 1994 were paid
for by the Medicaid program, declines in Medicaid enrollment mean a sub-
sequent decline in revenues for family planning providers and an increase in
uninsured patients whose care must be subsidized. If this trend continues, it
may jeopardize the ability of clinicians to continue to provide family planning
services. Eighteen states have attempted to prevent the decline in the use of
Medicaid family planning services by issuing waivers that extend women’s
eligibility for such services.”"

As of late 2003, 13 percent of white women, 23 percent of black women,
and 37 percent of Latinas were uninsured.”’ Women without health insurance
coverage often fail to make family planning or well-woman visits. They are
thus less likely to benefit from routine preventive services, such as Pap smears,
mammograms, STI screening, and screening for chronic diseases, such as
hypertension.

Mandates expanding Medicaid eligibility during pregnancy have been in
effect since 1990, but over 28 percent of pregnant women living in poverty
were uninsured in late 2003, as compared with only 3 percent of those earn-
ing at least three times the poverty level. Of uninsured pregnant women,
77 percent were eligible for Medicaid in 1997.?* Why aren’t more of these
eligible women being reached?

Although not thought of as preconceptional or prenatal care per se, access
to the Special Supplemental Nutrition Program for Women, Infants and Chil-
dren (WIC) and the Food Stamp Program (FSP) before and during pregnancy
can have a significant impact on reproductive health. Women with low
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prepregnancy weights and/or those without sufficient weight gain during
pregnancy are at higher risk for low birth weight or preterm birth.*?

Welfare reform drastically reduced the food safety net for women.
The food stamp benefits of poor women, who have been forced into low-
wage jobs as a result of welfare reform work requirements, are reduced
because these women now have earnings. Such reductions can cause them to
decrease spending on food and adversely affect their spending on housing,
clothing, and medical care.>* The net effect of welfare reform on women’s
nutritional status and reproductive health remains a concern.

Several other elements of welfare reform policy attempt to directly in-
fluence women’s reproductive choices. For several years, states were offered
an illegitimacy bonus under PRWORA for decreases in nonmarital births
without a concomitant increase in abortion rates. Twenty-three states have
enacted a cap on additional benefits when a new child is born into a family
receiving welfare. %>

Despite little evidence to support their efficacy in reducing teen pregnancy
rates, PRWORA also includes an allocation of $50 million over 5 years to
fund abstinence-only sex education programs. States are required to match
every $4 of federal funds with $3 in state money, bringing the total closer to
$90 million.*

The reproductive-related components of PRWORA are direct attempts by
policy-makers to control the reproductive lives of low-income women and, in
the case of abstinence-only education, to forward an agenda for all families
that restricts sexual activity to monogamous heterosexual relationships
within marriage. Such efforts at social control are an egregious and anach-
ronistic attempt to interfere in women’s reproductive decisions, with serious
potential to negatively affect the health of low-income women and their
families.

The Disproportionate Impact of Violence

Women suffer disproportionately from violence and often face health con-
sequences from sexual abuse and domestic violence that endure years be-
yond the acute episode of violence. Such violence is global in scope, with at
least one in every three women worldwide having been beaten, coerced into
sex, or abused in some other way. As many as 5,000 women and girls
die each year in so-called “honor killings.” Identifying the use of violence
against women as a weapon of war, the International Criminal Court added,
in 1998, a statute classifying rape, sexual slavery, enforced prostitution,
forced pregnancy, enforced sterilization, and other forms of sexual violence
as grave breaches of the Geneva Convention.?’
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Most violence suffered by women occurs at the hands of intimate partners.
In a U.S. survey, 76 percent of women who reported being raped and/or
physically assaulted since the age of 18 were victimized by a current or
former husband, cohabiting partner, date, or boyfriend, and 22 percent of
all women polled reported an assault perpetrated by an intimate partner
in their lifetime.”® Female victims reported only about half of incidents of
violence by an intimate acquaintance to the police.29 Although over 500,000
women were treated in emergency departments for physical assault in
the year preceding one national survey, many more women do not receive
any medical care for injuries received as a result of rape or other physical
assault.”®

Violence affects women of all ages, but young women are particularly
vulnerable. More than half of female rape victims identified in one survey
were younger than 18 years old when they were first sexually assaulted.”®

The long-term physical and mental health consequences of violence against
women are significant. Sexual assault increases the odds of substance abuse by
a factor of 2.5, and rape victims are 11 times more likely to be clinically
depressed than are others.* The importance of integrating sexual abuse therapy
into treatment for chemically dependent women is demonstrated by the fre-
quency with which drug-dependent women have been abused sexually and the
relationship between such abuse and the severity of addiction.>!

In addition, rape victims suffer from physical symptoms that can per-
sist years after the attack, including pelvic pain, sleep disturbance, chronic
headaches, and sexual dysfunction.?*>? Sexual abuse has also been identified
as a risk factor for HIV infection.>® Domestic violence in pregnancy may
result in pregnancy loss, preterm labor, low birth weight, fetal injury, and fetal
death.**

Although resistance to recognition of sexual abuse has decreased in re-
cent years, disagreement on the definition of sexual abuse continues to ham-
per the collection of accurate prevalence data. Insufficient data collection,
women’s resistance to disclosing abuse histories because of stigma and fear,
and the lack of consensus about the definition of sexual abuse have neces-
sarily led to underreporting and increased risk for neglected survivors of
abuse.™

Campaigns for comprehensive federal policy—based responses to the prob-
lem of violence against women began in earnest in 1990. The 1994 Violence
Against Women Act (VAWA) created new penalties for gender-related
violence and funded grant programs supporting state efforts to address do-
mestic violence and sexual assault. The provisions of VAWA were reau-
thorized for an additional 5 years in 2000, continuing existing programs,
with some improvements, additions, increases in funding, and requirements
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that several studies be completed, including one addressing insurance dis-
crimination against victims of domestic violence.

Underlying Causes and Roots of
Social Injustice Against Women

Gender Discrimination and the Assumption of a Male Norm

Assumptions that male sex is the norm and that female sex is a complication
of that norm have had a profoundly negative impact on the health of women.
These assumptions have led, until very recently, to the exclusion of women
from clinical trials and a dearth of research on specific women’s health is-
sues, including differences in prognosis, diagnosis, and progression of dis-
eases that affect both men and women. Such discrimination has also resulted
in a missed opportunity for greater understanding of diseases that affect both
sexes. A recent Institute of Medicine report asserts that studying sex differ-
ences, like other biological variations, can yield greater insight into under-
lying biological disease mechanisms,3 6 leading, in turn, to improved treatments
and outcomes.

Few people are aware that cardiovascular disease (CVD) is the leading
cause of death in women. Despite the prevalence of CVD among women,
early research often failed to provide useful information about key gender
differences in risk factors, outcomes, and manifestations among women.>’
Research on gender differences in other disease states that affect both men and
women has revealed significant differences in the manifestations and pro-
gression of HIV>® and the increased prevalence among women, compared
with men, of diseases such as irritable bowel syndrome,39 and type 2 diabe-
tes.* Major depression or a depressive disorder affects approximately twice
as many women as men,*' and pregnancy as well as gender differences in
pharmacokinetics can affect dosage of antidepressant medications for women.

Itis clearly essential to include members of both sexes in sufficient numbers
to permit analysis and detect gender differences. Otherwise, the medical and
scientific community remains uncertain as to whether findings from male-only
studies can be generalized to women, and thus uncertain about the course of
disease and applicability of treatment to women.*?

In recognition of this problem, the U.S. Public Health Service Task Force
on Women’s Health Issues reported, in 1985, that the lack of research spe-
cifically addressing women had compromised the quality of health care.*’
Five years later, the National Institutes of Health (NIH) created the Office of
Research on Women’s Health, and, in 1991, instructions to NIH grantees first
included requirements to include women and members of racial/ethnic
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minorities as research subjects. In 1993, the U.S. Congress passed the NIH
Revitalization Act, which included funding for women’s health research and
policy statements supporting the inclusion of women in federally funded re-
search.*?

Several decades ago, public concern over the untoward effects of thalido-
mide and diethylstilbestrol (DES) led to an increased emphasis on the protec-
tion of pregnant women in research. In 1975, Department of Health and
Human Services regulations were instituted that limited research on preg-
nant women and that classified them as a vulnerable population. However,
when pregnant women are excluded from clinical trials, health care providers
end up treating disorders in pregnant women with medications for which the
pregnancy-altered pharmacokinetics and the consequences for fetal devel-
opment are not known.*> To encourage the participation of women in re-
search, the Food and Drug Administration revised this restriction in 19934

The impact of gender discrimination affects the very formulation of research
questions by muting the voices of women scientists.*’ Although women now
constitute almost half of all medical students in the United States,46’47 a much
smaller fraction of faculty members in U.S. medical schools are women—only
one-fourth were faculty members in 1995.%3

Women'’s underrepresentation in academic medicine, business, public policy
endeavors, and government may well contribute to roadblocks encountered
when legislation or policy that primarily benefits women’s health is considered.
The struggle for contraceptive coverage provides a particularly salient example.
While most employment-related insurance policies in the United States cover
prescription drugs and outpatient medical care, most do not cover contracep-
tive drugs and devices or the medical care to provide them. Yet, in 1998, more
than half of all prescriptions for Viagra, a prescription medication to treat
erectile dysfunction, were covered by health insurance.*® This glaring inequity
fueled efforts to mandate contraceptive coverage legislatively at the state and
federal level. Nonetheless, the Equity in Prescription Insurance and Contra-
ceptive Coverage Act (EPICC), first introduced in Congress in 1997, has not
yet, as of mid 2004, been passed.

There is a delicate balance between protectionism and discrimination in
legislation concerning female reproductive capacity. Policies have often valued
fetal protection over maternal benefit, as was the case with initial FDA re-
strictions barring women from clinical drug trials. Antiabortion forces advocate
for granting the fetus limited rights of personhood, characterizing pregnant
women as so selfish and irresponsible that their indifference to fetal welfare
must be constrained by outside intervention.

The antiabortion movement is not alone in using this line of argument; it has
also been adopted by those who have advocated for punitive solutions to the
problem of women who abuse drugs during pregnancy. Opponents of such
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sanctions argue that this approach has grave consequences for the social status
of women and that it is likely to be ineffective.’® Policies that assume or foster
the construction of maternal-fetal or maternal-child conflict use women'’s re-
productive capacity as the basis for further disadvantage of women.

Overall, U.S. policies on childbearing are inconsistent. Sometimes they
have been pro-natalist; for example, Medicaid covers prenatal care but not
abortion. At other times, they have been anti-natalist; for example, family cap
limitations deny poor women additional income support. The family cap
debate has been characterized by a symbolic focus on women coupled with a
programmatic lack of interest in them. Welfare policies attempt to dramati-
cally alter the reproductive, parenting, and economic behaviors of poor
women, with little compassion for them, while simultaneously asserting con-
cern for the “innocent children,” who will now face poverty without public
assistance.

What Needs to Be Done

The advancement of women and the achievement of equality between
women and men are a matter of human rights. This is a basic condition for
social justice, and should not be seen in isolation as just a women’s issue.
Indeed, this is the only way to build a sustainable, just and developed
society. Empowerment of women and equality between women and
men are prerequisites for achieving political, social, economic, cultural
and environmental security among all peoples.

—Platform for Action, 1995 Fourth World Conference

on Women, Beijing

To improve women’s health and eliminate social injustice, it is necessary to
eliminate policies and practices that reduce women’s options regarding edu-
cation, employment, access to resources, and control over their health and
choices. At the 1994 International Conference on Population and Development
(ICPD) in Cairo and again at the Fourth World Conference on Women
(FWCW) in Beijing in 1995, 179 nations agreed to platforms—action plans—to
achieve these objectives. The Vienna Declaration, adopted at the 1993 World
Conference on Human Rights, had laid the groundwork for the Cairo and
Beijing conferences by asserting women’s rights as inalienable human rights.
Out of the Cairo and Beijing conferences, a worldwide consensus emerged that
population and development goals are inextricably linked and that improving
the status of women is central to promoting sustainable development.

The enormous significance of the Cairo and Beijing action plans was twofold:
(a) gender discrimination and its wide range of manifestations were acknowl-
edged as depriving half of the world’s population of basic human rights, and
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(b) this deprivation was understood to be a central impediment to economic
development and improvements in global health. The Cairo and Beijing con-
ferences brought the issue of gender discrimination to the center of the global
stage. For the first time, by signing onto the platforms, nations agreed to actively
work toward reducing gender discrimination and its manifestations.

The 16 chapters of the Cairo action plan outline priority actions in areas,
including (a) gender equality, equity, and empowerment of women; (b) re-
productive rights and health; (c) morbidity and mortality, including women’s
health and safe motherhood objectives; and (d) population, development, and
education. Public health professionals can and must play a vital role in con-
tinuing to implement the Cairo vision as it concerns women, social justice, and
health. Among the objectives of the Cairo action plan for which the expertise of
public health professionals is needed are the following:

* To build the capacity of women and incorporate gender perspectives in
all programs related to population and development

» To assist women to establish and realize their rights with regard to

sexual and reproductive health

To develop procedures and indicators for gender-based analyses of de-

velopment programs and for assessment of the impact of these programs

on women’s health

To collect data to raise awareness of all forms of exploitation, abuse,

harassment, and violence against women with the objective of ending

such practices

To assist in documentation and condemnation of rape as a weapon of war

* To assist in the development of women-controlled methods to prevent
HIV infection, such as microbicides and vaccines

+ To ensure that women are involved in the planning, leadership, decision-
making, management, implementation, organization, and evaluation of
all reproductive and sexual health programs

 Todevelop and evaluate curricula that adequately cover gender sensitivity

and equity, reproductive choices and responsibilities, and sexually trans-

mitted infections, including HIV/AIDS, in order to ensure that education

about population issues begins in primary school and continues through all

levels of education

To strengthen training of population specialists at the university level and

incorporate content relating to interrelationships of demographic variables

with development planning in the social sciences, economics, health, and

environmental disciplines.5 !

The Beijing conference was focused on the empowerment, rights, and
advancement of women. The Beijing declaration asserted a commitment to
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ensuring “the full implementation of the human rights of women and of the
girl child as an inalienable, integral, and indivisible part of all human rights
and fundamental freedoms.” (The complete declaration is available.sz) The
chapter of the Beijing Platform for Action that is devoted to women and
health identifies five strategic objectives:53

1. To increase women’s access throughout the life cycle to appropriate,
affordable, and quality health care, information, and related services

2. To strengthen preventive programs that promote women’s health

3. To undertake gender sensitive initiatives that address sexually trans-
mitted diseases, HIV/AIDS, and sexual and reproductive health issues

4. To promote research and disseminate information on women’s health

5. To increase resources and monitor follow-up for women’s health.

The input and active participation of public health professionals is essential
to fulfill these key aspects of the Beijing conference action plan.

Political consensus about the fundamental importance of combating gender
discrimination represented a dramatic step forward. The next series of steps
must convert this vision into reality. The Cairo and Beijing action plans called
for an unprecedented commitment of funds devoted to implementing the re-
productive health-related recommendations of the documents in the devel-
oping world. Unfortunately, much of this funding commitment has yet to
materialize. The United States lags well behind other developed countries in its
level of contributions thus far.

An important element of the holistic approach advocated by the Cairo and
Beijing action plans is increasing women’s levels of education. Increasing
access to education for women is not only key to improving women’s pros-
pects but also can positively affect the health of children. Surveys in 25 de-
veloping countries demonstrate that minimal education (1 to 3 years of
schooling) for a mother can reduce child mortality rates by 15 percent,
compared with reductions of just 6 percent when fathers have the same level
of education.”® Such benefits demonstrate the importance of recognizing the
many links between efforts to improve women’s status and to improve global
health. Public health workers can bring these data to the attention of policy-
makers and the general public, and in so doing can shift the terms of the
debate regarding the interrelationships between the status of women and
global health.

As we highlight ways to improve women’s status and public health globally,
it is important to recognize shortfalls that remain in the United States.
Seventy-seven percent of uninsured pregnant women were eligible for
Medicaid in 1997.%° Public health professionals can work to ensure that more
of those eligible for Medicaid are enrolled in this program.



82 HEALTH OF SPECIFIC POPULATION GROUPS AND SOCIAL INJUSTICE

To reduce the women’s health consequences of social injustice, public
health workers must continue to serve as advocates for women—both in the
United States and elsewhere in the world. They must initiate research that
demonstrates the adverse health effects of ill-advised public policies and
speak out for change. They must be prepared to respond to and counter dis-
information campaigns with sound empirical evidence. Among the many
roles that public health professionals can play to reverse the adverse impact
that social injustice continues to have on women’s health are serving as a re-
source for advocacy groups and participating in policy formation, including
providing congressional testimony.

Teaching and research roles also provide many opportunities for public
health professionals to make a difference. Professors and researchers in public
health can highlight associations between social injustice and women’s health.
In so doing, they can influence the debate on women’s health issues and con-
tinue to encourage progressive social change.

In developing countries, public health professionals, among other key roles,
have been at the forefront of efforts to increase access to reproductive health
care for women in refugee settings; to develop high-quality sustainable
emergency obstetric care and health infrastructure; and to decrease morbidity
and mortality associated with illegal abortions. Modest successes have been
achieved in these areas, but much work remains. Public health professionals
must continue to focus international attention on women’s health, especially
by advocating for increased international funding for programs that attempt to
promote equity for women and mitigate the effects of social injustice, such as
those proposed in the Cairo and Beijing action plans.

While efforts to improve the lives of women in developing countries
must include ensuring access to basic citizenship rights, resources, and ed-
ucation, social policies must simultaneously address dramatic changes in
social roles and the form of families worldwide. Decreasing social injustice
and improving the health of women necessitate engaging with a world in
transition.

In the second half of the twentieth century, women’s participation in the paid
workforce rose worldwide, mandating that social policies strive to make par-
enthood compatible with employment. The concurrent steep decline in child-
bearing rates globally—although uneven—further underscores the urgency of
promoting policies that improve child-care benefits for working parents and
support the widespread availability of adequately compensated part-time work
that provides health benefits. Other initiatives that support parents’ engagement
in family life and meaningful employment must also be developed.

Technological developments that separate sex from procreation have re-
sulted from and fueled these trends. Such developments include means of
fertility control, such as contraception and abortion, with the recent advances
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of emergency contraception and medical abortion. These developments also
include fertility enhancement, such as ART, which have special relevance to
women who defer childbearing to older ages, when infertility risks increase.
Although alternatives to later childbearing—including true family-friendly
workplace policies that support women as key employees while simultaneously
recognizing the importance of their childbearing role—could be a way out of this
bind, there is little public pressure to implement such changes. Instead, ART and
related technologies have become symbols of profoundly contentious societal
transformations, thus often being caught in the center of political storms. The
participation of public health professionals is needed to help answer key ques-
tions about health equity and access to ART, associated health risks, ethics of
ART, and cost burdens.

Because of societal expectations and limited state-sponsored services for
care of the elderly, women bear a disproportionate share of caregiving re-
sponsibilities for elderly spouses, parents, or disabled children. They often do so
while coping with, and sometimes neglecting, their own ill health.® Public
health professionals can contribute to the creation of other viable options so that
this burden does not fall disproportionately on women. They can play an active
role in formulating equitable solutions and creating or evaluating pilot pro-
grams that can test these solutions. They can also provide data to policy-makers
that document the unique health challenges faced by female caregivers.

Uncomfortable as changes may be in matters as intimate as gender roles,
family constellations, childbearing, and caregiving, these changes are long
term and irreversible. They require societies to formulate policies and provide
services that support these altered realities to narrow disparities in health and
opportunity.

Conclusion

Many negative health consequences for women are rooted in social injustice.
Changes in discriminatory policies, such as those that kept women from par-
ticipating in clinical trials in the United States, have taken place, but women
are still underrepresented in the ranks of research scientists. Welfare reform
policies and policies that prevent public funding for abortions in the United
States have demonstrated adverse health impacts but nevertheless remain in
effect—thus continuing the legacy of social injustice.

Globally, HIV/AIDS continues to spread among women who are monog-
amous but whose husbands are not. Women still die too often in childbirth and
have insufficient access to contraception. Female children’s access to edu-
cation and even adequate nutrition remains restricted in too many parts of the
world.
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In combating the negative effects of social injustice on women’s health,
public health professionals have much to do. Many long-term actions were
outlined earlier in this chapter. In the short term, what needs to be done seems
to constantly shift, often being influenced by changes in the political climate.
That women’s health is so vulnerable to political gamesmanship is, in itself, an
example of social injustice. Recent disturbing examples include the federal
partial-birth abortion ban and debates over the appropriateness of making
emergency contraceptives available over the counter. To be effective in the
short term, public health professionals must pay close attention to the political
climate and respond to challenges quickly. For public health professionals and
others working to combat the adverse health effects of social injustice on
women, making a commitment to effecting positive social change for women
is most important.
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CHILDREN

Sara Rosenbaum and Chung-Hi H. Yoder

Introduction

This chapter deals primarily with the impact of social injustice on children in
the United States, emphasizing children’s rights in a legal context.

The Legal Status of Children in Society

International Standards

The United Nations Convention on the Rights of the Child (CRC) is an
international treaty establishing the human rights of children, including the
right to an education and health care and protection against execution and life
imprisonment for crimes committed by individuals under age 18." Although
the United States has signed the CRC, the U.S. Senate has yet to ratify it:
among all countries in the United Nations, only the United States and Somalia
have failed to ratify the CRC.? Analysts speculate that the U.S. Senate’s
failure to ratify the treaty reflects its concern that the CRC will undermine the
authority of parents to control the upbringing of their children.?

The availability of the death penalty and life imprisonment under state law
for crimes committed by children also may be factors in the Senate’s
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unwillingness to ratify the CRC. It is likely that the availability of the death
penalty for child offenders also played a role in the Senate’s decision. Al-
though in March 2005, the U.S. Supreme Court held that the death penalty, for
juvenile offenders under age 18 was unconstitutional,* as of January 2004,
more than 70 juvenile offenders were on death row in the United States for
crimes committed before age 18.° Of all executions of child offenders
worldwide since 1995, 65 percent took place in the United States.®

Children’s Rights Under U.S. Law

The U.S. Constitution protects individuals who are recognized as legal “per-
sons.” Thus, for example, U.S. law does not recognize fetuses as “persons,”
although it accords government considerable powers to protect its interest in
potential life once a fetus becomes viable.” Children who are born are recognized
as legal persons, and the U.S. Supreme Court has recognized that children possess
certain constitutional rights independent from those of their parents.®

At the same time, however, children who have not reached the age of legal
majority under state law are restricted considerably in their legal autonomy
on decisions involving family living arrangements, education, and health care.
Because children are not autonomous individuals and rely on adults eco-
nomically and physically, they lack full legal personhood under U.S. law.

Where children are concerned, the United States Supreme Court has stated,

the constitutional rights of children cannot be equated with those of adults [because
of] the peculiar vulnerability of children; their inability to make critical decisions in an
informed, mature manner; and the importance of the parental role in child rearing.’

The Supreme Court’s holdings recognize that states may validly restrict chil-
dren’s freedom to make important decisions for themselves because children
lack the maturity and experience “to recognize and avoid choices that could
be detrimental to them.”® In general, children’s rights are assigned to the par-
ents or to the state in loco parentis.

The Court’s holdings establish parents’ liberty interest in directing the edu-
cation of their children.'® Similarly, the Court will accord considerable defer-
ence to a parent’s substantive due process right to determine what is in a child’s
best interest and has declared such parental rights to be “fundamental.”"!

Furthermore, although children are persons within the meaning of the
Constitution and thus must be accorded procedural and substantive due pro-
cess, the Supreme Court has held that a state has no constitutional duty of
rescue—a duty to protect a child from his or her parent, even when the state
knows the child’s safety is at risk." % The Court stated that the 14th Amendment
does not require the state to protect individuals from violence between private
individuals but is meant as a safeguard from state actions intruding on the
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liberty interests of private persons.'? The state has no affirmative duty to
protect individuals from private violence; however, when states have limited
individual autonomy, they have a duty to provide basic medical services to
prisoners and a duty to protect the involuntarily committed."?

Children have very limited rights to make their own medical decisions.
Informed consent presumes that the individual giving consent is mature
enough to understand a choice of treatment and its consequences. Many courts
have held that children under the age of 18 do not have the intellectual or
emotional capacity to make those decisions, and consequently, their parents
are given the discretion to consent or refuse medical treatment for their
children. At the same time, the Supreme Court has recognized that parental
consent is not absolute and that states are required, in some instances, to
provide procedural due process to children. Thus, for example, a parent does
not have absolute discretion over a decision to institutionalize a child in a state
facility, and commitment can be ordered only following an independent re-
view procedure that meets procedural due process standards.'*

Children have somewhat greater rights in the areas of abortion and re-
productive health. Under rulings of the U.S. Supreme Court, states may con-
stitutionally require that a minor receive parental consent for an abortion, but
the state may not grant absolute veto power to a parent or guardian for such a
decision and must provide a judicial bypass procedure.'

The Impact of Social Injustice on Children’s Health

The Health Needs of Children

Although a complex set of factors influences children’s health, what children
need to promote optimal health is relatively straightforward.'® Overall, chil-
dren are healthier than adults. When acute or chronic health threats occur,
their symptoms are generally milder and more easily overcome or amelio-
rated. A very small proportion of children do suffer from highly definable
and serious illnesses and conditions, but the prevalence of these conditions in
children is lower than that in adults.'®

Development is the most socially and biologically significant dimension of
childhood. Modern social expectations of children are not that they will be self-
sufficient and productive in a grown-up sense; rather; society expects that
children will develop and evolve toward productivity during adulthood."® For
this reason, utilitarian norms of functionality for adults have only a limited role
in evaluating children’s health needs.'¢

Furthermore, conditions that express themselves as overt health problems
in adults may manifest themselves as problems of physical, cognitive, or
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mental development in children. Because poor health in children tends to be
expressed in developmental, rather than overt and diagnosable, terms, the
health status and needs of children differ from those of adults.'®

Children in the United States are a generally healthy population.16 (See box
5-1 concerning children in other developed countries and box 5-2 concerning
children in developing countries.) Infant mortality is considered a seminal
measure of population health. From 1998 to 2000, the U.S. infant mortality rate
reached a historic low of 7.0 deaths per 1,000 live births, higher than in other
industrialized countries'” (fig. 5-1 on p. 97). It remained comparatively ele-
vated for minority infants, especially black and American Indian infants. In-
deed, the black—white gap in infant mortality rate actually widened between
1983 and 2000, although minority infants experienced a significant decline in
deaths between 1980 and 2000.'7 However, the incidence of low birth weight
(less than 5.5 pounds), a key indicator of child health, was higher in 2001 than a
decade earlier."®

Simple measures of health in childhood also show positive trends in health
status. In 2001, an estimated 77 percent of all children aged 19 to 35 months
were fully immunized against preventable diseases, a rate that was below the
national goal but a significant improvement.'® The vast majority of children
are considered in good to excellent health by their parents and caregivers, and
more than 95 percent of all children are reported to have a regular source of
health care.?” In the United States and western Europe, deaths among children
are rare. In the earliest years, childhood deaths tend to be associated with
congenital anomalies and low birth weight.'® As children grow, injuries and
deaths from defined illnesses and conditions become a factor.'®

On closer examination, however, the health profile of children becomes much
more problematic. A significant proportion of the child population in the United
States has a special health need. Studies of child health define the concept of
special need in various ways, from the narrowest of definitions (a specific
recognized class of diagnosis or a severe disability) to broader conceptualiza-
tions (such as having an impairment in functioning®' or having fair to poor self-
assessed health status).'® Not surprisingly, the health profile of children declines
as the definition of special need is expanded to encompass more modern con-
cepts of child development and as the measurement tools broaden.”!

Measurement systems, such a vital statistics, parental interviews, health ex-
aminations, and surveys, indicate a broad range of health problems among
children.'® Based on parental assessments, 2.1 percent of U.S. children were
estimated, in 1997, to be in fair to poor health—an improvement from the
beginning of the decade.”? However, this figure is higher when the definition
is expanded to assessments done by others.

The most widely used current definition of special needs, developed by the
U.S. Department of Health and Human Services, classifies them broadly to



BOX 5-1 How the United States Compares With
Other Developed Countries

While the social justice agenda can be improved in virtually every nation,
there are major differences in how far many nations have come compared
with others. This difference is manifest among developed countries. Perhaps
the most comprehensive analysis of these variations is depicted by the lon-
gitudinal Luxembourg Income Study (LIS), which compared and contrasted
poverty within a cohort of 18 nations—both overall and for subpopulation
groups, such as children and older people. Countries included in this study
were the United States, Great Britain, Germany, France, Israel, Denmark,
Sweden, Austria, Belgium, and Italy. A look at LIS outcomes for children
among these nations is instructive in terms of how different nations approach
the goal of social justice.

In the United States, approximately 25 percent of children live in house-
holds whose incomes are below the federal poverty level. Over the past
20 years, the trend in child poverty has been worsening. From 1969
through 1986, for example, child poverty in the United States rose from
13.1 percent to 22.9 percent. Even during the peak economic years of the
1990s, child poverty decreased only slightly, and it has now risen again to
more than 25 percent of children. But what, we might ask, happens to child
poverty rates when we factor in government benefits, such as income
transfer programs and food stamps? The answer is that government pro-
grams reduce child poverty (defined as half of the median income after
taxes and government benefits) only minimally—to 21.5 percent. Their
economic impact, in other words, is quite minimal. They do relatively little
to help lift poor children (and their households) out of poverty.

By contrast, France also begins with a child poverty rate equal to that in
the United States. But government policy in France slashes that 25 percent
rate to 6.5 percent once the impact of national programs are factored in.
Most of the other nations in the cohort also fare well. In 11 of the nations
surveyed, government programs reduce child poverty by at least 50 per-
cent. And nearly half the nations surveyed—Austria, Belgium, Denmark,
Finland, Luxembourg, Norway, Sweden, and Switzerland—have succeeded
in keeping child poverty rates below 5 percent. With more than 20 percent
of its children in poverty, the United States leads what LIS refers to as “the
child poverty league.” The world’s wealthiest nation has the poorest record
in reducing child poverty. Only four other LIS nations have child poverty
rates above 10 percent: Australia, Canada, Ireland, and Israel. And each of
their records is better than that of the United States.

(continued)
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Three related factors are associated with the higher child poverty rates in
the United States compared with other developed countries.

The first factor is what economists refer to as differences in the “political
economy.” In many, if not most, other nations, there is a stronger history of
government involvement in rounding off the sharp edges of inequality.
While averring attempts to create similar economic outcomes, other nations
see inherent dangers in growing gaps between rich and poor. They use
their tax systems to control or prevent growing disparities. The United
States, on the other hand, has a more laissez-faire approach to income
differences, more typically holding that income disparities are reflections of
hard work and self-worth.

The second factor is embedded in the first. Taxes in the United States are
unpopular, so much so that for nearly two decades no significant political
leader has called for an increase in federal taxes. In European and other LIS
nations, taxes—at least begrudgingly—are accepted as the price of civiliza-
tion. They hold society together and are the means to provide a moral bottom
line against unacceptable disparities. As a result of these divergent traditions,
the tax burden on U.S. households is the lowest in the industrial world. The
United States, as a consequence, fails to do what other nations do to reduce
poverty.

The third, and final, factor is that the United States relies far more on “welfare
programs” to reduce poverty than do other nations. Rather than developing
categorical programs designed only for the poor, other nations typically rely
far more on their national tax systems to temper the economic extremes. Truly
progressive taxes in these countries levy a higher rate on the wealthiest tier, far
more than in the United States. At the same time, tax programs also are used to
bolster the incomes of otherwise impoverished households. The United States
has such programs—the Earned Income Tax Credit (EITC), the most signifi-
cant, provides tax credits to working families whose annual incomes fall below
a certain line. But the United States, unlike most other developed countries,
manifests its limited approach to social justice primarily through its regressive
tax system. As a result, little is done to reduce poverty. It is almost as if the
nation has decided to live with the extremes of social injustice that are now
unknown among other developed countries.

include “chronic physical, developmental, behavioral, or emotional conditions
[which] require health and related services of a type or amount beyond that
required by children generally.”' Using this modern definition, the magni-
tude of the problem grows. It includes not only physical conditions but also
developmental and mental health needs. As a result, the estimates of children
with health problems rise to 14.8 to 18.2 percent of all children under age 18.%'



BOX 5-2 Saving Children’s Lives in Developing Countries
Kathryn L. Bolles

More than 10 million children under age 5 die each year from diseases that
could be prevented at little or no cost. For example, 2 million children die
each year from pneumonia, while life-saving antibiotics are available for
US$0.15 per child. The primary causes of children’s deaths in developing
countries—diarrhea, pneumonia, malaria, measles, and underlying malnu-
trition—are the same today as they were 20 years ago, despite the wide
availability of simple, effective, and low-cost interventions that could save
most of these children’s lives. Unfortunately, as people worldwide become
increasingly—and appropriately—aware of the impact of HIV/AIDS, and as
governments dedicate more resources for HIV/AIDS prevention and treat-
ment, efforts to reduce other causes of infant and child mortality are
decreasing.

Which Children Are at Risk?

Many factors contribute to placing children at risk of early death, beginning
with where they are born. Most child deaths occur in the poorest countries of
the world. For example, 10 percent of the world’s population lives in sub-
Saharan Africa, but 43 percent of child deaths occur there. High levels of
absolute poverty—an income of US$1 or less daily—prevent families from
having adequate food, appropriate housing, sanitation, safe drinking water,
basic health care, and education. In addition, within these countries, the
poorest 20 percent of the population are four times more likely to die than the
least-poor. Poorer families have less knowledge of healthy behaviors, less ac-
cess to health services, such as vaccination programs or treatment for malaria,
and the available services are often of lower quality.

Poverty also affects a child’s mental health and development. In Asia and
Africa, families put children to work at young ages to have them contribute to
household income—sometimes as young as 6 years of age. In Indonesia, for
example, over 8 million children under age 15 are employed. Girls are par-
ticularly affected by child labor practices: millions are employed as domestic
servants, are forced into prostitution, or sold by their families into indentured
servitude. Children who begin working at an early age are often unable to
continue their schooling, which resultsin illiteracy, early age at marriage, and
early childbirth. Ten percent of births worldwide occur to teenage mothers;
these girls are twice as likely to die in childbirth as are older women. In
addition to poverty, lack of education, long geographic distance from health
facilities, language barriers among ethnic minorities, low caste, female gen-
der, and the effects of war all lower a child’s—and a mother’s—chances of
survival.

(continued)
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What Have We Achieved So Far?

The first month of an infant’s life is critical. Forty percent of all children’s
deaths occur during this period. Mothers in many developing countries
postpone naming their children because they are so accustomed to the
possibility of an infant dying early. However, health programs that offer
simple, life-saving interventions, such as tetanus toxoid immunization during
pregnancy, delivery of the infant by a trained birth attendant, access to basic
obstetric services, and even drying and keeping a baby warm after delivery all
can reduce the newborn death rate. Oral rehydration therapy (ORT), with a
simple solution of salt and sugar, has reduced deaths due to diarrhea by half;
it can prevent almost 1 million deaths annually. Breastfeeding promotion
programs that encourage exclusive breastfeeding for the first 6 months of an
infant’s life can prevent 13 percent of all children’s deaths. And effective
immunization campaigns can prevent serious illness or death from diseases
like measles, tetanus, and polio.

Finishing the Unfinished Agenda

Although effective and low-cost vaccines are available and can save lives, over
30 million children are not vaccinated each year. Although sleeping under
insecticide-treated bednets can reduce one-third of child mortality from
malaria, fewer than 2 percent of children sleep under these treated bednets. In
the 1980s, global support for the Child Survival Agenda increased the avail-
ability of these interventions and saved millions of lives. In the past decade,
however, funding and enthusiasm have lagged and the rates of decline in
mortality that were once approximately 2.5 percent a year, have slowed to 1
percent. The goal of the World Summit for Children—a one-third reduction in
mortality from 1990 to 2000—was not completely achieved; therefore, in
2000, all United Nations member countries set Millennium Development
Goals (see table 21-7 on p. 394) that pledged to reduce child deaths by two-
thirds and maternal deaths by one-half by 2015. This recommitment to saving
the lives of mothers and children has already demonstrated some success.
Many governments, even when struggling with continued political instability
or insurgency, have committed to increasing the opportunities for girls’ ed-
ucation—a proven strategy to reduce both maternal and child death. Since
the fall of the Taliban, the government of Afghanistan and its Ministry of
Health, in a country with one of the highest rates of maternal and
child mortality, have prioritized education and basic health care for girls
and the poorest of the poor. The government of Indonesia and counter-
trafficking organizations are drafting legislation to prohibit child trafficking
and offering programs that provide alternatives to poor families. Newly
formed collaborations in developing countries among NGOs, foundations,
governments, health care providers, and community groups have brought
about positive change, ranging from village health programs to national

(continued)
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BOX 5-2 (continued)

policy changes. Still, much needs to happen before 2015. It will take col-
laboration, sufficient funding, and sustained international commitment to
reach the Millennium Development Goals and to save lives. (See also
chapters 11, 14, 17, 18, 19, 21, and 28.)

Further Reading

Children Having Children: The State of the World’s Mothers, Save the Children, 2004.
Available at: http://www.savethechildren.org/mothers/report_2004. Accessed January
10, 2005.

Information on the Millennium Development Goals and the association between
poverty and health. Available at: http://www.worldbank.org. Accessed January 10,
2005.

Information on the rights of women and children. Available at: http://www.unicef.org
and http://www.hrw.org. Accessed January 10, 2005.

State of the World’s Children, UNICEF, 2004. Available at: http://www.unicef.org/
publications/index_18108.html. Accessed January 10, 2005.

The Child Survival Series. Lancet 361, 2003. Available at: http://www.thelancet.com/
journal/vol361/iss9376/child_survival. Accessed January 10, 2005. Note: This special
series has five articles within it.

Nearly 20 percent of all children aged 3 to 17 have been estimated to have at
least one mental health problem.* Furthermore, as children age, the incidence
of health problems associated with risk-taking behaviors tends to rise, particu-
larly in the areas of addiction and alcoholism, obesity, unprotected sex and
sexually transmitted diseases, teenage pregnancy, suicide, and homicide.'®
Recent studies of child health recommend that health problems in children be
reconceptualized in their relationship to the child population as a whole. These
studies suggest that problems of child health and development tend to be co-
occurring and concentrated in certain children and that these problems tend to
persist over time. Therefore, child health problems need to be understood as long-
term, persistent, multilayered, and concentrated in specified cohorts of children.'®

Threats to Children’s Health

To be healthy, children need access to regular, continuous, comprehensive,
and stable health care from a health system capable of identifying problems
in growth and development at the earliest possible stages and positive and
supportive interaction with parents.”* Parents also need the ability to pay for
immediate and appropriate care when the need arises. Even more funda-
mentally perhaps, children need freedom from the conditions that raise the
risk of poor health and diminish developmental potential and attainment.
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Figure 5-1 Infant mortality rate for industrialized countries for 1999. (From United Nations
Children’s Fund. The state of the world’s children 2001, table 1, basic indicators. New York:
UNICEEF, 2001.)

Child health is being free not only from specified illnesses and conditions but
also from the community and social threats that can profoundly affect long-
term development.

Poverty and Health

Among children there is a strong association between low socioeconomic
status of children and their poor health—an association that appears to exist in
all stages of child and adolescent development and almost all preventable
child and adolescent disorders.'® Therefore, freedom from poverty may be the
single most important determinant of child health and development. Child
poverty affects a large proportion of children in the United States. In most
parts of the country, income at least twice the federal poverty level, which was
$18,400 for a family of four in 2003, is essential to ensuring adequate food,
clothing, housing, and other basics of life.>> In 2001, family income below this
basic threshold affected nearly 40 percent of all children in the United States,
nearly 60 percent of African-American children, and 62 percent of Latino
children.? In 2000, more than 6 percent of all children, and more than 7 percent
of children under age 6, lived in families with incomes below 50 percent of the
official federal poverty level.?® After accounting for food, rent assistance, and
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Figure 5-2 Percentage of poor children who live below half the poverty line after
accounting for food and rent assistance and taxes, 1990-1999. (From Children’s Defense
Fund. The state of America’s children: 2001 yearbook. Washington, D.C.: Children’s Defense
Fund, 2001, p. 9. Copyright © 2001 by Children’s Defense Fund. All rights reserved.)

taxes, the proportion of children living in deep poverty has grown steadily
since 1990, with the largest increases following the enactment of federal
welfare reform legislation in 1996 (fig. 5-2).

Poverty carries with it two important consequences for the health of children.
First, it creates and maintains poor living conditions for children. Poverty threat-
ens access to adequate food, shelter, health care,27 child care, family time, and
other aspects of daily life that make a child’s surroundings safe and stable.
Poverty threatens the ability of families to invest in the necessary tangibles of
daily life, which, in turn, promotes a sense of well-being and stability. Inade-
quate income (both cash and in-kind) hampers families’ ability to deal with ad-
versity and health threats in a prompt and comprehensive manner.

Second, poverty is associated with stress that robs children and adults of their
health and deprives children of their parents as functional and strong caregivers.
Perhaps the worst form of childhood poverty in the United States is the con-
centrated poverty found in the poorest communities in urban America. This
intense and concentrated poverty creates geographically identifiable health ad-
versity for the children and their parents who experience it, with elevated rates of
illness, disability, and death. Community-ridden poverty leads to “weathering,”
that is, “the grinding every day stress that flows from such adverse conditions.”®

Environmental Health Threats

Children’s unique developmental status makes them particularly vulnerable
to environmental health threats. Young children are more likely to absorb
more toxins, such as lead and pesticides in food, water, and air, because they
breathe faster and eat and drink more in proportion to their body weight than
do adults.?® Furthermore, children tend to play close to the ground and tend to
engage in hand-to-mouth behavior that increases their contact with toxins in
soil, dust, and carpets.30 Also, their hand-to-mouth behavior heightens their
likelihood of ingesting toxins in dust or from the ground.
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According to the Centers for Disease Control and Prevention (CDC), ap-
proximately 890,000 children in the United States aged 1 to 5 have elevated
blood lead levels (BLLs), and more than one fifth of African-American children
who live in homes built before 1946 have elevated BLLs.?' Research shows that
children sustain impaired intellectual development as a result of lead exposure
below what the CDC currently considers safe (10 ug/dL).** Children living in
poorer communities bear the greatest risk; while poor children represent about
19 percent of all children under age 6, among young children who have
elevated BLLs, 60 percent are poor.**

Hazardous waste is a danger to children. As of 2000, about 0.8 percent of
children in the United States lived within 1 mile of a Superfund hazardous
waste site that had not been cleaned up or controlled and another 500,000
children lived within 1 mile of a controlled Superfund site.>* The Agency for
Toxic Substances and Disease Registry estimates that 3 to 4 million children
live within 1 mile of at least one hazardous waste site and therefore face a
greater chance of exposure and increased risk for health problems.*

Poor air quality also is a significant danger to children. In 2001, approxi-
mately two fifths of all children were residents of counties that exceeded
officially acceptable ozone standards.*® In 1999, 31 percent of Hispanic chil-
dren, 25 percent of Asian children, and 16 percent of black children lived in
counties in which air quality standards were exceeded.®’

Air pollution triggers asthma attacks, one of the most common and po-
tentially serious of all childhood conditions. In 2001, 6.3 million children in
the United States had asthma. In 2000, there were 214,000 hospitalizations
of children below the age of 18 due to asthma. Asthma prevalence and
mortality are higher among blacks than among whites.*® In 2000, asthma
prevalence among black children was 10 percent higher than among their
white counterparts, while age-adjusted asthma mortality was 200 percent
higher.*

Other major environmental threats can be found. Elevated mercury levels,
chiefly as a result of its unregulated release into the air from coal-burning
power plants, are widespread. The CDC estimates that 8 percent of women
of childbearing age have levels of mercury higher than what the U.S. En-
vironmental Protection Agency considers safe because they have eaten con-
taminated fish. As a result, approximately 300,000 infants are at increased
risk for brain damage and learning disabilities.*

Poor water quality is another problem faced by U.S. children, millions of
whom reside in areas without adequate treatment and filtration systems or
served by public water systems with health-based violations.?’

Finally, the presence of pesticides in food is a major health threat. In 2001,
19 percent of fruits, vegetables, and grains had detectable residues of or-
ganophosphate pesticides, which can impair the absorption of food nutrients
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necessary for growth.*! Furthermore, the underdeveloped digestive system
of children may be unable to adequately excrete toxins from the body.**

Social injustice linked to maldistribution of family income and of public
health risks takes a heavy toll on the health of U.S. children. Table 5-1
summarizes some of the most important known health risks and adverse
health conditions associated with childhood poverty, up to quadruple the risk
of death from specific diseases. Children who are poor are at elevated risk for
a range of preventable and manageable conditions, including complications
of appendicitis and diabetes, severely impaired vision, severe anemia, de-
layed immunization, meningitis, and deaths from accidents.

Children of low-income families are more likely to be born prematurely,
at low birth weight, and to women who received inadequate or no prenatal
care. One of every six teenagers aged 15 to 18 lacks health insurance, and
teenagers are (a) five times as likely as younger children to lack a regular
source of health care; (b) four times more likely to have unmet health needs;
and (c) twice as likely to have no yearly contact with physicians.43 Teen-
agers from families who face the highest social risks have more alcohol

TABLE 5-1 Relative Frequency of Health Problems in Low-Income Chil-
dren Compared With Other Children

Relative Frequency in

Health Problem Low-Income Children
Low birth weight Double

Delayed immunization Triple

Asthma Higher

Bacterial meningitis Double

Rheumatic fever Double to triple
Lead poisoning Triple

Neonatal death 1.5 Times
Postneonatal death Double to triple
Child death due to accidents Double to triple
Child death due to disease Triple to quadruple
Complications of appendicitis Double to triple
Diabetic ketoacidosis Double
Complications of bacterial meningitis Double to triple
Conditions limiting school activity Double

Lost school days 40% More
Severely impaired vision Double to triple
Severe iron deficiency anemia Double

From Starfield B. Child and adolescent health status measures. U.S. Health Care for Children
[serial on line]. 1992;2:225-40, table 5. Available at: http://www.futureofchildren.org/in-
formation2827/information_show.htm?doc_id=77358. Accessed January 10, 2005.
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and drug abuse, cigarette smoking, unprotected sexual activity, and sexually
transmitted diseases, and they more frequently become single parents.?
Table 5-2 underscores the magnitude of the nation’s failure to invest in
children. The United States stands alone among 24 industrialized nations in its
failure to guarantee universal health insurance and health care, paid maternal
and parental leave at childhood, and a family allowance/child dependency grant.

Underlying Factors and Roots of Social Injustice

Numerous factors contribute to childhood poverty. The first is a maldistribution
of income as a result of the failure of U.S. policy to intervene in the market.

TABLE 5-2 How U.S. Child Safety Net Policies Compare With Those of 23 Other
Industrialized Countries

Family
Universal Health Allowance/Child
Insurance/Health Paid Maternal/Parental Dependency
Country Care Leave at Childbirth Grant
Australia Y Y Y
Austria Y Y Y
Belgium Y Y Y
Canada Y Y Y
Czech Republic Y Y Y
Denmark Y Y Y
Finland Y Y Y
France Y Y Y
Germany Y Y Y
Hungary Y Y Y
Ireland Y Y Y
Italy Y Y Y
Japan Y Y Y
Luxembourg Y Y Y
The Netherlands Y Y Y
New Zealand Y Y Y
Norway Y Y Y
Poland Y Y Y
Portugal Y Y Y
Spain Y Y Y
Sweden Y Y Y
Switzerland Y Y Y
United Kingdom Y Y Y
United States N N N

From Children’s Defense Fund. The state of America’s children: 2001 yearbook. Washington, D.C.:
Children’s Defense Fund, 2001; p. xxix.
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The second is a failure of income replacement policies, both cash and in-kind.
The third is a low level of commitment at all levels of government to the types of
societal investments in families and children, such as paid maternity and pa-
rental leave, high-quality child care and education, and supports for vulnerable
families. These societal investments help strengthen families and communities,
helping them to raise children who are healthy, ready to learn, and capable of the
maximum possible growth and achievement. As a result, the problem of child-
hood poverty, rather than abating over time, has grown more intense in the
United States.

Maldistribution of Income

In U.S. history, the gulf between rich and poor families is as wide now as it
has ever been. Figure 5-3 illustrates the change over a 40-year time period in
the average income of rich and poor families in constant dollars and by
economic quintiles. Between 1959 and 1979, the average real income of the
lowest 20 percent of all families grew by 75 percent, while families in the top 5
percent of the income bracket experienced real income growth of 54 percent—
the real income of poorest families not only grew but also grew in relation to
the income growth of the nation’s wealthiest families. The nation’s industrial
base, as well as its governmental policies, fueled real improvements in living
conditions among the poorest families. Between 1979 and 1999, the reverse
occurred: Real income of the poorest families declined by 4 percent, while that
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Figure 5-3 Change in the average income of rich and poor families (in constant dollars),
1979-1999. (From Children’s Defense Fund. The state of America’s children: 2001
yearbook. Washington, D.C.: Children’s Defense Fund, 2001, p. 3. Copyright © 2001 by
Children’s Defense Fund. All rights reserved.)



Children 103

of the wealthiest families grew by 66 percent—a sharp departure from the
previous period (fig. 5-3).

Several factors account for this widening economic gap between wealth and
poverty in the United States and this increasing skewing of family income.
First, education now represents a “growing fault line in the economy.”
Workers with limited educational attainment find themselves increasingly
relegated to the lowest wage jobs, disproportionately vulnerable to economic
slowdowns and job layoffs, and at risk for underemployment. Among non—
high school graduates, the median wage for full-time work dropped by 26
percent between 1979 and 2000; for high school graduates, the median wage
declined 13 percent. Among black and Hispanic workers, the wage declines
were even greater, and unemployment rates, higher.*?

The failure of the government to intervene in the market is another major
contributor to depressed income among such a large proportion of families with
children. The minimum wage has failed to keep pace with inflation. In 1970, a
minimum wage worker could earn enough from a full-time, year-round job to
lift her family above 100 percent of the official federal poverty level—a bare
subsistence to be sure, but significant. By 2001, the same full-time, year-round
work yielded income equal to only 75 percent of the federal poverty level.>?

A third cause of declining economic conditions for children has to do with
family composition. In the United States, approximately one-fourth of children
live with only one parent, a fraction that has risen steadily over the past decade.
Between 1990 and 2001, the proportion of all U.S. births that were to unmarried
women rose from 28 to 34 percent.** Only 8 percent of children who live with
both parents are as likely to be poor compared with 42 percent of those who live
with single mothers.”> Numerous factors account for the prevalence of children
living with single parents, especially greater social acceptability of both divorce
and births to unmarried women of all ages. Whatever the underlying causes,
single parenthood—which typically involves a single mother—almost auto-
matically means lower economic prospects for both parent and child.

Failure to Invest in the Neediest Families

Given the market conditions that feed low wage and poverty-level work
and promote formation of families at risk for poverty, direct economic in-
terventions aimed at infusing both cash and in-kind income into low-income
families thus become critical. Child support collections help. But collection
is small in relation to the number of lower-income children living in single-
parent families, principally because of inadequate resources to aid in col-
lection of child-support payments and the low income of absent parents.44
Direct government economic transfers, both cash and in-kind, become key
for households headed by a single parent and for low-wage workers gener-
ally, regardless of structure of parental presence within the household.
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There are several sources of economic cash transfer programs, including
welfare assistance and income transfers based on the U.S. tax code. By far, the
most important source of cash transfer has become the U.S. tax code, par-
ticularly true in the wake of the 1996 welfare reform legislation, which by
2001 had reduced already-low welfare rolls by another nearly 50 percent.44
Studies suggest that most families work after leaving welfare; two-thirds
of low-income children live in households in which someone works.** Jobs,
however, are unstable, and wages, low.?

In this regard the Earned Income Tax Credit (EITC), which is available to low-
income families under U.S. tax law, represents a critical source of family sup-
port. In 1999, the EITC resulted in a transfer of $31 billion to poor families and
lifted 2.6 million of the nation’s 16 million poor children entirely out of poverty.
But as of 2001, the credit ended at $28,000, and only 15 states supplemented it.>>
In 18 of 42 states that impose a state income tax, poor families continued to owe
income taxes in 2002.*° The economic downturn that began in 2001 and has
ravaged state economies poses a fundamental threat to further relief.

Some of the most critical income-transfer programs represent in-kind as-
sistance, such as food stamps, housing assistance for rental housing (which
would compensate for the failure of the U.S. tax code to recognize a renter’s
deduction comparable to the home mortgage deduction), and health insurance.
Indeed, housing and health care assistance are two supports that are available
to and heavily skewed toward affluent families. In the United States, the value
of the home mortgage deduction increases as the value of homes rises and
without regard to family income. In the case of health care insurance coverage,
employer contributions to private insurance are not treated as taxable income,
regardless of the income level of the family receiving assistance.

However, these favorable policies do not reach poor families who do not
own homes or have employer-sponsored health insurance. Parents who have
low-wage jobs tend to work for employers who offer no health care insurance
coverage; as a result, these families receive no employment-based coverage,
nor does the tax code provide them with refundable credits to secure afford-
able group coverage elsewhere. All states extend health insurance to poor
and near-poor children under Medicaid and its smaller companion, the State
Children’s Health Insurance Program (SCHIP). But in 2003, only 39 states
extended coverage to all children living at 200 percent of poverty while cov-
erage for parents stood at approximately 71 percent of the federal poverty
level.*’” Thus, despite advances in the expansion of public health insurance
programs for children, 12 percent of all children, and over 20 percent of poor
children, remained without health care insurance in 2002.48 Minority children
and adolescents are at particular risk for lack of coverage (fig. 5-4).

Housing statistics are particularly grim. In 2001, nearly 5 million families in
2001 paid over half their income for rent or lived in substandard housing.*®
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Children in poverty 20.1
All children 11.6
Age
12to 17 years 12.9

11.0
10.9

6 to 11 years

Under 6 years

Race and Ethnicity

Hispanic (of any race) 22.7
Asian alone

Asian alone or in combination
Black alone

Black alone or in combination
White alone, not Hispanic

White alone

White alone or in combination

Figure 5-4 Percentage of children without health care insurance by poverty status, race,
ethnicity, and age for 2002. (From U.S. Census Bureau. Health insurance coverage in the
United States: 2002, p. 8, figure 4.)

According to a 2003 report, in only seven states could a person working full-
time for the minimum wage afford the cost of a two-bedroom rental unit at fair
market rental rates. In 40 states, workers needed twice the prevailing mini-
mum wage to afford a two-bedroom rental unit. In the six most expensive
states, workers needed to earn three times the minimum wage to afford the rent
of a two-bedroom apartment.49

In recent years, access to food stamps has fallen sharply. Between 1996 and
2001, the number of food stamp recipients fell by 29 percent, from 24 million
to 17 million.”® More than half of the decrease occurred among the poorest
recipients, a phenomenon attributed to the rollover effects of welfare reform
on families’ access to all forms of benefits, not merely cash welfare. Across-
the-board termination of all types of assistance, as well as diversion of fam-
ilies away from seeking assistance for which they remained eligible (such as
Medicaid or foods stamps), was pervasive.

Even the most disabled children have not been spared. The welfare reform
amendments of 1996 included new restrictions on the Supplemental Security
Income (SSI) program, which provides cash assistance to children with se-
vere disabilities.’® The effect of these changes, which involved new and
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restrictive criteria for determining disability, has been to remove hundreds of
thousands of children from the rolls.

Finally, the effects of welfare reform arguably have been at their most dra-
conian where immigrant children are concerned. As a result of the 1996 leg-
islation, recently arrived, legally resident children no longer can qualify for
either Medicaid or SCHIP. Only 19 states have adopted replacement programs
for children barred from Medicaid and SCHIP eligibility as a result of the 1996
changes in immigration law.”'

In addition, an increasingly aggressive stance by the federal government
toward immigrant families has elevated their already-high concerns about the
potential adverse impact on their legal U.S. status that could result from efforts
to secure cash or medical or food assistance—even for eligible children born in
this country.

The cumulative result of U.S. economic policies on families is startling.
The United States leads industrialized nations in the percentage of children
who are poor and lags behind all such nations in the proportion who are
lifted out of childhood poverty by government policies (fig. 5-5).

Sweden
Norway s ———
Finland o ———

Belgium s ——

| E—
| E———
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Denmark
Holland | E—— —
France
Germany | ————
Spain e —— —
Australia
Canada e ———— —
United Kingdom i
Italy e ——————— —
United States . —:I . . .
25 15 5 5 15 25

@ Poor [] Lifted out of poverty by government benefits

Figure 5-5 International poverty among all children: percent in poverty and percent lifted
out of poverty by government benefits. (From Children’s Defense Fund. The state of
America’s children: 2001 yearbook. Washington, D.C.: Children’s Defense Fund; 2001,
p- 10. Copyright © 2001 by Children’s Defense Fund. All rights reserved.)
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What Needs to Be Done

Improving the health of children in the United States means moving toward a
time when all children live under conditions that foster strong growth and
development, rather than act as impediments. It is one thing to say that the
nation affords equal opportunity to all residents, but it is quite another to
carefully, consciously, and affirmatively pursue the types of policies that make
such assertions meaningful. Our national rhetoric is eloquent, but in mean-
ingful follow-through our nation stumbles badly.

The United States has never been particularly good at community invest-
ment, but circumstances have grown far worse in recent years. Beginning in
2001, Congress has borrowed more than $4.5 trillion against the country’s
future, representing additional debt of more than $15,000 for every person in
the United States.>

Promoting child health means a fundamental rejection of these choices in
favor of investments in the families who will most benefit from them. Tax-based
economic supports for workers, such as the EITC, could be further broadened to
ensure that all families who work can escape low income. Programs for families
who do not work because of illness and disability could be established that
combine economic supports with education and job training to promote self-
sufficiency. The same funds that have been plowed into lavish tax cuts for
people who do not need them could instead be invested in maternity and pa-
rental leave policies for moderate-income families, the provision of high-
quality child care services, universal health care coverage for children and their
parents, education improvements (particularly for the poorest communities),
and housing assistance. Rather than economically starving our most vulnerable
families, the nation needs to invest in them, just as other nations with strong
industrial economies have done.

Furthermore, protection of the environment ultimately is a child’s issue in
the United States. Air, water, and food quality investments may have their
biggest payoffs in the lives and health of children, and the diminution and
relaxation of standards take their worst toll on children.

Finally, vigilance toward the rights of children is essential. Strong, stable,
and loving parents represent perhaps the most important asset to children. At
the same time, children need to be safe in all environments, whether controlled
by government, industry, or families. Even as the United States places primary
emphasis on family-centeredness in the development of children, children
deserve to be protected in all settings when necessary. Child welfare programs
aimed at strengthening and supporting families through social investments
and at providing rapid and preventive services to families under stress are
critical to the overall health of children.
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The Roles of Health Professionals

Health professionals must be vigilant and committed on behalf of children.
Health professionals bring a unique power to the debate over the well-being
and future of children because their opinions regarding the factors that un-
derlie threats to children, as well as what can be done to ensure children’s
healthy growth and development, carry much weight with decision-makers at
every level of public policy-making. Whether the issue is building a play-
ground, expanding public health insurance programs, raising the minimum
wage, or investing in children and their families in other ways, the power of
health professionals must be brought to bear in public debate.

Accomplishing this goal means building a sustained and visible presence
with decision-makers through ongoing communication strategies with elected
and appointed officials. It also means ensuring that elected and appointed
officials see both the conditions under which the poorest children live and
success in action through visits to local programs that are making a difference
in children’s lives. In addition, it means organizing such visible activities as
“get out the vote” efforts to support political candidates with strong track
records of investment in services and programs that make a difference in the
lives of children.

Finally, health professionals can make more personal investments, such as
accepting publicly insured children into pediatric practices, volunteering at
clinics serving low-income families, participating in community health
outreach efforts to identify children at risk, promoting wellness activities in
local schools and child care programs, and investing time and energy in
other ways that promote concern about and commitment to the future of
children.

Conclusion

This chapter has reviewed the impact of social injustice on children’s health.
It has summarized the rights of children under U.S. law, particularly the legal
standards that determine children’s personhood status and the corresponding
duties that personhood status confers on government. This chapter has also
examined important child health indicators, the factors that influence child
health, and the pivotal role played in health determinants by measures of
growth and development. The well-being of children is critically influenced
by far more than medical care. Indeed, the well-being of children depends on
many investments, such as adequate family income, safe housing and neigh-
borhoods, and caregivers whose own lives are sufficiently supported to be
able to invest time in and nurture their children.
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While most children lead healthy lives punctuated by episodes of acute

illness, a substantial proportion of children experience significant disabilities
and functional limitations that require ongoing investments to foster growth
and development.

There is no more serious threat to children and their families in this country

than poverty and its consequences, which largely result from societal policies
that compare poorly with those of other nations. Health professionals and
others can play critical roles in promoting social justice and the health of
children by advocating for progressive social policies and personally investing
time and energy in activities to promote children’s health and well-being.
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OLDER PEOPLE

Carroll L. Estes and Steven P. Wallace

Introduction

Despite the growing academic and political interest in health equity and in
social justice in health care, little attention has been paid to these issues as
they relate to older people.

In the United States, Healthy People 2010 has two central goals—one
focusing on equity, to eliminate health disparities, and the other linked to
aging, to increase the quality and years of healthy life. Although many of the
Healthy People 2010 targets focus on issues of concern to older persons,
disparities among age groups are not included. This omission occurred while
the United Nations was declaring 1999 the International Year of Older Persons
and developing a program on “Building a Society for all Ages”" that links the
status of older people to that of others in society. There is a burgeoning lit-
erature on disparities within the older population,> but there has been a
decline during the past 30 years in attention given to ageism and inequities
based on age. The growing popularity of trends such as “antiaging” medicine
and the continuing efforts to blame the elderly for projected deficits in
Medicare and Social Security suggest that older people are likely to face less
equitable treatment because of their age in the future unless social policies
and political ideologies change. Thus, it is important to consider both the
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inequities within the older population and between the older and younger
populations.

Eliminating inequities in the determinants of health care and health status
for older people is an ethical imperative. However, it is also in society’s so-
cial and material interest to promote conditions in which older people can be
healthy. Many older people continue to contribute to their families and com-
munities through very old age,4 and as the “baby-boom” generation ages, an
even larger pool of older people with valuable skills and experiences will be-
come important resources. If older people are not healthy, their ability to
contribute to their communities declines, and the costs of their debilitating
illnesses are borne by society.

The Global Challenge

Population aging is often thought of as a phenomenon of developed countries,
but it marks developing countries as well. The number of elderly people (aged
60 and above) exceeded 600 million worldwide in 2000 and is projected to
reach 2 billion by 2050.° The older population is growing fastest in devel-
oping countries, where currently almost two-thirds of all older people (355
million) now live. By 2025, 75 percent of all elderly people are expected to be
residing in developing countries. In developed countries, the fastest growing
age group is 80 and older. In 1996, almost half (43 percent) of people aged 75
and older lived in four countries: China, the United States, India, and Japan.
Life expectancy remains below 50 in more than 10 developing countries, and
since 1970, it has fallen or barely risen, in several African countries.® Both the
AIDS pandemic and development loans requiring the privatization of health
care have lowered life expectancy in many developing countries.’

Increasing life expectancy is usually viewed as a societal achievement, but
it is also seen as a socioeconomic burden of crisis proportions by adherents
of “apocalyptic demography.”® This view, common in the United States and
elsewhere, assumes that aging populations will burden public policies to the
point of creating disastrous social consequences. Dire warnings of impending
national bankruptcy, underinvestment in children, and the overwhelming of
available family support stem have been voiced.” This scapegoats the elderly
for political problems such as budget deficits that reflect tax cuts and rising
military spending.'®'! Internationally, aging is not distinct from social inte-
gration, gender advancement, economic stability, or issues of poverty, and
societies need to recognize the potential benefits from ongoing contributions
of older people.12

The aging of societies is mainly an issue of older women.'? In all societies,
women outlive men; by very old age, the female-to-male ratio is generally 2:1 3
This is a formidable challenge because women are caregivers for people of all
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ages, especially children and, increasingly, grandchildren. For example, in places
where HIV/AIDS prevalence is high, older women are essential caregivers of
their adult children and their orphaned grandchildren. Although unpaid, wom-
en’s caregiving work generally ceases only when they are physically and
mentally unable to provide it and in need of care themselves. As a result, older
women worldwide experience more economic deprivation and insecurity than
do older men.'* Older women are highly vulnerable to the government upheav-
als and restrictions of safety-net policies, especially in developing countries.

“Building a Society for All Ages,” the theme of the Second World Assembly
on Ageing (2002), developed a framework for economic development and
poverty reduction that emphasized the importance of active aging, intergener-
ational solidarity, and the necessity of developed countries helping developing
countries.! Participants at this conference discussed principles of justice that
are used to legitimate social policies. The United States and other developed
countries have been supporting free-market—oriented policies that embody an
individualistic principle of justice, based on a utilitarian philosophy where
maximizing the sum of individuals’ health and wealth has been the primary
goal—as reflected in regularly reported data on life expectancy and gross do-
mestic product (GDP). These measures ignore the distribution of health and
wealth, making them inadequate—even detrimental—to ensuring equal op-
portunities for all.!

One example of implementing increased attention to equity is the recent
framework of the World Health Organization (WHO) for evaluating health
systems. Its two health objectives—the best attainable level (goodness) and
the smallest feasible differences among individuals and groups (fairness)—
are applied across three key dimensions of health systems: (a) health out-
comes, such as mortality and morbidity; (b) the responsiveness of the health
care system, such as being treated with dignity and technically competent care;
and (c) the financing of the system. Although not incorporated in the current
United Nations documents on aging, such performance measures need to be
applied to older people.2

The Impact of Social Injustice on the
Health of Older People

Injustice among the elderly is well documented. Health status varies by race,
ethnicity, income, and gender among older persons. Older African-Americans
have worse health than do older whites across all measures of health status,
including disease, disability, and self-assessed health.'> Older Latinos have
lower rates than do non-Latino whites of some diseases, most notably heart
disease and stroke, but higher rates of diabetes and of disability.” Poverty is
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TABLE 6-1 Percentage of Self-Assessed Health Status of
Persons Aged 65 and Over by Income, Race/Ethnicity, and
Gender, United States, 1999

Fair/Poor
Self-Assessed Health

Income

Below poverty level 36.0
Low: 100-199% poverty level 31.9
Middle: 200-399% poverty level 22.4
High: >400% poverty level 16.4
Race/Ethnicity

Non-Latino African-American 37.7
Non-Latino white 23.0
Latino 34.0
Gender

Women 25.1
Men 23.7

Modified from Agency for Healthcare Research and Quality, Household
Component Analytical Tool (MEPSnet/HC). Rockville, Md.: AHRQ, 2003.

strongly associated with all measures of poor health in old age. And women
have more chronic conditions and disability than do men, despite their greater
life expectancy.

Self-assessed health status, a good predictor of death and disability as well
as current health status,'® follows social categories of inequality. Older people
with the lowest income are more than twice as likely as older people with high
incomes to report reduced health status (table 6-1). Both Latinos and non-
Latino African-Americans are about 50 percent more likely to report reduced
health status as are non-Latino whites. Women are somewhat more likely to
report reduced health status than are men.

With the substantial reduction in deaths from acute infectious diseases
during the past century, mortality is increasingly due to chronic conditions that
are most common in old age. With aging, the disease profile shifts from pre-
dominantly infectious diseases to predominantly chronic and degenerative
noncommunicable diseases, such as arthritis, hypertension, coronary artery
disease, cerebrovascular disease, and cancer. This “epidemiological transi-
tion” has occurred in developed countries and is occurring in developing
countries.'” Many chronic diseases could be prevented or delayed through
health promotion and disease prevention strategies. Older African-Americans
have more chronic conditions than do older whites, and older women have
more than do older men (table 6-2).
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TABLE 6-2 Percentage of Older People (Aged 65 or Older) With Chronic
Conditions, by Race, Ethnicity, and Gender, United States, 2000

Two or More
Mobility Chronic
Stroke  Diabetes Limitation Incontinence Conditions*

Non-Latino whites 11.3 16.0 47.3 27.6 71.6
African-Americans 13.3 28.3 56.6 24.0 76.9
Latinos 9.9 23.3 47.6 21.4 67.9
Women 11.1 16.9 53.7 34.6 76.1
Men 11.7 18.8 40.1 15.9 65.6

*Hypertension, diabetes, arthritis, osteoporosis/broken hip, pulmonary disease, stroke, Alzheimer’s
disease, Parkinson’s disease, skin cancer, other cancer.

From Center for Medicare and Medicaid Services (CMS). The characteristics and perceptions of the
Medicare population: data from the 2000 Medicare Current Beneficiary Survey. Baltimore, Md.:
CMS, 2003.

Elderly people in the United States, where disability rates have declined in
recent years, are projected to have healthier lifestyles and better health than
comparably aged people in the past.'® The global generalizability of this trend,
however, remains to be established; instead, there may be increasing “pop-
ulation frailty,”"'® longer life but worsening health, and increased morbidity as
people live longer, placing greater demands on the health care system.zo

Inequities also exist in the access to health services by different population
groups of older persons. The same social and economic characteristics that
are associated with worse health outcomes account for documented differ-
ences in the level of use of health services. Unmet medical needs are more
common among older African-Americans, those with incomes below the
poverty line, and older women (table 6-3). Although most older people have a

TABLE 6-3 Percentage Reporting Access to Health Care Problems, Persons
Aged 65 and Over, by Race, Poverty, and Gender, United States, 1993

Unmet No Regular Regular Source

Medical Source of of Care Not a

Needs Care Private Physician
Whites 9.9 6.1 7.2
African-Americans 18.4 6.6 221
Income at or above poverty level 8.8 5.6 7.8
Income below poverty level 27.2 8.2 15.5
Older men 8.7 6.7 10.9
Older women 12.0 5.7 7.0

From Cohen RA, et al. Access to health care, part 3: older adults (series 10, volume 198).
Hyattsville, Md.: Vital Health Statistics, National Center for Health Statistics, 1997.
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regular site for health care, older African-Americans and those with incomes
below the poverty line are less like to have a private physician as their regular
source of care; they are more likely to seek care at clinics with reduced
continuity of care and limited services.

In addition to differences in receiving any health care, there are disparities
among older people in the quality of care they receive. The Institute of Med-
icine has determined that racial and ethnic disparities in health care are in-
dependent of economic status, health insurance, and other factors.?! Some of
the differences in quality of care among older people are reflected in measures
of satisfaction with care. Older African-Americans have the lowest satisfac-
tion rates; Latinos, intermediate rates; and whites, the highest rates (table 6-4).

In sum, inequities exist in health status, access to health care, and the quality
of care received among different groups of older people based on their social
characteristics.

In addition to the inequities that exist within the older population, there is a
continuing bias against older people as a group in several health-related di-
mensions. For example, there is much devaluing of older people by health
profession211322’23 and social-policymakers. Treatment decisions for older people
are often influenced by the person’s age, rather than a consideration of the costs
and benefits of treatment. Older people, for example, are less likely to receive
recommendations for cancer treatments that could extend their lives than
younger people, even when there is no medical reason to avoid those treatments.
The pattern of undertreatment is exacerbated by the underrepresentation of
older people in most clinical trials.** Some even suggest that older people, such
as those over age 80, should receive no curative treatments, regardless of their
prognosis, because they have lived out their “natural” lives.?~

Older people are often devalued in discussions of the costs of health and
social programs that they use.'! Some policymakers blame the rising costs of

TABLE 6-4 Percentage of People Aged 65 to 74 Who Are Very Satisfied With Care,
United States, 2000

Ease of Physician’s

Follow-up  Access to Information Concern for

Care Physician ~ From Physician ~ Overall Health
White, non-Latinos 22.6 25.1 22.9 23.6
African-American, non-Latinos 11.5 11.4 11.2 11.9
Latinos 18.2 20.2 18.8 17.6
Men 21.1 235 21.7 21.8
Women 21.4 23.1 21.2 22.4

From Center for Medicare and Medicaid Services (CMS). The characteristics and perceptions of the
Medicare population: data from the 2000 Medicare Current Beneficiary Survey. Baltimore, Md.: CMS,
2003.
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Medicare on older people, even though much medical treatment is driven by
physician referral, not patient demand. In addition, the rapidly rising costs of
prescription medications appear to be largely a function of manufacturer-
induced demand (especially by direct advertising to consumers) for high-cost
drugs, rather than use of new drugs that improve treatment of disease.”’

Furthermore, our technology-intensive medical care system is increasingly
inappropriate for the chronic disease challenges of older people, including
hearing problems, falls, incontinence, and social isolation, as well as poly-
pharmacy and the need for end-of-life care.”®*° These challenges do not
usually require expensive tests, surgical interventions, or state-of-the-art
technology. An example is the current treatment pattern of older people with
incontinence—a socially embarrassing condition that contributes to social
isolation and increases the risk for deconditioning, falls, and institutionaliza-
tion. It is often erroneously seen as a “normal” part of growing old.*! Although
behavioral therapy, including pelvic exercises, is the most effective treatment
of urinary incontinence,* drug therapy, surgery, and the use of adult diapers
continue to be the most common forms of treatments. An estimated 8§ percent
of women aged 60 and older have ever had surgery for incontinence.* Among
men and women over age 50 with incontinence, 20 percent use pads or other
absorbent supplies.** Adult diapers and drugs produce significant profits for
their manufacturers, creating incentives to promote those products; in contrast,
behavioral therapy is time-consuming and not very profitable. As a result,
many older people with incontinence do not receive adequate treatment for this
condition.

Roots and Underlying Causes

Among the underlying causes of social injustice affecting the health of older
people are (a) poverty and inequalities associated with differences in socio-
economic status (SES) over the life course (the “graying” of the SES gra-
dient), (b) the biomedicalization of aging, and (c) globalization.

The Graying of the Socioeconomic Status—-Health Gradient

The association between health and poverty in all age groups also affects
older people. The poor have reduced life expectancy, lower self-rated health
status, increased morbidity and disability, and worse functional status. 19 SES,
whether defined by income, education, employment, poverty, or wealth, is
inversely associated with mortality in virtually all countries studied.*>¢ In
addition, socioeconomic inequality, independent of economic status, is re-
lated to health status.*”
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The inequitable circumstances of older women and older people of color
can be explained by cumulative disadvantage across the life span.**™*° Health
is a life course phenomenon. There is a crucial connection among late-life
health, one’s early health status, and health events across the life span. Thus,
where social injustice early in life affects one’s health, health care, and life
chances, it is likely to be mirrored later in life.> Over the life course, three
different types of resources convert early-life inequities into later-life in-
equities in health: (a) human capital—knowledge and skills of individuals that
influence employment, job satisfaction, and income; (b) social capital—the
types and density of ties among people that enhance social integration and
support; and (c) personal capital—in lifestyle, sense of efficacy, and personal
control, which has mainly developed during younger adult years.*®

Health is influenced throughout the life course by the interactive effects of
racism, sexism, social class, and ageism on human, social, and personal
capital.*'™** These inequalities are significantly influenced by the institutional
effects of race, government, the market, gender, and family structures.*>*
Poverty in older women stems partly from “the family care penalty”—the
economic and health costs to female caregivers for their substantial unpaid
caregiving throughout their life course that affects their ability to develop this
human capital.*® Older women’s dependence on the government, including
the public health system, increases with aging, widowhood, divorce, and
declining economic and health status.*’ Privatization of core public services
and reduction of public pensions compound the gender disadvantages of
earlier life and place older women at a higher risk for adverse health conse-
quences.*® Social class and gender inequalities are reproduced by the gov-
ernment through retirement policies that allow the extreme disparities of
wealth in adulthood to continue into old age.39 And housing, employment, and
other markets that discriminate against persons of color in early life continue
their patterns into old age.

The Biomedicalization of Aging

In Western countries, especially the United States, during the past century
and the start of this century, old age has often been equated with specific
diseases or a general pathological state. The cultural aversion to aging and
veneration of youth has spawned negative attitudes toward older people that
are sometimes internalized and manifested in personal low self-esteem, low
self-efficacy, and low sense of control—all of which are risk factors for de-
pendency, depression, and illness.*” The response to this trend has been to
define the problems that face older people as rooted in biology and to place
the treatment of these problems in the realm of medicine. This biomedica-
lization of aging®® has facilitated the “commodification” of the needs of
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older people, which has, in turn, produced a costly and highly profitable
“aging enterprise” and enlarged the medical-industrial complex.’'>* As a
result, the goal of producing medical goods and services has shifted from
fulfilling human needs (basic shelter and nutrition) to monetary exchange
and private profit—and, with it, increasing social inequality.

The biomedicalization of aging obscures the extent to which the health
of older people can be improved by modifying social, economic, political,
and environmental factors. Biological and genetic factors account for only
30 percent of successful aging, while behavioral, social, and environmen-
tal factors account for 70 percent.>® Therefore, public health approaches are
more likely to support population-level interventions than are approaches that
focus on individual behaviors and personal responsibility.”* Nonbiomedical,
population approaches to improving the health of older persons include
(a) making a more-equal distribution of wealth; (b) increasing education
opportunities; (c) providing adequate housing for all; (d) enhancing the op-
portunities for meaningful human connections; (e) offering public guarantees
of universal access to health care, including long-term care and rehabilitation;
and (f) creating policies and community environments that promote healthful
behaviors, such as diet and exercise.>>

Globalization

Growing old is increasingly viewed in a transnational context of interna-
tional organizations and cross-border migration that creates new conditions
and challenges for older people and their families. There is a growing tension
between an individual country’s policies on aging and those formulated by
global organizations and institutions. Aging can no longer be viewed solely
as a national issue.’

International financial institutions that would gain enormous wealth through
privatization claim that no country can afford to support older people through
publicly guaranteed retirement and health programs.*® These institutions use
the aging of the population as a reason to pressure governments to privatize
pension and health systems—moving away from systems based on social sol-
idarity (where all citizens share financial risk) to systems of individual capita-
tion (where each person is at individual risk).*®

In developing countries, the marginalization of women occurs when gov-
ernment no longer protects subsistence activities. Women’s economic par-
ticipation is restricted with the (a) increase of self-regulating markets and
privatization of farm land for cash crops, creating food insecurity; (b) increase
in out-of-pocket costs that accompanies privatization of health services; and
(c) decrease in government support for other vital services.”® These forces
encourage some women from developing countries to move to developed
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countries, where they find work as caregivers for other’s children and older
people, even as they rely on female relatives back home to care for their own
children and aging parents.

What Needs to Be Done

Given the cumulative lifetime disadvantage underlying much of the social
injustice that affects the health of older people, measures need to be taken to
improve the distribution of health and health services among both the current
generation of older people and people who are now young and represent fu-
ture generations of older people. Today’s older people cannot easily change
their lifetime history of employment earnings, living conditions, or other re-
sources. Addressing social injustice among older people requires interven-
tion with social policies that reduce inequities—by race, ethnicity, income,
and gender—in retirement income, quality of medical care, and community
integration.

To promote policy change, it is necessary to raise political awareness.’’
Because older people of color, older poor people, and older women tend to
be disenfranchised from the political process,’® it is important to increase
understanding about the health status, process of care, and financial burdens
of these groups of older people. Organizations that focus on race and eth-
nicity, poverty, and women’s health need to join those that focus on aging to
support this work.

Health policies that focus on structural factors, such as the organization and
financing of medical care and the social environment where older people live,
affect the entire population. Population-based interventions that potentially
affect all older people, such as ensuring access to health care, have the po-
tential political advantage of drawing support from others, including middle-
class and politically influential people. Improving the health of older people
in the United States therefore requires changing the health care system so that
all older people receive appropriate care.

Public policy can influence other important changes in the health care
system, including changes in the composition of the health care workforce and
the financial incentives within the system. Because patients’ satisfaction with
physicians is higher when they can choose physicians of the same ethnicity,
equity in medical care depends, in part, on the racial and ethnic composition
of the physician workforce. Members of racial and ethnic minority groups
need to be provided the tools and incentives to pursue careers in health care.

There are also important community level changes that do not involve
the medical care system that promote health. Building large supermarkets in
inner cities, for example, can increase the consumption of fruits and vegetables
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by low-income older people.®® Policies that encourage such construction—
usually thought of as economic-development or zoning policies—are also im-
portant health policies that may help reduce disparities in nutrition and health. In
general, providing older people with financial resources to obtain adequate
housing, nutrition, and medical care would contribute to reducing many of the
financing, process-of-care, and health-status inequities that they experience.

All of these types of policy changes will require broad coalitions of ad-
vocates. Policies that substantially improve the distribution of resources to
older people, such as Social Security and Medicare, have been adopted when
there has been a broad coalition of advocates, including organized labor,
citizen’s groups, and health professionals.®!

To improve equity and justice for the coming generations of older persons,
it is most effective if we address earlier phases of the life course. Public
policy should encourage the payment of a living wage so that lifetime earnings
can lead to Social Security and pension benefits that provide a reasonable
income. Recent federal tax reductions, which cut inheritance and unearned-
income taxes, have exacerbated inequality by lowering taxes on income that
the wealthy rely on while maintaining or increasing payroll taxes paid mainly
by lower- and middle-income workers. Racial and gender inequities in wages
also need to be addressed because these disparities generate lifelong disad-
vantages.

Incentives are needed in the U.S. medical care system that promote the
most efficacious and least invasive ways of improving the health and quality
of life of older people. This will require reimbursement mechanisms and prac-
tice settings that prioritize chronic conditions and palliative care.

The United Nations publication World Ageing Situation®* calls for revo-
lutionary thinking in which aging is viewed as a lifelong and society-wide
phenomenon that permeates all social, economic, and cultural spheres, com-
pelling “policy interventions that include social and human, as well as eco-
nomic, investments.” Regrettably, neither the WHO nor the United Nations as
a whole appears poised to implement either revolutionary thinking or action.
Heavily influenced by health and aging research in the developed countries
and the U.S. paradigm of “successful” and “productive” aging,>~®* both the
WHO and the United Nations have adopted an overarching general objective
of “active aging”—enhancing the quality of life of older people through
activities and efforts that increase health, participation, and security.®®

According to the WHO publication Towards Policy for Health and Ageing,
there is a dual challenge: first, applying public health measures to achieve
healthy aging, and, second, increasing access to affordable medical care.®®
From a public health perspective, more than medical interventions are needed
to improve the health of the elderly, especially in developing countries.®”” A
healthy life course depends on the safety and security of family and home,



124 HEALTH OF SPECIFIC POPULATION GROUPS AND SOCIAL INJUSTICE

housing, sanitation, food and economic security, and a health strategy built on
the principles of primary care and supportive social and rehabilitative care.

From a public health perspective, the overall focus on active aging reflects
a scientifically proscribed area of emphasis to improve the health of “couch
potatoes” in developed countries. The calls for age-friendly services and in-
stitutions and long-term care are appropriate. However, even in developed
countries, there is a valid critique of an overemphasis on “active aging” inso-
far as it draws attention and resources away from efforts to overcome the
pervasive inequalities and formidable structural barriers of class, race, and gen-
der across the life course® that, cumulatively, produce serious health dispa-
rities.**® The active aging mantra risks blaming the victim while elevating
productivity as the only acceptable metaphor for a good old age.”® For older
women, the message appears to be that there is no end to one’s responsibility for
unpaid caregiving—now recast as “productive,” if rendered during old age.

From a public health perspective, the international documents do not reflect
and inculcate strategies that link health services and health improvements with
wider fields of intersectoral action, including adequate sanitation, housing,
and potable water.”" In the context of globalization, pressures for privatiza-
tion, the power of international financial markets and medical-pharmaceutical
markets, and the biomedicalization of aging, it is likely that the demography
of aging will become an excuse to impose on the world’s poor “prefabricated,
selectively chosen, market- and technology-driven, externally monitored, and
dependency-producing programs.” "

Although social injustice is inherent in the denial of the means to health,
in developing countries the key health issues and best means for addressing
them are not likely to be the same as in developed countries. In the poorest
developing countries, obtaining the basic necessities of survival precede all
other needs and the consequences of injustice against the elderly, the poor,
and women are likely to be life-threatening. Inequities between rich and poor
countries in the terms of trade and impact of globalization serve to exacer-
bate the internal inequities. (See chapter 21.)

Fighting Back: Reclaiming Public Health and the State

Older people, women, minorities, and the poor have been largely absent from
influential debates of the World Bank—against public pensions—and the
World Trade Organization (WTO)—for the commercialization of care ser-
vices. The major participants in these debates have been governments from
rich countries, wishing to deregulate government provision of services, and
corporations, wanting to expand into lucrative areas of work worldwide.”’*"?
Major players in the international trade of health services include health
insurance companies, drug companies, and medical equipment suppliers.
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Opponents of globalization have been mobilized in areas of human rights,
ecology, women’s rights, race and ethnic justice, and worker rights. (See box
19-2 on p. 348.) Elder rights advocates are invisible, except for the largely
uncritical formal positions articulated in United Nations and WHO documents
that offer little guidance or evidence of commitment to the goals of universal,
collective, and social obligations enacted through government programs. Al-
though not “wrong” in their entirety, current United Nations and WHO efforts
are no match for the active efforts of the WTO, the International Monetary
Fund, and the World Bank to privatize government provision of social care and
support for the aged. The privatization of those services is now commonly
inserted as a condition of development loans and debt relief to developing
countries, known as structural adjustment.

Organizations representing older people need to link with larger organi-
zations and forums working on a global justice agenda. The recent upsurge
of political activity among pensioners in a number of countries’* offers a po-
tentially important platform upon which to build age-integrated social move-
ment for social change. The joining of the movements of opposition to the
worst abuses of globalization is essential and the role of older-people’s
organizations is pivotal because older people have much to lose should there
be widespread privatization of public health and retirement programs.

An example of positive networking is in the actions of eastern European and
Third-World women networking in struggles that define women’s rights as hu-
man rights as a key principle of citizenship. These efforts have occurred through
collaborations, such as Women’s EDGE, the Association for Women in De-
velopment, the Center for Economic Justice, InterAction/Commission on the
Advancement of Women (2000), and the Open Society Institute’s Network
Women’s Program (2002). Declining female political participation and re-
legation to traditional women’s work inspired the first independent Women’s
Forum in the former Soviet Union in 1991 that adopted the platform that
“democracy without women is no democracy.” Forms of resistance and col-
lective action are also emerging in submerged networks (those without defined
organizational structures), such as the Internet, and everyday forms of resis-
tance, such as boycotts of certain products and business entities.”® Globalization
does not inexorably lead to minimal levels of social protection.”””’® The road
map for the work ahead consists of actions and activities that install pro-welfare,
social-protection, and full-employment policies.”’

Conclusion

Rights for older people must be defined as basic human rights. Social justice
for older people must begin with the assertion of the human right to health,
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as established in the Universal Declaration of Human Rights and other in-
ternational agreements. This includes the human rights of older people as a
group, as well as subgroups of older people who have suffered lifelong in-
justice. Working to reduce the socioeconomic-health gradient at all ages
promotes justice for both current and future cohorts of older people. Pro-
moting public health approaches to aging will reduce the biomedicalization of
old age. And activists must denounce macroeconomic adjustment policies
and militarization of relationships among nations for their devastating effects
on people’s health and quality of life; they must demand ethical principles in
politics and economics that work to satisfy people’s needs.”®
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LESBIAN, GAY, BISEXUAL, AND
TRANSGENDER/TRANSSEXUAL
INDIVIDUALS

Emilia Lombardi and Talia Bettcher

Introduction

“Liberty protects the person from unwarranted government intrusions into a
dwelling or other private places. In our tradition the state is not omnipresent in
the home. And there are other spheres of our lives and existence, outside the
home, where the state should not be a dominant presence. Freedom extends
beyond spatial bounds. Liberty presumes an autonomy of self that includes
freedom of thought, belief, expression, and certain intimate conduct.”!

With those words written by Justice Anthony M. Kennedy in 2003, the U.S.
Supreme Court removed legislation criminalizing same-gender sexual rela-
tions throughout the country—a major event in the history of lesbian, gay,
bisexual, and transgender/transsexual (LGBT) men and women. This event
makes clear that consensual sexual relationships between adult, same-gender
couples are not to be prohibited. Previous legislation was a major barrier for
LGBT men and women. While it was not used directly against them very often,
it restricted their activities in other situations, such as adoption and employ-
ment protections. The removal of legislation criminalizing same-gender sex-
ual activity leads the way toward granting the lives of LGBT men and women
greater legitimacy, and hence better health outcomes. However, there is still
much to be done.

130
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In general, LGBT people continue to be stigmatized and marginalized
both legally and culturally. This can affect their health in various ways:

1. Stigma can impair health through direct acts of violence—even murder.

2. It may affect an individual’s psychology. For example, increased stress
from stigma, as well as internalized homophobia, may lead to such behav-
iors as substance use or high-risk sex.

3. Access to health and social services may be constrained. For example,
organizations may fail to provide LGBT men and women specific ser-
vices, may fail to demonstrate adequate LGBT sensitivity, or may even
be overtly hostile to them.

While the Supreme Court ruling was clearly an important event, it masks
complex issues found within LGBT populations. The ruling focuses specifically
on sexual behavior among consenting adults. Transgender and transsexual peo-
ple often experience discrimination based on gender presentation and identities
rather than sexual/affectional orientations. Bisexual individuals continue to be
represented, if at all, as indecisive and promiscuous, and bisexual men are often
identified only as an STD/HIV bridge between gay men and heterosexual women.
Both gay men and lesbians experience discrimination based on their sexual ori-
entation, such as lack of partner benefits, but lesbians must also deal with sexism
as well, such as lack of access to economic resources. Moreover, many LGBT
people also experience race- and/or class-based injustice that intertwines with
LGBT-based injustice in complicated ways. Although progress has been made,
these considerations make the promotion of social justice difficult because the
failure to address the specific and multiple needs within LGBT communities may
actually lead to the promotion of further injustice.

The Impact of Social Injustice on the
Health of LGBT Men and Women

Violence

Stigma-based violence and the threat of violence can undermine the health and
well-being of LGBT people. This situation is aggravated by the use of “blame-
shifting” rhetoric to justify or excuse such violence. In the first 11 months of
2003, for example, more than 30 murders of transgender people were reported
worldwide—15 of them occurred in the United States.”® Most of these people
were murdered because of their “non-normative” gender presentations. Most
of these murder victims were transgender women of color.

Transphobia (the hatred and intolerance people feel toward those who do
not conform to traditional gender norms)—and perhaps LGBT phobia more
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generally—may not always be easily separable from race- and class-based
injustice. One of the authors (E.L.), for example, found that African-American
men and women reported higher levels of transphobic life events than did
others in the study.’

Domestic violence among LGBT couples is also much more a problem
than some might suppose.” Domestic violence in LGBT relationships ap-
pears to occur as often as in heterosexual relationships. However, the myth
of egalitarian same-gender relationships creates a barrier for those who ex-
perience domestic violence. Helping professionals often may not be able to
distinguish victim from batterer. Most domestic violence workers assume
that there is a heterosexual relationship and that the wife is the victim and the
husband, the batterer. As such, many do not know how to respond to reports
of same-gender domestic violence.® Most shelters admit only women, which
leaves men with fewer resources.” In addition, many shelters do not acknowl-
edge the gender of transsexual women and refuse services to them. Batterers
might also use LGBT-based prejudice to control their victims or to further
harass them by informing others about their LGBT identity.

HIV/AIDS

HIV/AIDS remains a major health issue for many LGBT men and women.
There has been a resurgence of HIV infection among men who have sex with
men, especially among men of color.'®™"* In addition, the rate of HIV infection
is high among transgender women (people who are assigned male at birth but
who have the gender identity and expression of women).'*"'” Research on the
health of LGBT individuals in areas other than HIV/AIDS is limited.'®"
Mental health and substance use issues are especially important and have been
found to be linked to HIV infection.”**'

Mental Health and Alcohol, Tobacco, and Other Drugs

Gay men and lesbians generally have higher rates of substance use and mental
health disorders, which may be linked to societal discrimination.??** Ex-
periences of violence, harassment, and discriminatory events can significantly
affect the mental health of gay men and lesbians.?>**® Furthermore, factors
relating to the hiding and concealment of identities, expectations of rejection,
and internalized homophobia are specific stressors that LGB men and women
experience.”’ The internalization of negative attitudes about their identity can
also weigh heavily on their lives and cause them much distress.?®

Focus groups conducted with lesbian, gay, bisexual, and two-spirit people
(LGBT persons of Native American origin) indicate that hiding one’s identity
is unhealthy, especially when one hides his or her identity from health care
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providers.” Internalized homophobia can interfere with HIV prevention ef-
forts.*® Many LGBT people live under the assumption that they will experience
negative sanctions if other people find out about them, and as a result many
constantly evaluate whether actions or words may identify them as being LGBT.

Transgenderism and transsexuality, unlike homosexuality or bisexuality, are
still listed in diagnostic manuals of the American Psychiatric Association as
mental illnesses (referred to as “gender identity disorder” and “transvestic fetishism”
in the current and recent editions of the Diagnostic and Statistical Manual of
Mental Disorders).*" Furthermore, many clinicians conceptualize transsexualism
among the psychotic disorders, such as schizophrenia,*** even though trans-
sexuals as a population are not more likely to have mental disorders than are
nontranssexual men and women.>* This problem is augmented by the existence of
social policies that require individuals to obtain medical services before allowing
them to change/amend their legal documents (such as driver’s licenses, passports,
and birth certificates) and, therefore, require transgender/transsexual people to
seek mental health services and be diagnosed with a mental disorder.

The psychological impact of LGBT-related social injustice can directly in-
fluence people’s health. Gay men who conceal their identities may have worse
health outcomes. Gay men who conceal their homosexual identity have in-
creased incidence of cancer and infectious diseases, and, for those who are
positive for HIV infection, concealment is associated with their infection ad-
vancing faster than for those who do not conceal their homosexual identity.>>
Furthermore, gay men who are sensitive to rejection generally have a greater
decrease in CD4 count and a longer time to AIDS diagnosis, in comparison to
gay men who conceal their identities and are protected, hiding their identity
from others and shielding themselves from possible rejection.’” This is the
dilemma that many LGBT people face: being “out” reduces the amount of in-
ternal stress that hiding one’s identity creates, but it may sever important social
connections that people rely on for support and resources.>*’

The levels of alcohol, tobacco, and illicit substance use among gay men and
lesbians are higher than those of the general population. One study found that
young gay or bisexual men were twice as likely, and lesbian and bisexual
women four times as likely, to have used marijuana in the previous year.*° In the
same study, gay and bisexual men were three times more likely, and lesbian
and bisexual women four times more likely, to have used the street drug ec-
stasy in the previous year. Lesbian and bisexual women were also three-and-a-
half times more likely to have smoked in the previous month. Other studies
have linked LGBT people’s substance use to their experiences of discrimina-
tion.”*¥4!=*3 While smoking in the general adult population is decreasing, gay
men and lesbians are still more likely to smoke than the general adult popula-
tion. 4 Preliminary comparisons between young gay men and lesbians have
found that lesbians actually smoke more than their gay male counterpans.47 Itis
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important to note the difficulty of making assessments regarding rates of use
because few studies include measures of sexuality and gender identity.

Cardiovascular Disease and Cancer

LGBT men and women are at increased risk for cardiovascular disease.*®°

Lesbians smoke more and have, on average, a higher body mass index than
heterosexual women, which may place them at higher risks of cardiovascular
disease.”' > Tobacco use of lesbian and bisexual women influences their cancer
risks. Because lesbian and bisexual women tend to smoke more, use alcohol
more, are less likely to report routine Pap smears, and have more sexual part-
ners, they are at a greater risk of lung, cervical, and other forms of cancer.”**°

LGBT men and women experience many problems with access to health
care.”* For example, a transsexual man died of cervical cancer because he
could not get a physician to treat him until it was too late.®’ A “masculine”
lesbian discussed her experiences trying to get access to health care for a
serious health condition; she was refused treatment, comments were made
about her by staff members, and a physician claimed her ill health was a
result of her immoral lifestyle.%® In general, many LGBT people are afraid to
disclose their lives for fear of being discriminated against. Moreover, health
care providers likely fail to collect important information by assuming a
person’s sex/gender or sexuality. For example, transsexual patients may need
medical assistance for problems that members of their identified gender may
not be expected to have, such as transsexual men needing gynecological
examinations and transsexual women needing prostate examinations.

Additionally, many partners of LGBT men and women experience pro-
blems when taking care of their sick or hurt loved ones that do not exist for
heterosexual men and women. Some of the issues include:

Inability to visit their partners in hospitals

Inability to make legal decisions for incapacitated partners

Lack of access to health insurance for one’s partner and partner’s children
Lack of coverage for medical expenses by their health insurance
Denial of the right to make funeral arrangements and to address other
end-of-life issues, such as child custody

6. Denial of many fiscal rights, including Social Security, property own-
ership, and taxation.®®

RAEE S

These problems create an added burden for LGBT people in addition to
the stress and worry related to having a sick or injured partner. Not only
could LGBT persons lose the persons whom they have loved, but also they
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could lose their homes and custody of their children and have to pay huge
health care bills not covered by insurance.

At a deeper level, class status may play a significant role in preventing
access to health services through lack of adequate health coverage. In this
respect, LGBT (as well as racial) stigmatization and discrimination in schools,
universities, and employment may undermine the potential of LGBT people to
secure the sort of incomes or jobs that would make health service more af-
fordable. For example, the Los Angeles Transgender Health Study found that
69 percent of the participants did not have postsecondary education, 50 per-
cent earned less than $12,000 annually, 50 percent reported that commercial
sex work was a major source of income, and 64 percent reported lacking any
health insurance coverage. These findings suggest that class, race, and LGBT
disadvantage in education and employment act together in complex ways to
prevent adequate access to health services.

Underlying Factors and Roots of This Social Injustice

One needs to recognize not only the existence of stigmatizing views about
LGBT people but also the role of simplistic categorization in the promotion
of social injustice. The diversity found among LGBT people affects research
and access to health care resources. Failure to appreciate this complexity may
promote social injustice.

The category “LLGBT” contains considerable diversity within it, making it
difficult to provide a unified account of the social injustice that confronts
LGBT people. Unsophisticated or reductive accounts that attempt to address
LGBT social injustice may fail to address all of the problems, and may even
leave some individuals out of the solution by failing to address specific is-
sues. For example, some transgender people may seek various bodily-altering
medical technologies, such as hormones and surgeries; these technologies,
when accessed through “black markets,” raise specific health concerns that
are easily ignored in a simplistic description of LGBT health, especially those
that emphasize sexual orientation.

More generally, the tense relationship between gender-based and sexuality-
based social injustice points to the complexity of LGBT issues.** For while it may
be initially tempting to draw a clear distinction between gender-based and
sexuality-based social injustice, the diversity within the category “LGBT” makes
it difficult to draw this distinction. For example, “lesbian,” “gay,” and “bisexual”
are categories of sexual orientation, but “transgender” and “transsexual” are cat-
egories of gender and gender identity. This diversity makes more difficult at-
tempts to explain (a) LGBT discrimination and stigmatization in terms of the



136 HEALTH OF SPECIFIC POPULATION GROUPS AND SOCIAL INJUSTICE

oppression of non-normative sexualities alone, and (b) social injustice only in
terms of the enforcement of strict gender norms.®’

More deeply, it is difficult to distinguish between being assaulted because
of one’s gender presentation and one’s perceived sexual orientation. Gay
bashing in public space, for example, may be facilitated by non-normative
gender cues. Stigma against gay men, lesbians, and bisexual people may often
be gender based; for example, gay men may be represented as “feminine” —
“not real men.”® Moreover, gender presentation and gender identity may
be important in some gay and lesbian relationships, such as “butch” and
“femme” identities. By contrast, transgender and transsexual individuals may
find themselves subject to reductive representations—such as “really a gay
man” or “really a lesbian”—and subject to violence on the basis of perceived
sexual orientation.®® Hence, gender and gender identity may be implicated in
social injustice against LGB individuals, and sexuality implicated in social
injustice against transgender individuals.

The social injustice faced by LGBT people lies in the complex intersec-
tions of gender-based and sexuality-based oppressions, where deep cultural
views about gender and sexually appropriate conduct are enmeshed. It is
useful to distinguish between different forms of stigma and the background
assumptions that ground them. For example, one might distinguish LGBT
stigmas that are grounded in religious perspectives (LGBT individuals seen
as “sinful”) from those that flow from more “scientific” or “medical” dis-
courses (LGBT sexualities and identities seen as “pathological”). One might
also identify prevalent cultural views about gender, such as “the natural at-
titude about gender,” and distinguish them from higher-order theoretical
legal, medical, or other discourses that also promote stigmatizing views in
different, albeit related, ways.m’69

In addition, such social injustice is often linked with other forms of in-
justice, making it difficult to separate LGBT injustice from other forms of
injustice. For example, lesbians may face discrimination not only on the basis
of sexuality but also as women. The existence of hybrid forms of discrim-
ination is especially important with respect to the intersections between race-
and class-based injustice and LGBT injustice and the possibility of complex,
hybrid forms of social injustice. There are many LGBT people of color who
also experience hybrid forms of discrimination. In addition, LGBT discrim-
ination and stigma may take on distinctive forms in culturally specific con-
texts. For example, within some Latino cultural contexts, religion plays an
important role in promoting negative views about LGBT people.”® The very
way in which “LGBT” identities are negotiated may vary considerably de-
pending on cultural context. For example, homosexuality may be concep-
tualized differently in Latin America and North America, suggesting different
sexual identifications of Latinos and Latinas who live in different places.71
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Moreover, it is not clear that language and culturally specific terms may be
easily translated or assimilated into Anglo “LGBT” terms without significant
distortion.”* For example, the Chicano colloquial term jota may be roughly
translated “dyke” or “lesbian,” but such translations cannot easily capture the
roles that such terms play in the culturally specific ways of life within which such
terms are actually deployed and negotiated. Related to this, mainstream U.S.
“LGBT” identifications can be seen from certain vantage points as distinctively
“white Anglo,” and consequently any identification with such terms may also
take on connotations of cultural betrayal.” Finally, it may be difficult to discuss
the ways in which homosexuality has been viewed as “aberrant” without also
discussing the ways in which racialized sexualities have been stereotyped and
devalued. For example, African-American sexuality has been historically re-
presented in mainstream white American discourse as “degenerate” or “dirty.””*
Given this, it is unclear to what extent one may seriously discuss representations
of homosexuality as “sick” or “degenerate” without also appreciating the
possible connections with racial representations and the role that both sorts of
stigma may have on African-American homosexuals and lesbians.”

An analysis of the social injustice faced by LGBT people, therefore, should
consideritsrace and class stratification as well as the specific gender and sexuality
differences among LGBT people. For example, discrimination against LGBT
people may be more likely in lower-paying jobs; thus race and class could in-
teract with gender and sexuality to a create a context that is far more problematic
for people than either would be separately. Internalized LGBT stigmatization
and its impact on self-esteem may not always be easily separated from inter-
nalized racial stigmatization. And the ability of medical and social service
organizations to provide services to LGBT people may be impaired by failures
to accommodate culturally specific issues—indeed, by their “white” specificity.

What Needs to Be Done

Legislative and Other Policies

Legislative and other policies that explicitly prohibit discrimination and violence
against LGBT people may reduce the social injustice experienced by LGBT
individuals and thereby improve their health. Such policies can also reduce their
own internalized prejudice against LGBT people and themselves, thereby im-
proving their mental health. This strategy may also decrease discrimination at
school and work so that LGBT people can afford and access adequate medical
care. Nevertheless, such policies need to be thoroughly examined for possible
racist or classist assumptions and/or consequences that provide advantage to
particular groups within LGBT communities while harming others.
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Domestic partner legislation that gives partners of LGBT men and
women many of the same benefits as married, heterosexual couples has been
a welcome development for many LGBT families. The legal recognition of
same-gender relationships in a manner similar to heterosexual relation-
ships will have major implications toward improving the lives of LGBT
people.

Transgender/transsexual individuals also need legislation and policies that
legitimize their lives and identities.”®”® The ability of transgender/transsexual
men and women to change important legal documents varies by document and
locality. In some localities, little to no medical intervention is required to change
one’s legal sex or name, while in others, surgery is required. However, in many
instances, even this may not be sufficient, as many places do not allow people to
change their legal sex designations on documents or to be able to live their lives
fully. There have been recent court cases with mixed responses to opposite-
gender marriages of transsexual individuals, and all cases involved people who
underwent some operative procedure as a requirement for changing legal sex
designation.

Transgender/transsexual men and women need affordable and more reli-
able access to medical care that will enable them to better embody their gen-
der identity. As such, legislative and other policies must prevent denial of
public and private insurance coverage for such procedures, because doing so
restricts people’s ability to interact in society in their identified gender. Many
transgender men and women are considered to be one gender in some in-
stances and another gender in others. The process of changing one’s gender
must be made easier so that people do not need to guess what to do next and
whether they can afford access to medical services necessary to change one’s
legal gender.

Roles of Health Care Facilities and Organizations

Health care facilities and organizations need to have policies that protect the
dignity of those accessing care and prohibit discrimination or harassment
based on people’s LGBT status. Organizations must allow domestic partners
and all children being raised by same-gender couples to have the same rights
as those in opposite-gender relationships. As such, they must respect the ex-
istence of domestic partners and treat them as they would any other partner
in a committed relationship—including end-of-life activities.

In addition to policies and procedures that do not discriminate against
LGBT men and women, personnel within these organizations need training
about issues relating to LGBT health. Training needs to inform people about
the diversity found among LGBT people and not focus on specific stereo-
types or media images. Although HIV/AIDS is important, especially for gay
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men, it should not be seen as the only health risk faced by LGBT people.
Diversity among LGBT people needs to be recognized and understood,
especially the relevance of race, culture, and class. Health care workers need
to know how to promote sensitivity and to provide culturally relevant care.

Educational Measures

Because access to educational resources affects employment opportunities,
which, in turn, affects access to adequate health insurance and overall health
and well-being, teachers and school administrators need to be trained to
treat LGBT youth without discrimination and to educate students about
LGBT issues. Such measures help provide LGBT students with a safe place
to learn and promote supportive cultural attitudes. These educational ap-
proaches should be sensitive to race, class, and culture. In addition, programs
are needed that enable disenfranchised LGBT people to access educational
resources.

Research Issues

There is a need to ensure that measures are included to identify LGBT
people within health care research. Most studies of LGBT people use rela-
tively small convenience samples that greatly limit their generalizability to
the larger population. To be inclusive, survey instruments should:

1. Differentiate between sexual orientation and gender (transgender and
bisexual individuals should not be assimilated into lesbian or gay cat-
egories).

2. Allow people to self-identify as lesbian, gay, or bisexual, and allow
transgender/transsexual individuals to self-report their gender identity
and sexual orientation—rather than having interviewers or staff members
decide. Instruments should also be sensitive to language- and culture-
specific identifications.

3. Allow people to identify unmarried domestic partners, rather than
forcing categorization as “single” or “married.”

4. Be aware of and allow for the diversity of attitudes and behaviors found
among LGBT people.

5. Be cognizant of—and sufficiently sophisticated to investigate—other forms
of social injustice and the impact that this might have on some LGBT
people. For example, studies that examine possible correlations between
LGBT stigma and health outcomes ought to be sufficiently sophisticated to
measure the role of race and race stigma in promoting lower health out-
comes among LGBT people of color.
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6. Recognize that terminology—including “LGBT,” “gay,” “lesbian,”
“transgender,” and “queer”—may have white/Anglo cultural connota-
tions that can undermine efforts at promoting social justice.

Conclusion

There has been improvement in the status of LGBT people in the United
States, as evidenced by the 2003 Supreme Court decision regarding laws
criminalizing same-gender sexual relationships, but much remains to be done.
Changes in legislation and social policies are needed to provide LGBT
people with adequate resources and benefits. Health care providers need to
be informed about LGBT issues in culturally sensitive ways to address in-
adequacies in health care. And researchers need to be sufficiently sophisti-
cated to investigate the complexity of LGBT issues and their intersection
with other forms of injustice.

Most of all, there needs to be a change in the social environment that creates
social injustice against LGBT people—a change that can only be brought
about through education and by addressing multiple forms of social injustice.
To foster greater change, coalitions need to be developed and nurtured, not
only among the diverse groups found within the LGBT population but also
with other groups that experience social injustice.
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PEOPLE WITH DISABILITIES

Nora Ellen Groce

Introduction

The image of the little boy in the polio prevention poster was arresting.
Perhaps 4 or 5 years of age, he had obviously responded to the photogra-
pher’s request by pulling himself up on his crutches, looking straight into the
camera, and beaming his most winning smile. The caption, however, was
what caught one’s attention. “Let’s make him the last,” it told the reader,
pleading for more active commitment to the local polio immunization
campaign.

Preventing polio is an admirable public health goal, but it is not the only
one.* What will become of the little boy in the poster? Certainly, his life
should be worth more than simply encouraging public health professionals
to redouble their efforts. Yet research clearly shows that compared with his
peers, this boy will be far less likely to receive adequate health care or

*While many types of disability may be preventable, some individuals and families with certain
hereditary disorders, such as deafness and dwarfism, have made a strong case for continuing to have
children with these traits, who can share their family’s genetic heritage and social legacy. The
assumption that all types of disability should be prevented is not, therefore, as straightforward as it is
sometimes presented.
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education and far less likely to participate in the social, economic, or reli-
gious life of his community.

Six hundred million people, 10 percent of the world’s population, live
with a physical, sensory, intellectual, or mental health impairment significant
enough to make a difference in their daily lives. Eighty percent of these peo-
ple live in developing countries' (fig. 8-1). Social justice cannot be achieved
unless these people with disabilities—among the poorest and the most
marginalized—are fully included (box 8-1).

Disability as a Social Justice Issue

The primary issues faced by disabled individuals are not only their specific
impairments but also the social stigma, reduced access to resources, and poverty
that limit their full potential. For example, in many countries, people with
disabilities are still denied the right to decide when, where, and with whom they

Figure 8-1 A boy disabled by a landmine stands in a courtyard of a UNICEF-
assisted rehabilitation center in Cambodia. This boy is one of the fortune few. Most
disabled people in both developing and developed countries have inadequate access
to necessary services and reduced opportunities in education, employment, and other
aspects of life. (Photograph: UNICEF/HQ92-0629/Roger Lemoyne.)
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BOX 8-1 Terminology

Much attention has been devoted to getting away from pejorative terms
and phrases. Older terms such as “cripple” have given way to more polit-
ically neutral terms. To say that someone is a “wheelchair user” rather than
“confined to a wheelchair” shifts the emphasis to an individual making use
of an appliance rather than being a victim imprisoned in an object.

Some issues of terminology are of more relevance in one language than
are others. For example, the term handicap (“cap in hand” or “beggar”) has
a more pejorative connotation in English than in French, where the term
handicap carries a more neutral connotation.

At its best, this debate over proper language fosters rethinking and re-
evaluation of basic assumptions by members of society—and, as such, is
analogous to the shifts in many languages brought about by women’s
rights movement. (This is particularly true in languages where general
terms about those with a disability include concepts like “the unfortunates”
and “the cursed.”) At its worst, controversy over the proper language about
disability has taken much time and energy, which could more fruitfully be
directed at more substantive issues facing disabled populations. It has also
led to the generation of a number of terms (usually by people who are not
themselves disabled) that are politically correct but unlikely to enter com-
mon speech, such as “the differently-abled.” A good rule of thumb is to ask
members of the local disability community what terms they prefer be used.
Another solution to this ongoing debate over terminology was offered by
a mother at a meeting of parents of young children with severe intellec-
tually disabilities in Canada. The mother turned to the audience, composed
largely of human rights lawyers and physicians, and said, “Please promise
me you will tell the professionals you work with that there is one term that
applies to everyone with a disability, no matter what type of disability they
have. Tell them the term is ‘citizen.””

will live. They have no say over how they will support themselves and may be
denied the right to marry and have a family.”> Gender and ethnic or minority
status can compound these inequities.” Hundreds of thousands continue to
be institutionalized against their will, although community-based inclusionary
models provide far better and more cost-effective services.*” The literacy rate
for people with disabilities worldwide may be as low as 3 percent, and for
women, as low as 1 percent.® Unemployment rates for people with disabilities
are often 80 percent or higher.” The most common form of employment for
disabled individuals outside of their households remains begging.3
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Worldwide, one family in four has a member with a significant disability,
and this ratio is growing."® Injury and violence, as well as lack of access to
adequate health care, continue to disable millions of people. Many other types
of disabilities are not currently preventable. In addition, improved health
care, particularly for critically ill newborns and those who are seriously in-
jured or chronically ill, means that many people who previously would have
died, now survive—often for decades—with a disability.

Although there is extensive literature on disability, the vast bulk of it addresses
clinical, rehabilitative, or vocational issues rather than public health. Outside of
specific data sets from developed countries, where income-maintenance schemes
and general health care initiatives have prompted officials to keep statistics for
rehabilitative or educational services, there is a lack of epidemiological or de-
mographic data on disabled populations."® Little attention has been paid to how
people with disabilities can and should be incorporated into broader public health
initiatives or social justice campaigns.

Yet people with disabilities are often at increased risk for many chronic
and infectious diseases, from Alzheimer’s disease to malaria, and for social
and behavioral problems, such as malnutrition, domestic violence, and sub-
stance abuse.”” They are also more likely to be denied legal, social, and po-
litical rights, largely because, in many countries, they continue to face severe
stigma and discrimination.®

Disability is often assumed to be evidence of bad blood or incest, divine
displeasure, or punishment for sins. Too often, people with disabilities and their
families are relegated to the margins of society. Such social interpretation of
disability is important because disability cannot be understood outside of a
cultural matrix. Within every society, attitudes and inclusionary or exclusionary
practices are, in part, shaped by beliefs about why a disability occurs and what
the anticipated adult roles are for people with disabilities.!' Differences in so-
cioeconomic status, class, caste, and educational level also make a significant
difference in the quality of life for people with disabilities.**

Where disability is stigmatized, a common corollary is that people with
disabilities are deprived of the resources of that society. In such societies,
people with disabilities often contend with a “charity model.” That gives
them no inherent right to the resources of a community. In poorer societies,
the unmet needs of people with disabilities are sought through individualized
appeals for charity—begging on a street corner or the steps of a church. In
more industrialized societies, such unmet needs are often addressed by more
organized appeals, such as telethons and public fundraisers. These kinds of
charitable appeals, whether done by individuals or organizations, differ sig-
nificantly from how needs could be addressed through a “rights-based”
model, in which all individuals are believed to be entitled to an equitable share
of the community’s resources.
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Disability, Poverty, and Inequality

People with disabilities may account for as many as one in five of the poorest
people in the world. Even among the very poor, people with disabilities are
recognized to be the poorest members of the community. Disability rates can be
used as a socioeconomic indicator to help assess poverty and development.'
Not all disability is associated with poverty, but there is a heightened chance
that once a disability occurs, those who lived above the poverty line will be
driven into poverty. Those who were poor before the disability are more likely
to become destitute.’

Disability disproportionately affects the poor.”® Those who are poor are
likely to live and work in more physically dangerous environments, have
less to eat, and receive poorer quality medical care or none at all. This feed-
back loop between disability and poverty places people with disabilities at a
marked disadvantage at every stage of their lives.®

Disabled children, particularly those with more visible disabilities, are fre-
quently assumed to be in frail health and unlikely to survive into adulthood.
Indeed, in many countries, a significantly disabled child is referred to as “an
innocent” or a “little angel.”® From this perspective, sending such children to
school, including them in social interactions, or preparing them for participation
in the adult world seems unnecessary. Families with disabled children have
often anticipated their early death, but not their possible survival (box 8-2).

Disabled adolescents and young adults are rarely allowed to learn mar-
ketable skills or participate in the formal and informal “rites of passage”—
such as learning to drive, playing sports, and dating—that prepare all other
young people for their transition to adulthood. Where no services exist,
such young people usually must either continue to live as “children” in their
parents’ households, face institutionalization, or find themselves on the street.
One-third of all street children are disabled.’

As adults, people with disabilities are often denied the right to work out-
side the home. They are also often forbidden to marry or have children or
to participate in those religious, social, and recreational activities that mark
their status as adult members of society. They often have no political voice
and frequently are barred from taking oaths or giving testimony in court,
which severely restricts their ability to call upon protection from the legal
system or to question legal decisions made for them by family or society.

To be female and disabled is frequently referred to as being doubly disabled.
Survival itself is often at issue.'? For example, a poor family may delay buying
medicine for a disabled daughter, hoping that the condition will clear on its own.
An indication of the extent of this problem can be seen in the survival figures of
individuals who have had polio from Nepal, where the survival rate for males is
12 percent compared 6 percent for females. As polio affects males and females



BOX 8-2 Disability and Education

Sara had looked forward to school for years. Third in a family of five chil-
dren, Sara, age 8, has waited an additional 2 years to start school because of
her parent’s reluctance to let her venture beyond their rural homestead.
Born with a withered right arm, Sara’s parents feared that she would be the
object of ridicule by local children and a sign to other parents that their
family had been cursed. But she was bright and inquisitive, and a full season
of pestering on her part had finally led her parents to relent. Taking her seat
in the classroom, the surrounding students looked at her uneasily. Many
were playmates, who already knew her from home. It was the teacher who
would decide her fate, however, and the teacher’s reaction was swift and
uncompromising. “You would be a distraction to other children,” the tea-
cher told her. “And besides, | do not know how to teach crippled children.
There is a special school for your kind in the city if you want to go.” Sara
dissolved into tears and returned home. Twelve years later, her eyes still fill
with tears as she recounts the incident.

Sara’s experience in her West African village school is hardly unique. How-
ever, inclusion into general classroom settings is not unknown. For example,
up to 40 percent of disabled children in rural northwest Pakistan have at-
tended school in general classrooms.” Yet, in many countries children with
disabilities are simply turned away even through their specific disability would
not preclude them being able to function within a general classroom. In other
cases, minor adaptations—allowing a child with poor eyesight to sit closer to
the board, or moving a class from the second to the first floor of a building to
allow a child who has mobility problems to attend—is all that is required. In
cases where special adaptations are needed, such as sign language inter-
pretation or instruction for children who are deaf or special adaptations for
children with intellectual disabilities, more resources are needed.

Unfortunately, many countries have only one or two schools for special
education, often located in capital cities, that tend to serve children from
more affluent families. While such schools are helpful for those who attend
or for teachers who can receive some training through them, the capacity of
these schools is limited. They are usually underfunded and short of staff and
facilities; they can rarely educate more than several hundred children at a
time. In many countries, this means that there are “waiting lists” for such
schools that, in theory, number in the tens of thousands.

Some countries are beginning to respond. Uganda, for example, has now
established a nationwide program to serve every disabled school-aged child.
Each district has an office of special needs education, integrated with the
district’s education office. Within each district, three specially trained teachers
are appointed as assistant inspectors of schools to oversee services related
to special needs education and to provide training and support for

(continued)
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teachers, communities, local leaders, and parents on issues of education and
inclusion. In addition, all 13,000 schools in Uganda have been grouped into
clusters of 15 to 20, with a special needs education coordinator available for
each cluster to make educational plans for each disabled child.

Regrettably, however, in many countries, education for disabled children
is still a low priority. Adult education and literacy programs designed spe-
cifically for adults with disabilities are all but unknown. Any attempt to bring
these millions of individuals with disability into the economic, social, and
political mainstream or to reach them effectively in public health campaigns
will not occur unless their educational needs are seriously considered.
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in equal numbers, the gender imbalance reflects higher mortality rates in fe-
males.® A study in six Asian-Pacific nations found that the incidence of dis-
ability was higher for women than for men, making the higher survival rate for
men with disabilities in these countries even more strikingly unequal.'?

Women with disability often receive significantly less education, are less
likely to marry, and have much more difficulty finding employment than do
disabled males or nondisabled women.® With little ability to support them-
selves and few prospects for marriage, millions of women with disability live
in abject poverty and at increased risk of physical and psychological abuse.'?

People with disabilities who are members of ethnic and minority popu-
lations are also at increased risk. Coming from traditions that differ from that
of the majority population, they are less likely to be included in available
services and programs. Women with disability from ethnic or minority com-
munities often find themselves contending with forces that exclude them on
the basis of gender as well as disability and heritage.’

The Impact of Social Injustice on People With Disabilities

Public health work is frequently framed in terms of disability prevention.
However, the need to ensure that people with disabilities maintain good health
is all too often overlooked. This lack of attention is perhaps not surprising,
because few schools of public health or medicine integrate issues of disability
into the curriculum. When addressed at all, information on disability is usually
offered in electives taken only by those students with an already-established
interest in the subject.
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In health services and programs in the community, the question of whether
people with disabilities are being reached and served is rarely raised—whether
the focus is breast cancer screening, dental care, or reproductive health. Research
on the distribution of chronic and infectious diseases among disabled people and
on their knowledge, attitudes, and practices concerning various health and social-
welfare issues—research that is frequently performed on other vulnerable sub-
groups, such as women and racial/ethnic minorities—is rarely pursued.

Access to non—disability-related medical care is also limited.'* Health care
facilities frequently are simply inaccessible. Stairs block access for wheel-
chair users. Medical equipment that requires patients to transfer from a
wheelchair or to stand—from examining tables to dental chairs to x-ray
machines—are difficult to locate. A lack of sign language interpreters makes
medical consultation difficult for many deaf people. Access to clinics, testing
sites, and counseling programs may require more organization and planning
than individuals with mental health problems or intellectual impairments are
capable of providing (box 8-3).

Problems go beyond accessibility. In both developed and developing coun-
tries, those who seek care for conditions not related to their disability report
that clinicians seem fixated on their disabilities no matter what the condition
is for which they seek help.*'? Clinicians often refuse to provide basic vac-
cinations, reproductive health information, or chemotherapy to people with
disabilities because they assume that people with disabilities do not have
need for these services or do not have the right to use scarce resources.™
During times of disaster and political upheaval, disabled people face addi-
tional challenges (box 8-4).

Disability-Specific Resources

Issues of unmet rehabilitative needs for some also lessen the ability of people
with disabilities to fully participate in society. Not all people with disabilities
need rehabilitative care; some never need it and many more need it for limited
amounts of time or intermittently throughout the lifecycle. Therefore, one
can be both disabled and healthy.”

The availability of rehabilitative care and prosthetic devices, such as ar-
tificial limbs, wheelchairs, hearing aids, and eyeglasses, however, must be
specifically addressed because it is usually accorded a low priority by health
professionals and policy-makers. Lack of such resources often restricts peo-
ple with disabilities far more than does their specific impairment.

Worldwide, an estimated 3 percent of those who need rehabilitation ser-
vices receive any care.>® Rehabilitative services tend to be concentrated in
urban areas and are prohibitively expensive. Programs that require long-term
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BOX 8-3 Similarities and Differences Among People With Disabilities

People with different types of disability often face markedly different sets of
problems. For example, an individual with a physical impairment who needs
assistance with activities of daily living, such asdressing, toileting, and feeding,
may benefit significantly from environmental adaptations such as ramps,
grab bars, and automated doors. An individual who is deaf may have no
physical restrictions but will need a sign language interpreter in order to com-
municate effectively with the surrounding hearing world. An individual who
is intellectually impaired may be physically fit and fully able to communicate
but may need help in organizing and carrying out daily responsibilities. An
individual with a mental health problem may be fully able to meet both
physical and intellectual challenges but need support and appropriate medi-
cation in order to continue to function successfully in the community.

Historically, disabled individuals, on the basis of their specific disabilities,
have been divided into distinct constituencies. The concept of “disability” as
a politically viable category developed in the late 1960s when people with a
broad range of disabilities started to join together in an emerging Disability
Rights Movement. They argued that, no matter what types of disabilities
they had, most faced common challenges. Their lives were structured and
their options determined by (a) complex medical, legal, and educational
bureaucracies; (b) a social security system not designed to serve those
people with disabilities who wanted some measure of independence and
self-determination; and (c) the broader society where prejudice and ste-
reotypes were still widespread.

Because resources for people with disabilities are extremely limited, dis-
ability advocacy and service organizations are frequently forced to com-
pete with each other for these limited resources. Organizations working on
behalf of those who are blind or physically disabled, for example, must
often justify why funding for their projects or programs will yield greater
benefits or why their constituents are more worthy of support than are
individuals with other types of disabilities.

care are unavailable to many, especially women in those societies where they
are not allowed to travel or live away from home unescorted. Globally, women
and children receive less than 20 percent of all rehabilitation services.'? In
developing countries, community-based rehabilitation (CBR), in which ser-
vices and expertise is offered at the community level with a triage system in
place to access greater expertise, offers some promise. However, CBR pro-
grams are chronically underfunded, rarely brought to the necessary scale,
and usually the first programs cut when funding is reduced.



BOX 8-4 Disability During Times of Disaster and Political Upheaval

During times of natural disasters and political upheaval, individuals with
disability often face a complex set of problems. For example, a recent study
by the Center for Services and Information on Disability (CSID) examined the
fate of individuals with physical mobility problems during times of natural
disasters in 10 coastal districts in Bangladesh." Only 17 percent of individuals
with mobility impairments had been taken to cyclone shelters; 55 percent of
them remained at home while their families went to shelters. The remaining
28 percent either sought safer shelter in a built structure nearby or were
forced to cling to a tree or other permanent structures. Following the di-
saster, individuals with mobility problems were much less likely to be able to
access relief supplies—Ilargely because, in order to get emergency food ra-
tions, building materials, or medicines, people were required to travel to
central distribution sites and stand in line for long hours—difficult or im-
possible for many of those with mobility impairments. Only 2 percent of the
families with a disabled individual in the CSID study had received any special
attention during the rehabilitation phase following the disaster.

Such problems are compounded when families are forced to flee their homes.
Individuals with disability are often left behind in times of war and famine when
families flee; in particular, when they are forced to flee on foot. Being left behind
in times of emergency is not related solely to the physical inability of individuals
with some types of disabilities to keep up. In many disaster situations, families
who anticipate becoming refugees and seeking asylum in another country may
fear that all members of the family will be denied asylum if one in the family is
disabled. (This is a realistic fear, as many countries, including the United States,
have routinely denied asylum because of disability status—arguing that the new
immigrants would be unlikely to become self-supporting.) Social and political
unrest often leads to the closure of health care institutions, schools, and other
resources that have been responsible for providing support and advocacy. In
such situations, individuals with disability are often left behind, with only the
thinnest of social support systems in place—the neighbor down the street who
promises to look in once in a while or distant relatives.

Although there has been increasing attention to the fate of people disabled
during political upheaval and natural disasters, most disaster relief organi-
zations still do not anticipate how to reach and serve these people, within
either communities or refugee camps. Some relief organizations have re-
sponded to queries about serving individuals with disability by stating that
they actually see few individuals with disabilities. The troubling question is:
“Then where are they?”
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HIV/AIDS and Disability

A study that this author pursued on the impact of HIV/AIDS and the global
disability community helps to illustrate the interlocking problems faced by
people with disabilities.

Although AIDS researchers have studied the disabling effects of HIV/AIDS
on previously healthy people, almost no attention has been given to the risk of
HIV/AIDS for people with existing disabilities. A review of both the pub-
lished literature and resources on the Internet yields only a few articles on the
risk posed by HIV to people with disabilities, with most attention directed to
people affected by both mental illness and drug addiction."”

Why have people with disabilities not been included? It appears to be
because it is commonly assumed that people with disabilities are not at risk.
They are incorrectly thought to be sexually inactive, unlikely to use drugs,
and at less risk for violence or rape than their nondisabled peers. Yet they
actually have equal or increased risks for all known risk factors for HIV/
AIDS compared with their nondisabled peers.

For example, extreme poverty and social sanctions against marrying an in-
dividual with a disability mean that people with disabilities, especially women
with disabilities, are likely to become involved in a series of unstable relation-
ships and have less ability to negotiate safer sex within these relationships.'?
Factors such as increased physical vulnerability, the need for attendant care, life
in institutions, and the almost universal belief that disabled people cannot be a
reliable witness on their own behalf places many disabled males and females at
risk of being victims of sexual abuse and rape at rates up to three times as high as
their nondisabled peers.'? In cultures in which it is believed that HIV-positive
individuals can rid themselves of the virus by having sex with virgins, there has
been a significant rise in the rape of disabled children and adults, who have been
specifically targeted because they are assumed to be virgins.16 Bisexuality and
homosexuality have been reported within disabled populations at rates com-
parable to that of the general population.'” People with disabilities are at in-
creased risk of substance abuse and less likely to have access to interventions.
Disabled adolescents in particular are rarely reached by safer sex campaigns.”

Educating disabled populations about AIDS is also difficult. Lack of access to
education has resulted in extremely low literacy rates, which makes communi-
cation of messages about HIV/AIDS even more difficult. This lack of access
is reflected in significantly lower rates of knowledge about HIV prevention
in several studies among deaf people and adolescents with intellectual impair-
ments.>'® Sex education programs for those with disabilities are rare.'®?°
Few HIV/AIDS educational campaigns target, and fewer include, disabled pop-
ulations."” Indeed, where HIV/AIDS educational campaigns are on radio or tele-
vision, groups such as the deaf and the blind are at a distinct disadvantage.
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People with disabilities who become HIV positive are equally disadvan-
taged, having far less access to general health services than do nondisabled
people.' 12! Indeed, care is often both too expensive for impoverished people
with disabilities and physically inaccessible.”* A growing number of reports
from disability advocates worldwide point to significant unreported rates of
infection, disease, and death due to HIV/AIDS.*

Despite these risk factors, our global survey identified only a few HIV/
AIDS pilot programs and interventions for disabled populations.'>** While
a number of these projects are innovative, almost all are small and under-
funded. HIV/AIDS campaigns that specifically target people with disabilities
as members of the general public are rarer still.>* There is a pressing need to
understand the impact of HIV/AIDS on disabled populations and to design
and implement programs and policy for them in a more coherent and com-
prehensive manner. And AIDS is only one of a number of public health issues
in which such exclusion has occurred.

Roots and Underlying Issues

How could such a large and vulnerable population be so significantly over-
looked? The answer in part is that “experts” and “policymakers” are also the
product of the societies in which they are raised and, thus, accept commonly
held assumptions about people with disabilities as scientific “fact.” Just as in
earlier eras, assumptions about women or members of ethnic or minority groups
went unchallenged, much of what we think we know about people disabilities
reflects our cultural biases, not biological fact. This is compounded by the
common assumption—not proven fact—that the needs of those with disability
are invariably too expensive or too complex to be addressed immediately.

What Needs to Be Done

What is needed most is awareness that people with disabilities must be
included—and the commitment to do so (fig. 8-2). In many cases, people
with disabilities can be included in health programs at little or no additional
costs. For example, in many countries, ramps into clinics can be made of
pounded sand, stone, or bamboo. General AIDS prevention campaigns and
smoking cessation messages for the general public can easily be designed to
be simple and straightforward to enable individuals with intellectual im-
pairments to understand them.

Arguments for the need to improve public health and social justice for peo-
ple with disabilities increasingly meet with positive responses. At professional
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Figure 8-2 Disabled man demonstrating at the Justice Department in Washington,
D.C., advocating for better Medicare and Medicaid benefits for long-term care for
disabled people. (AP Wide World Photos.)

conferences, nongovernmental organization (NGO) meetings, and United Na-
tions forums, discussions of the needs of disabled populations now often bring
warm responses from colleagues. However, problems remain. “I would very
much like to help disabled children in my community,” a colleague recently
confided after I had given a talk on social injustice and disabled adolescents.
“But I can’t even get services to nondisabled children.”

The problem, of course, is that there is no reason why people with disabilities
should be listed last on a long list of social problems—to be addressed after
other problems are solved. For one thing, the lives of people with disabilities are
no less valuable than the lives of anyone else. Moreover, many public health and
social justice issues will never completely disappear. If disabled populations
must wait until all other inequalities are solved, they will wait forever.

More important, other problems will not themselves be solved unless people
with disabilities are part of the common solutions. Global poverty, for example,
will never be fully eradicated unless people with disabilities are included in all
international health and development schemes. As former World Bank Presi-
dent James Wolfensohn has noted, “Unless disabled people are brought into the
development mainstream, it will be impossible to cut poverty in half by 2015 or
to give every girl and boy the chance to achieve a primary education by the same
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date—goals agreed to by more than 180 world leaders at the United Nations
Millennium Summit.”*

There is a growing number of resources to help public health professionals
as they address these issues. Over the past three decades, a global disability
rights movement has emerged and achieved an impressive record of public
advocacy, debate, and involvement. In some countries, it has successfully
advocated for new legislation. The movement is currently pressing the United
Nations for a convention on the rights of disabled people. Disability advocates
can—and should—serve as a major resource for public health and social
justice professionals. Indeed, growing numbers of people with disabilities are
also seeking training in public health, law, medicine, and political science and
can now serve as both advocates and experts.

The involvement of people with disabilities in helping to identify and define
the needs and concerns of disabled populations is particularly important to
note, because all too often public health professionals and organizations in-
terested in disability issues continue to call upon only nondisabled experts in
rehabilitation or medicine for guidance. These experts often have much they
can offer, but decisions on behalf of people with disabilities can no longer be
made without their input at all stages of policy and program planning.

Those who are concerned with social justice issues in pubic health can
also make a significant contribution by ensuring that disability issues are
included in all phases of public health education and practice. The example
of women in health and development provides a useful model. Thirty years
ago, there was little in public health that specifically addressed women be-
yond the arena of maternal and child health. Today, few public health or so-
cial justice issues can be raised without careful consideration of how women
are affected, both as members of the general population and as a specific
group. In the same way, people with disabilities must routinely be included
in all public health activities.

Conclusion

Advocates in public health and social justice must rethink many basic as-
sumptions about disability. The issue is not disability prevention or disability
services but recognition that disability is—and will continue to be—an in-
evitable part of life. Although disability is inevitable, denial of human rights to
people with disabilities, their lack of equitable access to public health and
social services resources, and their disproportionate rates of poverty should
not be. These threats to social justice are socially determined and, as such, can
be socially redefined. The public health and social justice needs of people with
disabilities are strikingly similar to those of their nondisabled peers. What
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distinguishes people with disabilities are not their common needs but the fact
that these needs continue to go so largely unmet.

The expectation that an individual with a disability will either recover

or die does not fit current reality. People with disabilities will often sur-
vive whether or not they receive an education, are provided medical and
rehabilitative care, or are included in the social, religious, and economic af-
fairs of their communities. Their existence and our own, however, will be
much richer if they are allowed to develop to their full potential.
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INCARCERATED PEOPLE

Ernest M. Drucker

Introduction

Over the past 30 years, high levels of imprisonment have become a driving
force of social injustice in the United States. While largely unrecognized as a
public health issue, mass incarceration derails the lives of millions by dam-
aging opportunities for work, education, housing, and a stable family life,
undermining many of the foundations of personal health and well-being and
community cohesion—the principal safeguards against crime in any society.'
When incarceration occurs at very high rates and with great disparities in its
application, it becomes an important way of relating social injustice to public
health.

Studying patterns of mass incarceration and its consequences helps us
understand the most persistent health and social problems of this society
because of (a) the magnitude of the population affected; (b) the huge dis-
parities in the racial and ethnic composition of prison populations (relative to
the population as a whole); and (c) the direct effects of incarceration for the
individuals imprisoned and collateral damages for the families and com-
munities affected. Incarceration policies and practices in the United States
are the modern heir to our long legacy of state mechanisms that perpetuate
social and racial injustice in the tradition of slavery; segregation; and

161
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discriminatory immigration, trade union, and social welfare policies that
isolate, stigmatize, and marginalize the most economically disadvantaged.”

The contrast of U.S. incarceration policies to those of other developed
societies is astonishing. While the United States has only 5 percent of the
world’s population, it has 25 percent of its prisoners. Today more than
6.5 million Americans—almost 4 percent of the adult population—are under
the control of the criminal justice system (table 9-1). In 2004, over 2 million
people were in federal, state, and local prisons and jails, and another 4.6
million were on probation and parole.? Since 1975, over 25 million individuals
have been incarcerated—more than the total imprisoned in the previous
100 years. New York State, with more than 100,000 inmates in 2000, had the
highest incarceration rate in the 120 years that state records were kept, a trend
that holds nationally.’

The U.S. imprisonment rate is now at the highest level in its history: nearly
700 per 100,000 people. Most other countries have substantially lower rates
(fig. 9-1). European countries average less than one fifth the U.S. incarceration
rate, and many average only one tenth of it

Prison budgets in the United States are also at an unprecedented level,
averaging over $25,000 per inmate or about $50 billion annually—most of it
coming from state budgets needed for social and health services. With $100
billion used to build new prisons since 1980, the United States has created a
prison industrial complex—a vast system of over 5,000 federal, state, and
local prisons and jails housing millions of inmates and employing an equal
number of law enforcement and correctional workers.

This corrections “industry” has a huge economy of prison construction, health
and mental health services, and food and equipment sales. In addition, the oper-
ation of private, “for-profit” prisons has become a significant feature of the U.S.
correctional system. By 2001, over 6 percent of the entire system and 12 per-
cent of the federal system (142,521 beds in total) were being run privately—
with 75 percent of the business going to two publicly traded international
security firms; one of these had $147 million in contracts in 2002.57°

TABLE 9-1 U.S. Prison Rates in State and Federal Prisons and Local Jails, per
100,000 Adults Aged 18 to 29, by Race, Gender, and Age Group, 2000

Male Female
Age Group White Black Hispanic White Black Hispanic
18-24 649 4,180 1,710 68 349 137
25-29 1,615 12,877 4,339 170 752 314

From U.S. Department of Justice, Bureau of Prison Statistics. April 2002, NC] No. 198877 p. 11.
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Figure 9-1 Incarceration rates per 100,000 people for United States and selected other
countries in 2000. (From Incarceration rates by country [selected countries]. Available
at: http://www.kcl.ac.uk. In 2003 [before expansion], the EU incarceration rate averaged
150 per 100,000.)

Mass Incarceration and Race

A hallmark of incarceration in the United States is the striking economic,
ethnic, and racial disparity in its application. While representing only about
12 percent of the total U.S. population, African-Americans comprise nearly
50 percent of the prison population” Worldwide, over 10 percent of all pris-
oners are African-American males.”

Incarceration is now becoming the norm for a substantial proportion of
African-American men. Over one-third of all black men aged 20 to 29 in the
United States are now in prison or jail, or on parole and probation. More
black males go to jail than to college. In Washington, D.C., more than 75
percent of all black men can expect to be incarcerated at some point in their
lives.'” A random telephone survey conducted in central Harlem in 2002
found that 9 percent of all those responding had been in jail in the previous
year and between 35 and 40 percent knew of someone who had been released
from prison in the previous year.''

This pattern is not entirely new. A large racial disparity in prison rates has
always existed in the United States and was an important feature of the post—
Civil War era of reconstruction, when freed slaves were converted to pris-
oners and put back on the plantation under vagrancy laws.'? Outside of the
South, however, the current magnitude of black—white disparities in incar-
ceration is unprecedented. In the late nineteenth century in New York State,
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Figure 9-2 Incarceration rates by race for 1880-2000 in New York State. (From
U.S. Census; and Hupart JH, unpublished report on New York State historical data
on prison rates. Based on New York State Department of Prisons [1880-1960], New
York State Department of Correctional Services [1961-2000].)

for example, about four blacks were locked up for every white; today that
ratio is 12:1.> For nonviolent drug offenses (about 30 percent of all New
York State cases), that ratio is 40:1, and for Hispanics, it is 30:1, relative to
whites (fig. 9-2).13 Drug incarcerations are at the heart of the huge growth of
racial and ethnic disparities seen in our prisons. Yet there is no evidence of
any great difference in the rates of illicit drug use by these groups: in New
York State, for example, drug overdose rates for blacks, whites, and His-
panics are within 20 percent of each other.'* Compounding the adverse ef-
fects of welfare policies, unemployment, and broken families, incarceration
for drug offenses predicts future criminal involvement and subsequent more-
serious crimes.

Collateral Damages of Incarceration

The impact of incarceration extends well beyond the massive populations in
prisons. It has profound consequences for the families and communities who
are its principal targets—the black and Hispanic urban communities, which
account for more than 80 percent of all inmates in the United States. Over
2.5 million school-aged children currently have an incarcerated parent. This
has important adverse effects on the mental health of these children and
families, both when the family member is put behind bars and after release.
Over 600,000 prisoners in the United States reenter the community each
year, with powerful consequences for urban community life due to their so-
cial, political, and economic disenfranchisement. '
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How Social Injustice Affects the Incarcerated

Any effort to understand the health impact of incarceration must reckon with
its huge scale and its role in the specific communities and populations most
affected, beginning with the effects on prisoners themselves—both while
under the control of the criminal justice system and after release.

The Health of Prisoners

Others have documented the many serious health problems of the incar-
cerated.'® Not surprisingly, these are the same problems seen among low-
income people in the community who are overrepresented in prisons: poor
access to health care, drug addiction, alcoholism, and infectious diseases—
especially sexually transmitted diseases (STDs), viral hepatitis, and HIV/
AIDS. The conditions of prison life serve to amplify all of these problems, such
as the transmission of HIV/AIDS, other STDs, and hepatitis B and C virus
infection through rape and through the sharing of contraband drug—injecting
equipment.

Beyond the high levels of pathology among incarcerated populations in the
United States, poor inmate health services persist in many of the nation’s
prison systems. Despite the constitutional entitlement to “decent medical
care” (under the 8th Amendment barring “cruel and unusual punishment”)
and frequent court mandates to provide it, there remain persistent failures to
fulfill this obligation.'®

Ultimately, however, incarcerated people do not represent a distinct pop-
ulation. They are overwhelmingly drawn from the same populations that in-
habit the poor and minority communities of the United States, as is true in
many other nations. The particular risks and disparities in health care that
are the norm in prisons mirror faithfully those to which these same popu-
lations are exposed when in their home community. Further, many of the
specific health risks and patterns of social injustice faced by incarcerated
people persist after their release. This is due to the socially disabling effects
of multiple periods of incarceration that poor African-American and His-
panic men routinely face, such as the loss for drug offenders of eligibility
for many jobs and many federal health entitlements. In the United States,
where incarceration has become “normative for these groups” (p. 181),"
repeated periods of incarceration must be understood as a major determi-
nant of the health of those populations subject to the highest rates of im-
prisonment.

While in some circumstances, such as court-ordered care, prisoners may
receive better medical care in prison than they receive outside of prison, the
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norm is inadequate health care for the incarcerated. This too often mirrors and
worsens the inadequate health care of the poor outside of prison, especially in
the case of mental illness. In combination with the ill health that these pop-
ulations bring with them into the prisons, the result is a pattern of health
problems not seen in any other institutional population in the United States.
More than 80 percent of U.S. prison inmates enter prison with problems of drug
abuse or dependency, and drug use often continues throughout prison stays—
often with more dangerous injecting. After release, inmates face an increased
risk of acquiring bloodborne diseases, STDs, and (by 10-fold) dying of an
overdose.'®!” The violence and stresses of prison life and the poor quality of
diet and medical care all increase the risks of complications of diabetes, hy-
pertension, and other chronic diseases, which are so prevalent among the
incarcerated, especially black and Hispanic inmates and those with histories of
tobacco and/or alcohol abuse.

Mental health problems are another hallmark of U.S. prison popula-
tions. Following deinstitutionalization in the 1970s, the strong association
of drug use and mental illness led the criminal justice system to become
the default system for the chronic mentally ill in the United States—most
dramatically, among the poor. Today, approximately 500,000 inmates have
a major psychiatric disorder. Serious psychiatric cases are recurrent in the
prison system. Over 40 percent of those in solitary confinement—which is
widely used to discipline prisoners—have major psychiatric disorders.?
While those in solitary represent only 5 percent of the prison population,
they account for almost half of the suicides. Homelessness before and after
incarceration is widespread; almost 25 percent of those released from prison
will end up in a shelter or on the street within the first 6 months after
release.”!

The psychological trauma of being incarcerated under brutal circumstances
and the routine abuse, humiliation, and disregard of fundamental human
rights that go along with mass incarceration in the United States are similar
to the widely publicized accounts of abuse by U.S. prison guards in the war
in Irag—and in Afghanistan and at Guantanamo.

These apparently criminal offenses by U.S. servicemen and servicewomen
abroad may be understood in the context of (a) the harsh conditions and racial
disparities of mass incarceration in the United States (box 9-1), and (b) the
daily portrayals of the prison world in the U.S. news media in ways that
desensitize the American public to their true nature. As incarceration be-
comes commonplace, it engenders a callous disregard of the damaging effects
on individuals and their families, and denial of any political responsibility for
all of its social consequences—often shifting the blame to the victims, their
families, and their communities.



BOX 9-1 Prisoner Abuse and Torture in the United States and Iraq

There are some clear lines between the abuses of mass incarceration in the
United States and the treatment of prisoners in the Iraq war. Many of the
military personnel in Iraq were reservists who were formerly prison guards
in the United States, influenced by that system’s values and practices. Ac-
customed to processing many inmates at home, these recruits were poorly
trained to serve the military police function—especially in the midst of a
conflict like the Iraq occupation and insurgency, where friends are hard to
distinguish from foes and fellow soldiers are randomly killed or wounded
daily. This is a classic formula for dehumanization of the enemy, the abuse
of prisoners, and the commission of war crimes.

The New York Times columnist Bob Herbert has described U.S. prisons
where “inmates are viewed as less than human, routinely treated like ani-
mals,” brutalized and degraded “in ways remarkably similar to the abuses at
Abu Ghraib” (p. 17)." He recounted that, in 1996, officers from the Tactical
Squad of the Georgia Department of Corrections raided Dooly State Prison,
in Unadilla, Georgia, where

officers opened cell doors and ordered the inmates, all males, to run
outside and strip. With female prison staff members looking on, and
at times laughing, several inmates were subjected to extensive and
wholly unnecessary body cavity searches. The inmates were ordered to
lift their genitals, to squat, (and) to bend over and display themselves.

One inmate who was suspected of being gay was told that if he ever
said anything about the way he was being treated, he would be locked
up and beaten until he wouldn’t “want to be gay anymore.” An officer
who was staring at another naked inmate said, “I bet you can tap
dance.” The inmate was forced to dance, and then had his body
cavities searched (while another) was slapped in the face and ordered
to bend over and show himself to his cellmate. The raiding party ap-
parently found that to be hilarious.

As in Iraq, these abuses appear to have been sanctioned by prison lead-
ership and committed with impunity—the commissioner of the Georgia
Department of Corrections was present at the Dooly State Prison raid. And
governmental accountability for these crimes is limited—a law passed by
Congress in 1996 bars most inmates from receiving any financial com-
pensation for such abuse. A lawsuit filed by the Southern Center for Human
Rights, representing several prisoners in Georgia who sought compensation
in the late 1990s for treatment that was remarkably similar to the abuses at
Abu Ghraib, was denied. Herbert concluded, “The treatment of the de-
tainees in Iraq was far from an aberration. They, too, were treated like
animals, which was simply a logical extension of the way we treat prisoners
here at home.”

(continued)
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BOX 9-1 (continued)

Ultimately, the systematic abuse and humiliation of prisoners in both U.S.
and Iraqi prisons is torture—a human rights violation and crime that should
be subject to protection under international law.

Reference

1. Herbert B. America’s Abu Ghraibs. The New York Times, May 31, 2004.

Collateral Damage: Effects on Prisoners’ Families and Communities

“Collateral damage” is the military term for unintended effects of wartime vi-
olence on noncombatants—bystanders caught in the line of fire. The same phrase
applies to U.S. incarceration policies where, in addition to the crime victims,
there are many other “innocent” casualties—not of crime, but of punishment.
Most significant, more than half of incarcerated men have children under age
18 and more than half of these men were living with their children at the time
they were sent to prison. (For women, the percentage in both instances is greater
than 80 percent.) A recent Human Rights Watch report estimated that in New
York State, which had 70,000 prisoners in 2001, there were 23,537 children
who had a parent in prison as a result of drug charges and an estimated 124,496
children who had at least one parent imprisoned as a result of the state’s
“Rockefeller drug laws,” which were enacted three decades ago and mandate
long sentences for nonviolent drug offenses.'> Nationally, there are more than
2 million minor children of current inmates (in prison for all offenses), and more
than 20 million children have had a parent incarcerated since the early 1970s.
The incarceration of a parent—often repeatedly—disrupts these children’s
social environment and the financial stability of their families, weakening pa-
rental bonds and placing severe stress on the caregivers left behind to fend
for themselves. This often leads to a loss of discipline in the household and to
feelings of shame and anger for the children, which are manifested in be-
havioral problems. Poor school performance, unsupervised free time, financial
strain, decreased contact with adults, and suppressed anger are all precursors
of delinquency.?? Despite widespread awareness of this problem, there is no
systematic effort to minimize the impact of parental incarceration on children.
Drug-enforcement policies are particularly important for understanding
mass incarceration. They account for the most racially disparate incarcera-
tion rates during the past 25 years. More prisoners are incarcerated for drug
offenses in the United States today—more than 450,000—than the number
of prisoners incarcerated for all offenses in the European Union, which has a
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population 25 percent larger than the United States. Most of the growth of
incarceration in the United States in the past three decades has been driven
by public policies on drugs.23 Beginning in 1973, the “Rockefeller drug laws”
in New York State (initiated by Governor Nelson Rockefeller) mandated
long prison sentences for nonviolent drug offenders. Soon after, they became
a model for state and federal drug enforcement. Between 1975 and 2000, the
rate of drug incarcerations in New York State increased from 8 percent of
the prison population to more than 30 percent.'?

Since 1974, more than 150,000 people have been incarcerated in New
York State, where over 110,000 person-years of life have been lost to im-
prisonment for drug offenses alone in this time.** About 90 percent of the
prisoners have been male, with a median age (in 2000) of 35; 78 percent
have been New York City residents, 94 percent black or Hispanic, and 70
percent have come from just six New York City neighborhoods.

In the United States, there are now more than 450,000 individuals incar-
cerated for nonviolent drug offenses. To this number must be added almost
2 million drug offenders on parole or probation—Tlives greatly diminished by
incarceration and control by the criminal justice system. With the chronic
inadequacies of addiction treatment in the United States, positive drug tests
are a leading cause of reincarceration for drug offenders violating their pro-
bation and parole.

Economic Disenfranchisement

As one inmate put it, “My sentence really began the day I was released.” Ex-
tensions of the impact of incarceration into the postsentence life of felons also
increase the burden on their families beyond the time of prison terms. Specifi-
cally, felony conviction usually means a greatly reduced chance of gainful em-
ployment. In most states, 75 to 95 percent of jobs requiring a state license are
barred to those with felony records. They are disqualified for many professional
careers, such as those for beauticians and barbers, taxi drivers, or U.S. Postal
Service employees. Many felons lose their driver’s licenses and the job oppor-
tunities that require one. They lose eligibility for military service. Felons with
drug offenses are also temporarily or permanently barred from visits to their fam-
ilies in public housing and from getting important federal benefits, such as home
and school loans that might help them pursue lives without crime.

Civic Death: Felony Disenfranchisement

Intensifying the damage done to family and community structure, felony con-
victions also mean the loss of the right to vote—in prison, while on parole,
and, in some states, while on probation. In 7 states, convicted felons are
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barred from voting for life. Currently, an estimated 4.4 million Americans
are barred from participating in the most meaningful expression of civic
life—even after they have “paid their debt” to society. Almost half of these
disenfranchised people (about 2 million) are black.

At any given time, 30 to 40 percent of all black men aged 18 to 30 are thus
disenfranchised.”® The usual voting rate of this age group, regardless of race, is
about 25 percent, meaning that for young black young men in those areas with high
incarceration rates, more people may be disenfranchised than those who vote.?® As
the 2000 presidential elections in Florida demonstrated, this is political disem-
powerment writ large—affecting not just individuals but entire communities.

Roots and Underlying Issues

To understand the political roots of mass incarceration as social injustice, one
must understand the “war on drugs” (p. 16).* The arrest and incarceration of
nonviolent drug offenders have led to a 10-fold increase in the prison popu-
lation over the past three decades. U.S. government surveys make clear that
the prevalence of illicit drug use differs only slightly by race and ethnicity.27
Why, then, are so many African-Americans imprisoned for drugs?

It is largely the result of (a) the huge illegal drug industry, which is a
major part of the economy and operates openly in most minority commu-
nities; and (b) the vulnerability of the low-level user-dealers in these com-
munities to police “buy and bust” operations—Ilow-risk methods that stoke
police arrest rates and prosecutors’ conviction rates (95 percent are plea-
bargained without trial). These drug laws and prosecution practices are by
now deeply embedded in our criminal justice system.'” Their restrictions of
judicial discretion by mandatory sentencing policies represent the triumph of
political forces of the right and the acquiescence by more liberal political
forces for fear of being dubbed “soft on crime.” Governor Rockefeller of
New York, seen as a moderate Republican by many in the early 1970s, pro-
moted these laws to distinguish himself from the liberal wing of his party. In
appearing to address the burgeoning heroin epidemic of the time by this
tough stance, he succeeded in undermining the newly successful methadone
programs of that era, which were just beginning to establish their efficacy.?®

This unprecedented use of incarceration in the United States represents an
ominous sea change in the American criminal justice system. It is creating an
imbalance of power in the judicial system and a move away from earlier no-
tions of rehabilitation, toward a “more punitive approach of incapacitation and
retribution” (p. 61).% It is deforming the entire legal apparatus by increasing
prosecutorial powers, minimizing and weakening the defense function, and
decreasing judicial discretion and power—especially in drug enforcement,
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where harsh mandatory sentences account for much of the national growth in
incarceration since 1975. Incarceration has now become the “presumptive
method of punishing lawbreakers” (p. 67).%° Incarceration is the default po-
sition of the criminal justice system instead of alternative punishments that
leave offenders in the community, such as drug treatment, probation, work
programs, and restorative justice strategies, which attempt to compensate and
heal victims’ families.

All societies need to deal with crime and punishment, to establish and en-
force laws, and to expend resources to restrain and sometimes imprison those
who transgress. However, mass incarceration is another matter. Mass incar-
ceration systematically undermines black family and community life on a
scale not seen since slavery, by destroying the very social capital needed to
prevent crime.**>? And it may contribute to the persistent deficits seen in
the physical and psychological health and well-being of the entire black
population.**°

What Needs to Be Done

Clearly, we must recognize that incarceration should be used sparingly,
especially for nonviolent offenders who are the parents of minor children—
to recognize that our “cure” is worse than the “disease.” But how may we
get to this point? Approaches are now being developed to reverse these
trends and limit the damage they have done by addressing the specific social
injustices affecting the incarcerated, their families, and their communities.

Improve Community Services

Involvement of youth in drug use and the local drug trade can be addressed
by improved alternative activities for youth, better schools, and support for
families in poor communities. Offering nonjudgmental and accessible health
care, with better diagnostic, therapeutic, and preventive services in those com-
munities (including counseling, education, and screening for mental health
problems, drug abuse, and HIV and STDs), can significantly reduce the
chronic health problems that often become evident in prisons.

Provide Better Health Services to Those Incarcerated

This is the subject of constant litigation, but it remains a persistent challenge
as states cut budgets and privatize prison health services. There is also a
great need to improve programs and services available to those just released
from prison and those on probation or parole.
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Reform Drug Laws

Marijuana laws account for more than 300,000 people in prison and over
800,000 arrests annually. Reform of these laws has significant public support.
Medical use of marijuana should be legalized and possession of small amounts
of marijuana for personal use should be decriminalized, as has been done in
the United Kingdom and Australia, and is now being considered in Canada.

Repeal Mandatory Sentencing Laws

Mandatory sentencing laws need to repealed, especially those for nonviolent
drug offenses. While some headway is being made through the use of “drug
courts” that order treatment of nonviolent drug offenders instead of their
incarceration, the real need is to replace the old drug laws with new ones that
allow judges discretion to discriminate between dangerous criminals and the
vast number of defendants with drug-dependency problems.

Assist Family Members

We must work to reduce the collateral damage to the children, families, and
communities most affected by implementing policies and programs to help
them when their family members are sent to prison—and when they are dis-
charged. There are some preliminary efforts now under way to limit these
collateral harms of incarceration for families and children. On New York’s
Lower East Side, Family Justice, Inc./La Bodega de la Familia, begun under
the sponsorship of the Vera Institute of Justice, provides intensive support to
drug offenders’ families when they are released from prison in order to reduce
the risk that they will return to criminal activity. To reduce the impact on
children when a parent is incarcerated, several programs of the Osborne As-
sociation and the Fortune Society supporting families of inmates in New York
now offer the most basic supports to children aged 4 to 14: counseling, edu-
cational tutoring, and helping children write letters to incarcerated parents.
More than 80 percent of children with parents in prison never get to visit them,
so these programs organize visits to the often-remote prisons where their par-
ents are incarcerated. Some programs are using videotechnology to enable
“tele-visiting” between inmates and their families at home.

Address Voting Disenfranchisement

Disenfranchisement has become a major focus of political activity since the
2002 election, in which over 2 million blacks were unable to vote due to these
laws. Some preliminary work is under way to re-register former inmates and
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restore their voting rights, such as the Jeht Foundation programs for ex-
offenders to reinvolve them in the society in positive ways. (See http://
www.jehtfoundation.org.) But many more such programs are desperately
needed. In addition, the National Association for the Advancement of Col-
ored People (NAACP) Legal Defense Fund and the Brennan Center for
Constitutional Rights at New York University School of Law are litigating
felony disenfranchisement on the basis of racial disparities in the application
of criminal penalties.

Conclusion

The unprecedented rate and racial disparity of incarceration in the United
States have their roots in the application of drug laws and their dispropor-
tionately harsh mandatory-sentencing policies. Although there is no evidence
of any significant differences in the use of illicit drugs by minority popula-
tions, the specific conditions of their purchase and use in poor communities—
such as at shooting-gallery and street-drug markets—expose minority users to
arrest and prosecution, and then to a series of plea bargains and establishment
of criminal records that lead to very long mandatory sentences for subsequent
(and predictable) drug violations. About one-third of incarcerated people are
nonviolent drug offenders, and another third are drug-dependent individuals
prosecuted for acquisitive crimes associated with their drug use. In addition,
the increasingly normative nature of incarceration of minority men in urban
centers feeds the growth of gangs and greater involvement in drugs and
criminal culture.

We, as a society, must learn how to limit our use of incarceration—
especially in response to youthful drug use—and find other means to enforce
many other laws. This means setting lower incarceration rates as targets and
holding political leaders accountable for meeting them. We should reduce
the number of prisoners to levels that other democratic states have achieved
through the use of more-effective and less-damaging social policies.

The principal reforms needed are (a) changes in drug policies to reduce
criminalization of drug use, and (b) application of a public health model
to address drug problems worldwide, replacing prosecution with effective
treatment, education, and prevention efforts. We must abolish laws that are
patently unjust and counterproductive—especially antiquated and discredited
drug laws, which have led us to make imprisonment “normal” for so many
Americans. We should direct much of the huge resources expended in the
criminal justice system—more than $100 billion annually—to housing,
health care, education, and social supports in those communities now most
heavily affected by mass incarceration policies.


http://www.jehtfoundation.org
http://www.jehtfoundation.org
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HOMELESS PEOPLE

Lillian Gelberg and Lisa Arangua

Introduction

Homelessness is a focus of increasing social and public health concern
worldwide, even in countries with superior safety nets. The United Nations
Committee on Human Rights defines absolute homelessness as the condition
of those without any physical shelter who sleep outdoors, in vehicles, or in
abandoned buildings or other places not intended for human habitation, as
well as those people staying in temporary forms of shelter, such as emer-
gency shelters or in transition houses." An estimated 100 million people
worldwide fit this definition of absolute homelessness.” The estimated num-
ber of homeless people in the United States is 3.5 million,” in England and in
France, at least 500,000, and in Canada, tens of thousands.’

The demographic characteristics of homeless people vary from country to
country. In developed countries, 60 to 95 percent of homeless people are
male (fig. 10-1). Single men account for most chronically homeless indi-
viduals (those with a current homeless episode of 1 year or longer). Homeless
families are frequently reported in the United States but only rarely in other
countries. The median age of homeless people in the United States is 32
years; in most European countries, it is 40. Minority and indigenous persons
are overrepresented in the homeless population.

176



Homeless People 177

Figure 10-1 Homeless people eating dinner at the Bowery Mission in New York,
which serves 500 to 600 meals a day. (AP Wide World Photos.)

Mortality and disease severity of homeless people far exceed those of the
general population and the housed poor population and are due to factors such as
extreme poverty, delays in seeking care, nonadherence to therapy, substance-
use disorders, and psychological impairment. Homeless people in their 30s and
40s develop severe disabilities and seek hospital care at rates that are seen in
people decades older. The homeless condition itself is a powerful contributor to
adverse health outcomes; for example, street-dwelling homeless people have
significantly worse health outcomes than do homeless-shelter residents.

The multitude of social and health problems that homeless people endure
reflects a variety of social injustice issues. The homeless condition itself represents
the convergence of multiple factors, including poverty, high housing costs, and a
shortage of subsidized public housing units. The exposure to substandard envi-
ronmental conditions that affects the health of homeless people is related to urban
development failures. The complex health, social, and psychological problems
commonly experienced by homeless people as a result of these factors present a
therapeutic challenge. Many health care providers lack the time or necessary
training to treat homeless persons. Even in countries with socialized medicine,
general primary care physicians often fail to fully register homeless people who
seek to register at a practice because of associated social problems, complex
health problems, substance abuse, and lack of medical records.



178 HEALTH OF SPECIFIC POPULATION GROUPS AND SOCIAL INJUSTICE

How Social Injustice Affects the Health of Homeless People

Homeless people, as a group, are exposed to among the highest levels of vir-
tually all social and environmental risk factors for adverse health effects and
thus pose serious public health challenges. The impact of homelessness on
health can be profound for the newly homeless, long-term homeless, formerly
homeless, or episodically homeless. Even relatively short bouts of homelessness
expose individuals to deprivations such as hunger and poor hygiene and to
victimization through robbery, physical assault, or rape.® Homeless persons
have a very high prevalence of untreated acute and chronic medical, mental
health, and substance-abuse problems. Many health problems, such as infec-
tions due to overcrowded living conditions in shelters, hypothermia from ex-
posure to extreme cold, and malnutrition due to limited access to food and
cooking facilities, are a direct result of homelessness.” Homeless persons who
have a substance-abuse or mental health problem or a physical disability are at
increased risk of remaining homeless.'® Poor health among the homeless is due
to many factors, including extreme poverty, inadequate family and other so-
cial supports, the pressing demands of day-to-day survival, delays in seek-
ing care and reduced access to care, nonadherence to therapy, and cognitive
impairment.

Health Status

Approximately 35 percent of homeless persons in developed countries report
having poor health,''™'* compared with 21 percent of housed persons of lower
socioeconomic status (SES) and 4 percent of housed persons of higher
SES."*'5 Factors such as length of time people are homeless or the condition
of living on the streets significantly increase the probability of perceived
poor or fair health status, '+

Contagious diseases and infections, such as tuberculosis (TB),17 HIV in-
fection,'® hepatitis B virus infection,'® and hepatitis C virus infection,?° are
more common among the homeless than among housed people. In most
developed countries, TB prevalence rates among the homeless are 3 to 20
times greater than in the general population.*'** Prevalence of HIV infection
among the homeless in developed countries ranges from 2 to 9 percent—3 to
10 times greater than that of the general population.”*** Among homeless
adults in the United States, 23 to 47 percent have had previous exposure
to hepatitis B virus, compared with 5 to 8 percent in the general popula-
tion, and 1 to 12 percent are currently infected with this virus, compared
with 0.1 to 0.5 percent for the general population.25 26 I developed coun-
tries, between 22 and 44 percent of homeless adults and between 5 and
17 percent of homeless adolescents have tested positive for hepatitis C virus
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infection?”-?®; these rates are 10 to 12 times greater than that of the general

population.

Substance Use

Between 69 and 82 percent of homeless people in developed countries cur-
rently smoke—more than double the rate of lower SES groups and more than
three times the rate in the general population.29

Homeless persons describe high rates of alcohol and drug use. The preva-
lence of alcohol dependence among the homeless ranges from about 25 per-
cent in England, France, and Spain, to 60 percent in the United States
and 73 percent in Germany~°~*—three to five times greater than rates of the
general population in these countries. The high rates in the United States and
Germany may result from high per-capita alcohol use, easy accessibility, and
relatively low cost.

Rates of illicit drug dependence are also high among the homeless. In
Germany, England, Spain, and France, the prevalence of drug dependence
among the homeless ranges from 9 to 16 pe:rcent.3°’3 1.33.34 Drug dependence is
more prevalent in the United States (30 to 49 percent) and the Netherlands
(60 percent).35 3¢ Rates of drug dependence among the homeless are four to
six times greater than those of the general population in these countries. Drugs
of choice among the homeless in the United States are cocaine and marijuana,
whereas in Spain and the Netherlands they are opioids and heroin. The prev-
alence of both alcohol and drug abuse is higher among homeless men than
among homeless women.

Obesity and Sedentary Lifestyle

The prevalence of obesity in homeless persons ranges from 23 percent in
Germany to 39 percent in the United States—almost three times the rate of
the general population.’’® In contrast, the homeless in Japan do not appear
to have any significant problems with obesity.** Limited physical activity is
significantly more common among homeless persons (47 percent), compared
with the general population (15 percent). Heart disease, diabetes, and hy-
pertension are higher among the homeless largely because of their sedentary
lifestyles.*

Mental Health

Since the 1960s, mental health services have gone through major transitions in
developed countries, leaving an increasing number of mentally ill people liv-
ing on the streets or in shelters or hostels.*! Over a lifetime, 34 to 45 percent
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of the homeless in England and almost 60 percent of the homeless in the
United States and France experience a serious mental disorder—rates that are
two to four times those in the general populattion.”"u’43 Lifetime major de-
pression (20 percent) and recent major depression (15 percent) are the most
prevalent mental disorders. More than half of homeless persons suffering from
a chronic mental health disorder also experience comorbid substance abuse/
dependence problems.35 Rates of schizophrenia among the homeless range
from 4 to 9 percent in Germany, Canada, the United States, Spain, and Eng-
land to 15 percent in France.*******° Rates of mental disorders are higher for
men than they are for women, except for rates of lifetime depression and
serious mental disorder without associated substance abuse.

Mortality

Homelessness is strongly associated with an increased risk of death in several
countries.*™*® For homeless people in developed countries, the average age at
death is between 45 and 50 years.**™*® The age-adjusted number of years of
potential life lost (YPLL) before age 75 is three to four times higher for
homeless persons than for the general population.49’5 % Cause of death differs
significantly among the homeless in different countries. For example, in the
United States, homicide, accidents, substance abuse, liver disease, heart dis-
ease, HIV infection, pneumonia, and influenza are the leading causes of death
among the homeless.*** In some other countries, leading causes of death are
substance abuse, cardiovascular disease, alcoholic liver disease, and sui-
cide.*’*! Homeless persons in other developed countries have much lower
mortality rates than those in the United States**"; access to social and health
services as well as cultural factors may better explain this difference.

Health Care Access and Utilization

Of homeless persons in Canada and the United States, 75 percent report re-
ceiving some form of health care in the past year.”> However, 25 percent of
homeless persons reported that they needed to see a doctor in the past year
but were unable to do so.>” Additionally, most homeless persons seek care at
places that do not provide the continuous quality care that can address their
complex health problems. Of those homeless persons who sought care in the
past year, 32 percent received care at a hospital emergency department,
27 percent at a hospital outpatient clinic, 21 percent at a community health
clinic, 20 percent at a hospital as an inpatient, and 19 percent at a private
physician’s office.” High rates of emergency department use among home-
less persons represent the substitution of emergency department care for
conditions more suitable for outpatient primary care. Having a regular source
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of care, which is strongly associated with access to health services and use of
preventive health services, is very low among homeless persons, with more
than half lacking a regular source of care.

In the United States and Canada, about 24 percent of the homeless are
hospitalized each year.sz’53 About 75 percent of hospitalized homeless per-
sons are hospitalized for conditions that are often preventable, such as sub-
stance abuse, mental illness, trauma, respiratory disorders, skin disorders, and
infectious diseases except AIDS—a rate 15 times that in the general popu-
lation.* Following hospital discharge, 40 percent of homeless persons are
readmitted to the hospital within 14 months, usually with the same diagno-
sis. The finding that most homeless inpatients could have been treated less
expensively in an outpatient setting highlights the difficulty in sustaining
treatment intensity for homeless persons outside the hospital. Despite higher
rates of medical hospitalization and higher rates of disease, homeless persons
are, in fact, less likely to use medical ambulatory services than other sectors
of the population. Homeless persons often delay seeking medical attention at
an early stage when illness could be prevented. Homeless adults, given their
increased need for care, may benefit from improvement and increased avail-
ability of primary and preventive care.

Disparities in Health Status Among the Homeless

The degree of homelessness, as measured by number of homeless episodes,
length of time homeless, and living in unsheltered conditions, has profound
effects on health status and use of health services. Unsheltered homeless
persons are more likely to use illegal drugs, have an acute skin injury, report
daily alcohol use, be victimized, experience an accident or injury, and be
exposed to TB than are sheltered homeless persons.”> Unsheltered homeless
women are more likely to report fair or poor health status, be engaged in
risky sex, have poor pregnancy outcomes, have more gynecological condi-
tions, be forcibly raped, have poor mental health, and use drugs and alcohol,
compared with sheltered women. ®°

Despite their overwhelming health needs, unsheltered and long-term home-
less persons are significantly less likely to use health services. Sheltered home-
less persons are more likely to report use of health services than are unsheltered
homeless persons.”>® Unsheltered and long-term homeless persons are less
likely to use nonurgent ambulatory care services or be hospitalized and more
likely to have unmet needs for care and use emergency departments than more
stably housed homeless persons.’®®"*? Long-term homeless persons are also
less likely to have a regular source of care and to receive substance abuse
treatment. Homeless persons with extended homelessness have twice the mor-
tality rates of others, even after controlling for all other factors.®®
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Roots and Underlying Issues

Historically, two competing political and economic models—the social
democratic model and the individual rational choice model—have pro-
foundly influenced health and social policies regarding the homeless.

The social democratic model, which stresses the social rights of citizens in
society, emphasizes that everyone is entitled to the resources that provide
good health. Thus, society should seek to maximize the aggregate health of
all. Under this model, the better health enjoyed by the upper classes is evi-
dence that the poor and homeless could enjoy better health. As a result, the
population is less healthy than it could be and, with the right policies in
place, society could achieve better aggregate health for all. The social dem-
ocratic model is the foundation of the European health care system and its
superior safety net, which emphasizes the social ethic of the principle of
solidarity. This model also found its way into the U.S. health care system
during the “Great Society” initiative of the Johnson administration in the
1960s, and strains of it have persisted through the public health insurance
systems of Medicaid, Medicare, and Social Security Insurance (SSI).

The individual rational choice model, which advocates individual effort
and the freedom to exercise individual choice, stresses that people bear some
responsibility for their individual risks for illness and death. Differences in
health status reflect choices—in lifestyles, social conditions, and health
habits—that have a greater influence on health status than medical care.
Because individuals bear responsibility for health, this model calls into
question whether differences in health can be construed as injustices. The
model incorporates a justification for curbing political excesses, control-
ling administrative costs, and preventing overutilization of resources; hence,
the market became the framework through which many rights could be re-
alized. The model of individual rational choice also facilitates a distinction
between the “deserving poor” and the “undeserving poor.” Advocates har-
ness a public fear that undeserving able-bodied malingerers will “free-ride”
on other citizens who contribute compulsorily to the provision of public health
benefits. “Deserving homeless” groups, under this model, include veterans,
the disabled, the mentally ill, older people, and families with children.

However, neither of these models has clearly addressed a population health
perspective that focuses on the social determinants of health in society. The
social democratic model has created a system that ultimately increases access
to medical care. The persistence in disparities in health among the homeless
within countries with universal health care demonstrates that access alone
will not eliminate health disparities in society. Many who support this model
and its emphasis on medical care cite the super-sophisticated subspecialty
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system as perpetuating inequities and advocate for a strong primary care
network, which will improve health status. Specialty care, which commands
more health care resources, is virtually a closed system that worldwide is
heavily accessed and used by groups better off socioeconomically.(""(’f’
However, the emphasis on the role of medical care, especially primary care, as
explaining why groups of higher SES are healthier than the homeless over-
looks evidence that demonstrates that social and cultural environments and
other factors influence morbidity and mortality.

The individual rational choice model relies heavily on the process of
economic growth, which is presumed to automatically bring improvements
in population health. The Industrial Revolution improved sanitation, food
safety, housing conditions, and life expectancy. But the human record shows
no necessary direct relationship between economic advance and population
health status. In the early modern period, economically advanced towns had
the highest mortality rates among the lower classes.®” Population health can
serve as an index for economic strength. In nineteenth-century Britain, the
absence of a significant political response to population health during a pe-
riod of increased economic growth resulted in epidemiological devastation
lasting half a century and significantly affecting the economy.®® Japan and
Scandinavia have succeeded in recently transforming economic growth into
improved health for most citizens, resulting in the highest life expectancy
rates in the world, which, in turn, has heightened these countries’ economic
potency.

Recently, there has been an overzealous application of the individual ra-
tional choice model, even in countries that have espoused the social dem-
ocratic model. International policy priorities of the late twentieth and early
twenty-first century have been marked by suspicion of central government
and a heavy emphasis on the promotion of free trade and rapid economic
growth, even at the expense of government investment in welfare and health
services. Leading economists, including central finance ministers and ad-
ministrators, have not supported the position that the social determinants of
health should be considered in all major government initiatives or further
research related to these determinants. The United Kingdom, Canada, and
the United States have implemented fiscal policies over the past 15 years that
have restricted public spending and increased income inequality through tax
benefits for those with higher incomes.®” Homeless persons and other dis-
advantaged people will be paying the health price for policies such as these
that ultimately support the global market economy’s growth. Epidemic-level
health problems globally have provoked some governments, such as Canada
and England, to begin to seriously examine the merits of the social deter-
minants movement.’*”!
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What Needs to Be Done

A guiding and globally embraced political and social ethic for population
health is critically needed to address the complex factors at play that severely
affect the health of the homeless. This social ethic needs to address not only
the equitable access to health services, but also the quality of care received
and other contextual factors that may be affecting health.

Homeless people, even in countries with superior safety nets, report the
stigma of being homeless and the prejudice of health care providers as a primary
factor in not receiving care. These findings are consistent with emerging re-
search that demonstrates that even at equivalent levels of access to care, im-
poverished groups experience a lower quality of health care services and are less
likely to receive even routine medical procedures than higher income groups.
Those delivering health care to homeless persons must carefully consider how
their usual procedures and advice will be heard and experienced by those who
do not have a home. Appropriate models of care must be developed, taught to
clinicians, and replicated in the community. Medical education must perpetuate
attitudes and professional paradigms that are attuned to the real and consistently
changing needs of homeless people. Because most care provided to homeless
people is in emergency departments rather than in special clinics for the
homeless, all medical and surgical trainees in medical school, residency, and
fellowship programs must be trained to develop an appreciation for and sen-
sitivity to their patients’ housing and poverty status.

Worldwide, clinics designated as treating the homeless report that they
have difficulty in recruiting physicians. England reports that primary care
physicians are not fully registering homeless patients due to the difficulty in
treating them. Medical education reform and health care reform could amelio-
rate some of the major physician-recruitment barriers experienced by these
clinics: poor working conditions, inadequate salaries, physician bias against
working with homeless patients, and lack of respect that this work now re-
ceives from the medical profession.

Health care, however, is only one of many complex factors that explain health
disparities among the homeless. Social and environmental factors also play an
important role. As seen in our studies, disparities in health behaviors, such as
cigarette use, obesity, and communicable disease, are also shaped by social and
physical environments where homeless persons live. Most poor neighborhoods
where homeless people live are littered with liquor and convenience stores that
heavily market cigarettes and sell unhealthy food and drink. In addition, crowded
shelters, substandard and unsanitary housing conditions, and social influences,
such as drug use and high-risk sexual behaviors, place the homeless at higher risk
for socially and environmentally induced health conditions, such as asthma
(associated with mold), tuberculosis (associated with crowded living quarters),
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and infections with HIV, hepatitis A virus (associated with unhygienic and un-
sanitary living conditions), hepatitis B virus, and hepatitis C virus.

Redevelopment of low-income neighborhoods may be critically impor-
tant to reduce disparities in health among impoverished groups such as the
homeless. Recent studies have shown that countries with equally distrib-
uted environmental and social factors concerning sanitation, air quality,
food and water safety, housing conditions, nutrition, and exercise have signif-
icantly narrowed the socioeconomic gap in health disparities.”””’* Coun-
tries in which these contextual conditions have not been equally distributed
would ultimately require redirecting resources, significant government in-
vestment, and collective efficacy (the capacity of neighborhood members to
improve social and structural development according to collective principles
and desires).

One promising model that could influence a guiding social ethic in health
is the concept of “institutional” rational choice. According to the institutional
rational choice model, social and environmental context facilitates and per-
petuates patterns of behavior.”” This model broadens the focus on solely the
individual to include institutions or context, and thus challenges the indi-
vidual rational choice model. Thus, factors such as the sensitivity of health
care providers, the general quality of health care, and the social and physical
environments in which homeless people live are included in the model as
influencing health and individual behavior. The model ultimately encom-
passes many of the complex institutional, environmental, and social struc-
tures that profoundly influence the health of homeless persons.

The persistent and widening gap in health disparities between the home-
less and higher income groups is largely the result of society’s acceptance of
approaches that focus exclusively on altering individual behavior as a means
of improving health. The institutional rational choice model reveals how
social justice demands recognition of how economic structures, cultural
norms, and health institutions shape decision-making processes to undermine
the prospects for self-determination and equality for homeless and poor
people. In this sense, the model can take a leading role in setting priorities
for social, economic, and health policy to better promote health among
society’s most vulnerable members, as well as helping to motivate a more
clearly defined social ethic in health care.

Conclusion

Consideration of the health of homeless persons globally should not be limited
to addressing their physical health, mental health, and substance abuse prob-
lems. It should also address attitudes toward and treatment of the poor
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worldwide, as well as welfare and housing policies. Globally, we have become
ever more intimately interdependent on each other and on the consequences of
our collective actions. Social justice for homeless people must reflect the
collective efforts of local and global political leadership and cross-class al-
liances. This collective effort requires a thoroughgoing mobilization and
participation of the population in a social ethic that focuses on the institu-
tional, social, and physical elements that profoundly influence the health of
homeless people in our societies.
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FORCED MIGRANTS: REFUGEES AND
INTERNALLY DISPLACED PERSONS

Michael Toole

Introduction

One of the most stark examples of the relationship among social injustice,
inequality, and poor health outcomes occurs among populations that are forc-
ibly displaced. The major forced population movements in the past 50 years
have been a result of (a) systematic persecution of certain population groups,
such as religious or ethnic minorities; (b) widespread human rights abuses,
such as torture, imprisonment, deprival of legal rights, and inadequate access
to food, health care, education, and other social services; and (c) exposure to
systematic violence intended to terrorize communities. Most of these situa-
tions have evolved in the context of economic uncertainty, political transition,
and the emergence of predatory social formations.

During the Cold War period, civil war, persecution, and forced displacement
of civilian populations were often masked by the ideological nature of the
parties involved in armed conflict. In the 1970s and early 1980s, millions of
refugees fled civil wars, which were mainly between pro- and anti-Communist
forces in Central America (Guatemala, El Salvador, and Nicaragua), Asia
(Indochina and Afghanistan), and Africa (including Ethiopia and Angola). Even
during this period, however, movements that were apparently politically mo-
tivated sometimes disguised the underlying oppression of minorities by power
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elites. As examples, the right-wing Guatemalan government directed military
action against indigenous Mayan communities, the new communist Pathet
Lao government harassed members of the Hmong ethnic minority group in
Laos, and the socialist Ethiopian government (dominated by the Amhara ethnic
group) actively oppressed other ethnic groups (such as the Tigrayans). In each
case, many refugees from the oppressed ethnic minorities fled into neighboring
countries.

After the Cold War ended, most of the factions in armed conflicts ceased
to masquerade as ideologically motivated, and civilian populations were
increasingly targeted by violence—simply on the basis of their belonging to
ethnic or religious minority groups. Many of these conflicts arose during a
period of economic uncertainty and political transition; for example, as the
former Yugoslavia abandoned communism, a small nationalist elite emerged,
which violently resisted independence movements in the various republics
and embarked on a massive campaign of “ethnic cleansing.”

At the end of 2003, there were approximately 12 million refugees world-
wide.! These people had crossed international borders, fleeing war or per-
secution for reasons of race, religion, nationality, or membership in particular
social and political groups. Refugees are clearly defined by international
legal conventions and, therefore, entitled to protection and assistance by the
United Nations High Commissioner for Refugees (UNHCR).

The sources of most of the world’s refugees continue to be countries in
Asia, Africa, and the Middle East (fig. 11-1). However, at the end of 2003,
three Asian countries—Afghanistan, Myanmar (Burma), and Vietnam—
were the source of more than 3.5 million refugees. While the global total of

Afghanistan
Palestinians
Myanmar
Sudan
Angola

DR Congo
Burundi
Vietnam
Somalia
Iraq

Eritrea

Liberia
T T T T 1

0 1000 2000 3000 4000

Figure 11-1 Source of the world’s 12 largest refugee populations in 2002 (in thou-
sands). (From U.S. Committee for Refugees and Immigrants, 2002.)
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refugees declined in the early 1990s, there was a further increase between
1998 and 2001, with major refugee crises in Kosovo, East Timor, and West
Africa, followed by another decline.

In addition, there were, at the end of 2003, about 24 million persons who
had fled their homes for the same reasons as refugees, but who had remained
inside their own countries and did not legally qualify for refugee status.' These
internally displaced persons have been in especially precarious situations
because they often have been beyond the reach of international agencies,
which rely on the cooperation of national governments to deliver relief aid.

Effects of Social Injustice on the Health of Refugees

The social injustice experienced by civilians who eventually become refu-
gees, internally displaced persons, or the victims of a siege, such as the in-
habitants of Sarajevo, has often had a direct impact on their health status.

The story of Kosovo is revealing. Starting in 1989, when Serbian nationalism
was being inflamed by the ruling elite in Belgrade, Kosovar Albanians suffered
a gradually escalating gradient of discrimination. Ethnic Albanians found it
difficult to obtain land titles, could not access professional employment, and
could not enter universities. By 1998, Serbian police imposed severe restrictions
on the physical movement of Albanians and frequently intimidated and ha-
rassed them.” These restrictions extended to access by Albanians to health care.
The actual process of traveling to a hospital was restricted by random deten-
tion at checkpoints and lengthy identification checks. The general climate of
fear meant that travel to a hospital after dark was impossible. Albanians were
arbitrarily charged for their treatment, whereas Serbs did not have to pay. By
early 1999, heavily armed police patrolled the main hospital in Pristina, snipers
operating from the roof terrorized patients, Albanians who had been injured by
violence were increasingly denied treatment, and all Albanian employees of the
hospital had been fired.?

This spiral of human rights abuses culminated in massacres of Albanian ci-
vilians in their villages, which led to NATO intervention in March 1999. By the
end of May, about 1.4 million Kosovars had been uprooted, including 442,000 in
Albania, 250,000 in Macedonia, and more than 600,000 in Kosovo; and more
than 67,000 had been displaced into Montenegro.® Following the success of the
NATO campaign in June, most Kosovars returned to their homes; however, in a
tragic irony, this repatriation led to the forced displacement of nearly 250,000
non-Albanian minorities from Kosovo, including Serbs and Roma.

The international community’s assistance to Kosovar refugees was gener-
ous and effective in preventing disease outbreaks and excess mortality.* How-
ever, the impact of the forced migration on mental health was significant.
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A large study by the U.S. Centers for Disease Control and Prevention in late
1999 found that 17 percent of adult Kosovar Albanians had a psychiatric
disorder and, not surprisingly, 90 percent expressed strong feelings of hatred
toward Serbs—and half of these Kosovar Albanians reported strong feelings
of revenge.5

Impact of Violence

In other situations that have led to mass population displacement, the extent
to which basic human rights have been denied has varied and included the
worst possible types of violation. The systematic discrimination experienced
by Kosovar Albanians was also experienced by Muslims in Bosnia, Serbs in
Croatia, and Muslims in Chechnya—Ieading in all three cases to open armed
conflict, many civilian casualties (between 25,000 and 60,000 in Bosnia),
and millions of refugees and internally displaced persons.

The most dramatic manifestation of this gradient of terror has been genocide.
Indisputably, genocide has occurred at least twice since World War II: first in
Cambodia from 1975 to 1979 when a fanatical elite (the Khmer Rouge) de-
clared war on its educated urban population, and then in Rwanda in 1994, when
Hutu extremist leaders exploited long-standing ethnic animosity to slaughter
approximately 1 million ethnic Tutsis. A more recent conflict in Sudan has also
led to charges of genocide. Since late 2003, systematic human rights abuses
have been perpetrated by the janjaweed militia against the Zaghawa, Masaalit,
and Fur peoples in the Darfur region. The Sudan government has been accused
of supporting the militia. By the end of 2004, more than 30,000 civilians had
been killed, 1.5 million had been internally displaced, and 200,000 were living
in refugee camps in neighboring Chad.

Organized violence has a major, direct public health impact when it results
in such high numbers of civilian casualties. Since World War II, approxi-
mately 190 armed conflicts have occurred, affecting 92 countries.® Most oc-
curred in Asia, Africa, and Latin America; however, since 1990, four European
conflicts—in Chechnya, Azerbaijan, Georgia, and the former Yugoslavia—
have caused more than 250,000 deaths. Some wars are still fought primarily
between competing armies, such as the Iran-Iraq conflict (1980 to 1988), but
most now take place within states. Civilian populations have increasingly been
the intentional targets of military actions, as can be seen in the shelling of urban
centers during the conflicts in Bosnia and Herzegovina, Chechnya, Angola,
Lebanon, and Somalia. In addition, modern weapons such as napalm, cluster
bombs, and land mines do not discriminate between combatants and innocent
civilians. In Mozambique, the antigovernment forces killed approximately
100,000 civilians in 1986 and 1987 and between 5 million and 6 million people
were either internally displaced or fled to neighboring countries.’
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In addition to deaths and injuries caused by trauma, a further direct effect
of armed conflict has been sexual violence. Rape is increasingly recognized as
a feature of internal wars. In some conflicts, rape has been used systematically
as an attempt to undermine opposing groups; as examples, in the conflicts in
Rwanda and in the former Yugoslavia, women were systematically abused.
The conflict in the former Yugoslavia, where there are an estimated 10,000 to
60,000 rape survivors,® has firmly placed the issue of systematic use of rape
on the international agenda. The more extensive development of women’s
organizations helped to ensure that these events were made more visible and
that support for survivors was mobilized. However, some forms of sexual
abuse, such as male rape, have been poorly recognized, if at all.

In addition to long-lasting mental health disorders, rapes have resulted in
the transmission of HIV. Wars and political conflict present high-risk situ-
ations for the transmission of sexually transmitted infections (STIs), includ-
ing HIV infection.” There are various ways in which war predisposes to STI
transmission, such as:

» Widespread population movement

* Increased crowding

+ Separation of women from partners who otherwise provide a degree of
protection

« Abuses and sexual demands by military personnel and others in posi-
tions of power

» Weakened social structures, thereby reducing inhibitions on aggressive
behavior and violence against women.

Aside from these additional exposures, access to barrier contraceptives, to
treatment for STIs, to the prerequisites for maintaining personal hygiene, and
to health promotion advice are all compromised in conflict situations.

Immeasurable psychological trauma has been caused by widespread hu-
man rights abuses, including detention, torture, and forced displacement. The
extent of mental health “trauma” experienced during and in the aftermath of
war and conflict is controversial, with some analysts identifying significant
proportions of affected populations suffering from posttraumatic stress dis-
order and others arguing that this term and the response to it medicalize an
essentially social phenomenon.'’

Indirect Effects on Health

Refugees and internally displaced persons have often been exposed to long
periods of deprivation and denial of access to food and basic services. This
deprivation has in many cases been linked directly to membership in a
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specific ethnic, religious, or social group, such as southern Sudanese Chris-
tians, Bosnian Muslims, Kosovo Albanians, residents of Tigray province in
Ethiopia, and East Timorese supporting independence.

Political disturbances, as they evolve in a country, generally have a sig-
nificant effect on national and local economies. In some cases, such as in
Indonesia in 1998, an economic crisis may initiate political turmoil where
there have been underlying tensions among political factions, ethnic or reli-
gious groups, or disadvantaged geographic areas. In Indonesia, ethnic tensions
led to open violent conflict in a number of provinces. In such situations, es-
pecially in low-income countries, one of the first health effects is undernu-
trition in vulnerable groups, which is caused by food scarcity. According to
the Food and Agriculture Organization (FAO) of the United Nations, all ex-
cept 2 of the 15 countries with the highest rate of undernourishment in the
world have recently experienced armed conflict (table 11-1)."!

Local farmers may not plant crops as extensively as usual, or they may
decrease the diversity of their crops due to the uncertainty created by the
economic and/or political situation. The cost of seeds and fertilizer may in-
crease and government agricultural extension services may be disrupted,
resulting in lower yields. Distribution and marketing systems may be ad-
versely affected. Devaluation of the local currency may drive down the price
paid for agricultural produce, and the collapse of the local food processing
industry may further diminish demand for agricultural products.

If full-scale armed conflict occurs, the fighting may damage irrigation
systems, crops might be intentionally destroyed or looted by armed soldiers,
distribution systems may completely collapse, and there may be widespread
theft and looting of food stores. In countries that do not normally produce
agricultural surpluses or that have large pastoral or nomadic communities,

TABLE 11-1 Countries With Prevalence
(Rates) of Undernourishment (Defined by FAO
as Inadequate Dietary Energy Intake) Greater
Than 40% of Their Populations, 1999-2001

Afghanistan Haiti
Angola Liberia
Burundi Mozambique
Central African Republic Rwanda
Democratic Republic Sierra Leone
of Congo Somalia
Eritrea Tanzania*
Ethiopia Zambia*

*Not recently affected by armed conflict.
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especially in sub-Saharan Africa, the impact of food deficits on the nutritional
status of civilians may be severe. If adverse climatic factors intervene, as often
happened during the 1980s and 1990s in drought-prone countries, such as
Sudan, Somalia, Mozambique, and Ethiopia, the outcome may be catastrophic
famine. A study by the International Food Policy Research Institute compared
actual mean food production per capita with “peace-adjusted” values for
14 countries. The study found that in 13 countries, food production was
lower in war years, with declines ranging from 3.4 percent in Kenya to over
44 percent in Angola, with a mean reduction of 12.3 percent.'?

When food aid programs are established, there may be inequitable dis-
tribution due to political and gender factors, food stores may be damaged or
destroyed, food may be stolen or diverted to military forces, and the dis-
tribution of food aid may be obstructed.'® The resulting food shortages may
cause prolonged hunger and eventually drive families from their homes in
search of relief. There have been many examples of food aid diversion, in-
cluding in Mozambique and Ethiopia in the 1980s and southern Sudan and
the former Yugoslavia in the 1990s. In the Central African Republic (CAR),
40 to 50 percent of the cattle owned by members of the pastoralist federation
had been killed during the fighting between progovernment and antigov-
ernment forces from October 2002 to March 2003, which mostly took place
in the cattle-rearing north. Many herdsmen had already gone to Cameroon,
Chad, and Sudan. Should this continue, it could transform the CAR—once
an exporter of meat, with 3.2 million cattle in 2001—into a meat importer.

Since the 1970s, numerous studies have documented the public health
impact of population displacement. Among refugees, mortality rates have
varied widely from relatively low rates among Kosovar and East Timorese
refugees to rates that are 25 times baseline mortality in the country of origin.
The highest death rate recorded among refugees has been among those
Rwandans who fled to eastern Zaire in 1994.'*

For refugees in developing countries, the major causes of death have con-
sistently been measles, diarrhea (including outbreaks of cholera and dysen-
tery), malaria, acute respiratory infections, and meningitis, reflecting the
crowding, poor water, and sanitation in many refugee camps.'> Severe mal-
nutrition has characterized a number of refugee populations, exacerbating
the high mortality due to infectious diseases. In eastern Europe, the most
important public health impact has been death and injury caused by the
violence associated with armed conflict. In addition, armed conflict has often
included the intentional destruction of medical facilities and the concentra-
tion of medical resources to treat military personnel, both of which, in turn,
have led to deterioration in other medical services, such as management of
chronic diseases, elective surgery, and provision of obstetrical and neonatal
services (fig. 11-2).
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Figure 11-2 The 10 countries with the highest child mortality rates in the world. Seven
of them have experienced recent conflict. (Based on data in Black RE, Morris SS, Bryce
J. Where and why are 10 million children dying every year? Lancet 2003;361:2226-34.)

Roots and Underlying Issues

The definition of refugees, described in the Convention and Protocol Re-
lating to the Status of Refugees (1951)'° as people who have crossed inter-
national borders “fleeing war or persecution for reasons of race, religion,
nationality, or membership in particular social and political groups,” implies
that they have experienced systematic injustice. However, this definition
was developed immediately after World War II in response to the massive
movements of refugees within Europe. It suggests a political context in
which one government is the oppressor and asylum is being sought under the
protection of another government. The situation today is far more complex
than the people who drafted the Convention could have envisaged.

Article 25 of the Universal Declaration of Human Rights, proclaimed by
the United Nations General Assembly in 1948, states that “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. ...” In
times of war, this declaration and other declarations, laws, covenants, and
treaties that constitute the body of human rights law are complemented by
international humanitarian law. The latter is “a set of rules aimed at limiting
violence and protecting the fundamental rights of the individual in times of
armed conflict.”'” (See chapters 1 and 27.)

These legal instruments relate to the obligations of nation-states and their
governments. However, recent studies have suggested that many millions of
people live in situations where “traditional distinctions between people, army,
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and government have been blurred, and new ways of projecting power have
emerged.”'® Many people can no longer rely on their governments, or even
organized resistance groups (once called liberation movements), to protect their
basic human rights. They live in areas governed by a variety of warlords,
international criminals, and opportunists who have developed and have sus-
tained “shadow” economies that link diamond dealers in the conflict zones of
Sierra Leone with members of the Russian Mafia; jade mine owners in northern
Burma with army generals and international drug traffickers; leaders of ethnic
separatist movements in the Balkans with leaders of prostitution rings in western
Europe; and warlords in the Democratic Republic of Congo (DRC) with in-
ternational money launderers and diamond smugglers. These parallel econo-
mies within an increasingly unregulated global economic system have created
new elites of wealth and power who live outside the boundaries of international
law and the governments of sovereign states. They remain wealthy and pow-
erful by exploiting the poor and powerless, often sustaining their influence by
taking advantage of the fears generated by perceived differences among various
ethnic and religious groups. The Serbian power elite in Belgrade exploited these
fears in the early 1990s, provoking widespread ethnic violence, while enriching
themselves by controlling illegal sanctions-busting trade operations. Likewise,
Somali warlords exploited traditional differences among familial clans, even-
tually eroding the authority of the central government and leading to the total
collapse of governance. These alternative economies have thrived, in part,
because the liberalized international economic system has increasingly mar-
ginalized the least developed countries of Africa.

In this lawless environment, social inequalities greatly increase. Not only
are people subject to discrimination and terror, but they also have minimal
access to basic social services. The DRC is an extreme example of this sit-
uation. This country is “ground zero” of what has been called an “African
world war.”'® Nearly 20 armed groups—Congolese and foreign—are vying
for political advantage or economic gain. Attempts to curb the war, through
peace accords signed in Zambia, have been desperately inadequate, as has
the small United Nations force meant to keep the “peace.” The intractable
war comes on the heels of decades of misrule and misappropriation of
the country’s vast natural wealth. Congo’s infrastructure and health system
are in ruins. Of the 300 health districts in the country, 79 are more than
62 miles (100km) from their referral hospitals. The lack of government
funds and foreign aid means that 100 districts are left without any external
funding. Human resources fare no better: The country’s 50 million people have
only 2000 Congolese physicians to serve them. Life expectancy is 45 years.
One in four children dies before age 5. Large parts of the country are inac-
cessible to humanitarian assistance. A mortality survey conducted in 2004
was the largest (involving 19,500 households) and the fourth such survey
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conducted in the country since 2001. The first three surveys found that an
estimated 3.3 million people had died as a result of the armed conflict in DRC,
which commenced in 1998. The fourth survey, conducted in 2004, found that
the national crude mortality rate of 2 deaths per 1,000 per month was 67
percent higher than before the war and that 3.8 million people had died."”

The custodian of international humanitarian law is the International Com-
mittee of the Red Cross (ICRC). For many decades after the end of World
War II, the ICRC was able to negotiate adherence to the Geneva Conventions by
the parties involved in internal conflicts. However, since 1990, ICRC and other
neutral humanitarian nongovernmental organizations (NGOs) have had in-
creasing difficulty in ensuring the protection of civilians affected by civil wars.
Its own staff has often been the targets of violence, despite the sanctity of the
Red Cross symbol. The chief delegate of the ICRC in the former Yugoslavia
was killed in a vehicle clearly marked with the symbol. A number of delegates
were killed in Chechnya, Sudan, and central Africa. In one of the most flagrant
acts, the ICRC Iraq headquarters in Baghdad was bombed in 2003. In addition to
these incidents, humanitarian agencies have increasingly been forced to com-
promise their neutrality by negotiating with warlords to ensure safe passage and
even paying to have armed guards to protect their staff members, as was the
norm in Somalia in 1992 and 1993. This practice has often bestowed legitimacy
on armed groups that are little more than criminal gangs, contributing, in turn, to
the intimidation by these groups of local communities.

Poor Health as a Risk Factor for Conflict

Recent studies have indicated that poor national health indicators may increase
the risk of conflict within a country. Population Action International conducted
a study of the relationship between civil conflict in the 1970s, 1980s, and 1990s
with demographic and social indicators, using data from 180 countries. The
study found that countries in the early stage of the demographic transition
(high birth and high child-mortality rates) were at higher risk of armed conflict.
The study found that a decline in the annual birth rate of 5 per 1000 corre-
sponded with a 5 percent reduction in risk of civil conflict during the following
decade (table 11-2).%°

International Responses

The vulnerability of populations subjected to these extreme conditions of
injustice has often been compounded by the inconsistency of the international
community’s response to their plight. Inequity has characterized the global
response to their needs. Although the impact of these conflicts on populations
has varied greatly, the response by the international community—itself a
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TABLE 11-2 Relationship Between Infant Mortality, Birth Rate,
and Civil Conflict

Average Infant
Mortality Rate,

1985-1990 Risk of Outbreak
Birth Rate 1985-1990 (infant deaths of Civil Conflict,
(births per 1,000) per 1,000 live births) 1990-2000 (%)
>45 125 53
35-44 78 34
25-34 42 24
15-24 20 16
<15 10 5

From FAO. The state of food insecurity in the world 2003. Rome: FAO, 2004.

relatively new concept since 1990—has generally not been based solely on
humanitarian needs. The scale of the response has often been determined by
(a) media interest, such as the New York Times coverage between July 5 and 12,
1992, of the Somalia famine (five stories in eight days); (b) geopolitical con-
cerns, such as in Kuwait, Iraq, Kosovo, and Afghanistan; (c) the domestic
agendas of donor nations, such as President George H. W. Bush’s support for
United Nations intervention in Somalia during the next to the last month of his
presidency in December 1992; and (d) the strength of international advocacy
groups, such as those in Australia that provided extensive public support for
intervention in East Timor. In 1999, President Bill Clinton exhorted the world
community to take action in Kosovo (“a moral imperative™), citing Serb atroc-
ities against Kosovar Albanians. No such moral imperative, however, has been
cited to mobilize support for similarly oppressed populations in Africa.

A dramatic shift in geopolitical priorities has occurred as a result of the
terrorist attacks in the United States in 2001. Among wealthy nations at present,
the pressing concerns of ensuring national security overshadow the humani-
tarian motives that had their brief airing in the 1990s. Afghanistan is but one
example of the blurring of humanitarian and military objectives. Humanitarian
action depends on (a) concern for humanity, (b) impartiality of assistance, (c)
the independence of the organization delivering aid, and (d) neutrality in the
relevant conflict. These principles are only adhered to if there is unhindered
access to people in danger, independent evaluation of their needs, independent
and impartial distribution of aid according to the level of need, and indepen-
dent impact monitoring. NGOs are concerned that humanitarian action has
been severely compromised in recent humanitarian programs taking place
in military environments, such as in Kosovo, Afghanistan, East Timor,
and Iraq, where military objectives have subsumed humanitarian goals. In
addition, grave humanitarian needs of large populations in Liberia, Sierra
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Leone, Angola, and the DRC have largely been ignored by major donor gov-
ernments.

What Needs to Be Done

Social injustice and inequality are most pronounced in those politically un-
stable and impoverished countries where armed conflict has occurred and
where the line between political struggle and organized crime is blurred. These
conditions are not confined to those countries where civil wars are widely
recognized, such as in Africa (including the long civil war in the DRC, in-
volving troops from seven African countries), central Asia, the Middle East,
and eastern Europe. They also exist in Colombia, where right-wing and left-
wing guerrilla movements spread terror; in Burma, where government officials
and liberation groups sponsor ruthless drug-trafficking armies and suppress the
democracy movement; and in Algeria, where Islamic extremists terrorize local
communities.

During the 1990s, these situations were referred to as “complex political
emergencies” and the response was often to mount complex humanitarian oper-
ations that focused on the delivery of food and medicines, while neglecting the
underlying causes of conflict. This approach was evident in Bosnia between 1993
and 1995, when United Nations “peacekeepers” averted their eyes to the most
widespread abuses of human rights in Europe since World War II. The focus on
short-term humanitarian responses has shifted recently to a broader discourse on
the relationship among economic and social development, national and interna-
tional security (and the prevention of terrorism), and humanitarian emergencies.

Professor Mark Duffield, Director of Conflict, Development, and Security
Studies at Lancaster University in the United Kingdom, has stated that un-
derdevelopment and the resultant exclusion and destabilization of developing
countries are threats to global security.>' He calls for a coalition of politi-
cians, United Nations agencies, NGOs, military establishments, and private
companies to promote a potentially “pro-poor system of global liberal gov-
ernance” (p. 10).2! The goals of these global players can be complementary if
one accepts that:

1. Poverty reduction can only be achieved through a commitment to eq-
uity and substantial investment in access to basic health and education.

2. Poverty alleviation, good health, and education promote economic growth,
political stability, and national security.

3. Improvements in the quality of life of the poor will prevent the emer-
gence of extremist movements and reduce international terrorism and the
need for counterterrorist military interventions.
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The appropriate response to the continued threat of complex emergencies
that generate refugees and internally displaced persons is firm commitment
to a combination of prevention and preparedness planning. Poorer countries
need greatly increased international assistance to reduce poverty and im-
prove health services and education. Population Action International, an in-
dependent policy advocacy group based in Washington, D.C., published a
report in 2003 that said®’:

Progress through the demographic transition helps reduce the risk of civil conflict,
and thus contributes to a more peaceful and secure world. Over the past 40 years this
progress has been impressive, albeit uneven, in all of the world’s regions.
Movement in this direction, however, is uneven and in peril. Continuing declines in
birthrates and increases in life expectancy in the poorest and worst-governed
countries will require much more international collaboration and assistance than are
evident today, and greater efforts to improve the lives of women and increase their
participation in government and throughout society. (p. 20)

Armed conflicts rarely occur in economically prosperous countries; thus,
equitable economic development is an important preventive measure against
complex emergencies. And so is the promotion of the commitment made at
the United Nations Millennium Summit in 2000 by all United Nations mem-
ber nations to eight key development goals, three of which relate directly to
public health. (See table 21-7 on p. 394 and chapter 28.)

During the past few decades, wealthy countries have become less committed
to supporting the development of poorer countries. For example, in 1961, the
per-capita income in donor countries was about US$13,300; by 2000, it was
about US$30,000. However, between 1961 and 2000, the per-capita amount
allocated by wealthy countries to development assistance remained un-
changed.?' In many donor countries, the proportion of gross domestic product
(GDP) spent on development assistance has been steadily declining. Only
Denmark, Norway, Netherlands, and Sweden currently exceed the United
Nations development assistance target of 0.7 percent of GDP; the United States
spends only 0.1 percent of its GDP on development assistance. (See fig. 21-1
on p. 384.) The generous pledges made at the Millennium Summit may be
an indication of a reversal in that downward trend.

At the same time, a more concerted effort—based on humanitarian need,
rather than on political expediency—is needed to ensure a consistent interna-
tional response to evolving conflict-related emergencies. More work is needed
to resolve conflicts using diplomatic initiatives, backed up, when necessary, by
proportionate use of force—a contentious and highly emotional issue. There is
still no consensus on what should bring about a forceful international response
to mass human rights abuses. The whims of public opinion cut two ways: The
same public that demands intervention to prevent widespread human rights
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abuses is as likely to demand withdrawal if the intervention goes sour (as in
Somalia) or leads to excessive “collateral damage” (as in Kosovo).?

Conclusion

In 2004, more than 37 million people globally were displaced from their
homes by the threat of persecution and violence. Many have experienced
years of systematic injustice that has limited their freedom of movement and
employment and has restricted their access to food, health care, education,
and other human needs. Many of these people can no longer rely on their
governments to protect their human rights or to provide basic social services.
In many cases, they are being exploited by quasi-criminal groups that mas-
querade as legitimate political movements. These warlords wield increasing
power and influence, and amass significant wealth through the exploitation of
populations under their control. Many of them collude with government au-
thorities and transnational entities to sustain a parallel economy that thrives in
the unregulated environment of a globalized economy. It is the poor and
powerless who are eventually faced with no option other than to flee their
home—and sometimes their country—to survive. The toll on the health of
displaced populations is severe.

The plight of these people can be addressed only if the international commu-
nity is serious about addressing the root causes of poverty, poor governance,
exploitation, and the terrible inequity between the rich and poor countries of the
world. The Millennium Summit development goals provide a useful unifying
target that requires a multifaceted approach to achieve. Liberal politicians,
military leaders concerned with increasing global insecurity, United Nations
organizations, NGOs concerned with equity and justice, and private corpora-
tions that depend on political stability and global prosperity all have much to
gain from a coordinated campaign to resolve conflicts and alleviate poverty and
powerlessness. Such a campaign would yield vast gains to the public’s health.
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MEDICAL CARE

H. Jack Geiger

Introduction

In the United States, medical care—that is, access to personal medical services,
both preventive and curative—is ironically a grave area of social injustice. Deep
dysfunctions in the organization, financing, and distribution of medical care
have profound consequences for individuals in avoidable suffering and pre-
ventable death, cumulatively damaging the health status and life prospects of
whole populations and incurring staggering costs to the larger society.

These costs and damages in our country are not the inevitable result of
fundamental economic laws or the nature of health care itself, as the much
better experience of all other modern industrialized democracies attests.
They are instead the consequence of a deliberate ideological and political
choice: to treat medical care as a market commodity, to be rationed by abil-
ity to pay—rather than as (a) a social good to be distributed in response to
medical need, (b) a responsibility of government, and (c) a fundamental right
embodied in a social contract. As a consequence, the opportunities to maintain
a healthy and longer life and to fulfill one’s human potential are skewed in
the United States by income, education, primary language, race, ethnicity,
and area of residence. This injustice is not the consequence of random chance
in the distribution of disease. It is injustice by design.

207
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The roots of this injustice lie in American political culture and history. In
the United States, neither government nor the shared beliefs of the public
have ever fully recognized a human right to health care, as they have done—
albeit in a slow political evolution—for other social goods, such as educa-
tion. While the health status of the U.S. population is now clearly seen as a
matter of essential national interest, massive inequalities in the health status
of variously disadvantaged or marginalized population groups—by race, eth-
nicity, social class, and gender—are officially viewed, at best, as problems
requiring intervention but not as issues of social justice. Indeed, they have
been often viewed as the fault of those populations themselves, on grounds
of alleged biological inferiority or deliberate lifestyle choices.

While nominal “fairness” is seen as an important criterion for many policy
choices, health care in the United States is not widely considered a part of what
John Rawls has defined as “primary social goods” (p. 43): rights and liberties,
powers and opportunity, income and wealth, or a social basis of self-respect.'
Views on health care are thus reflective of the society’s willingness to tolerate
very large inequalities in income, wealth, and economic and political power.
As many recent studies have shown, the more unequal a society is in economic
terms, the more unequal it is likely to be in health terms.? Yet many ethicists,
following Rawls, have argued that health care is special and that, in this
domain, inequity is injustice—because poor health care and poor health so
profoundly limit opportunities, throughout the life cycle, for the full realization
of one’s potential for employment, relationships, and social and political
participation. In this view, justice in health care is good for the public’s health,
and the public’s good health, in turn, broadens opportunities and facilitates a
more just society.’

The Impact of Social Injustice in Medical Care

The consequences of this social injustice for public health are complex. Personal
medical services make only a modest contribution to the health status of any
population—in terms of its morbidity and mortality, life expectancy, or health-
related quality of life. Health is not merely a function of access to medical care: to a
much greater extent, it is a function of the cumulative experience of social con-
ditions over the course of one’s lifetime.* The most powerful forces in public
health are its social determinants: income levels; rates of employment; the quality
and affordability of housing; educational opportunity; workplace safety; the qual-
ity of air, water, and food; sanitation; and less tangible, but pervasive, factors such
as racism, class bias, and political inequality.

Medical care, however, makes a difference to both personal and public
health—one that is most clearly revealed when care is absent or denied. For
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example, failures to provide immunization have repeatedly led to outbreaks—
sometimes lethal—of measles, polio, and other contagious diseases among
children of the poor and disadvantaged. Lack of prenatal care is associated
with higher rates of infant and maternal mortality among minorities and the
uninsured. Studies of poor adults removed from programs that fund access to
care, such as Medicaid, have documented the occurrence of uncontrolled
illness—and some preventable deaths—within a year of removal. An analy-
sis by the Institute of Medicine concluded that lack of health insurance an-
nually causes approximately 18,000 unnecessary deaths in nonelderly U.S.
adults and costs the nation from $65 to $130 billion annually in lost pro-
ductivity.’

On a personal level, the consequence of inaccessible care is the enforced and
unjust assumption of risk, as when untreated hypertension leads to a crippling
stroke or a lethal heart attack. Poor and uninsured adults consistently assume
such risks, even though most of them are full-time workers. So do elderly
low-income patients suddenly abandoned when their private-sector, for-profit
Medicare health maintenance organizations (HMOs) cancel their coverage and
withdraw from the health care marketplace because they find it insufficiently
profitable.° Whole communities may be affected: neighborhoods with high
rates of uninsurance attract few physicians and health care facilities, making
access more difficult for everyone—even those who do have coverage. Con-
sequences ripple through the health care system: Hospitals burdened with the
huge expenses of unreimbursed emergency department visits and inpatient care
by the uninsured shift those costs by increasing their rates for insured patients,
thus driving up the cost of health insurance premiums.

There is now overwhelming evidence, from hundreds of careful peer-
reviewed studies, that minorities and the poor who do gain access to medical
care receive less-comprehensive and lower-quality diagnosis and treatment
compared with others—even when insurance status, severity of disease, and
other potentially confounding variables are comparable.” These minority and
poor populations thus bear a triple burden: they live, on average, in the most
dangerous biological and physical environments and are exposed to the
worst social determinants of health status; they have the least access to care;
and, when care is provided, it tends to be of poorer quality. These are long-
standing patterns; at no time in the history of the United States has the health
status of African-Americans, Hispanic-Americans, Native Americans, and
a number of Asian-American subgroups equaled or even approximated that
of the white majority. It is largely because of such systemic defects that the
United States, while making the world’s highest per-capita expenditures for
medical care, lags far behind other nations—not just advanced industrial so-
cieties but even much poorer countries, such as Cuba and Costa Rica—in
such classic indicators as infant mortality and life expectancy.
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After prolonged political struggle, and in a time of broader social change,
a significant advance toward the assumption of social responsibility for med-
ical care was made in the 1960s with the passage of Medicare to insure the
elderly and Medicaid to insure at least some of those with low incomes.
However, a fundamental ambivalence in U.S. policy remained. Medical
care continued to be treated as a consumer good, subject to the rules of the
marketplace and alleged competition, even as these programs represented a
partial recognition of the principle that justice is embodied in a shared social
responsibility. The strength of that recognition has fluctuated over subse-
quent decades. With no effective control over total health care costs, in-
cluding health insurance and prescription drug costs, in a mainstream system
that depended on employer provision of health insurance as a workplace
benefit, more employers—and more patients—were priced out of the market.
Pressures mounted for incremental increases in publicly funded cover-
age, especially for children, further increasing total health expenditures. By
the first decade of the twenty-first century, the medical care system in the
United States—the world’s only advanced industrial democracy without
universal health insurance—was accelerating its long drift into crisis.

The Health Care Crisis and Social Justice

The crisis has three dimensions: access, cost, and quality. Each has impli-
cations for social justice.

Access

In a system in which citizens have no legal right to health care (beyond
emergency treatment) and no guarantee of access to adequate care unless
they have the means to pay for it, some 44 million Americans in 2003 lacked
private or public health insurance of any kind. That number has been in-
creasing at a rate of 2 million a year. It includes at least 20 million workers
(about 80 percent of uninsured adults) and 8.5 million children.® The dis-
tribution of the uninsured follows the race- and ethnicity-specific discrimi-
natory patterns that characterize social injustice in the larger society: Among
all working adults, 11 percent of whites, 18 percent of African-Americans,
and 35 percent of Hispanics are uninsured.” (Surveys that count persons who
have lacked insurance for just part of the past year find startlingly higher
percentages among these same disadvantaged groups.)

The consequences of the lack of health insurance for access are profound.
They are best revealed by a comparison of the uninsured with those who
have coverage. A study by the Robert Wood Johnson Foundation found that
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approximately 20 percent of uninsured adults went without urgently needed
medical care in the past year, compared with about 5 percent of insured adults.
More than half of uninsured adults (56 percent) said they did not have a
personal physician or usual source of care compared with 16 percent of the
insured. Among uninsured women in at-risk age groups, 46 percent did not
receive a mammogram compared with 20 percent of insured women; among
uninsured men of appropriate age, 70 percent did not receive a prostate cancer
screening test compared with 47 percent of insured men. About 20 percent of
uninsured adults rated their own health as only “fair” or “poor”—prognoses
associated with earlier mortality—compared with only about 10 percent of
insured adults.” Thus, lack of insurance—primarily a function of inability to
pay for it despite full-time employment—translates directly into inequitable
risk and both poorer health and the diminished opportunities that accompany it.
These data do not include the millions more who are underinsured, either
because of the unaffordable cost of truly adequate coverage or because of
insurance policies that limit coverage to those with preexisting disease. 19 And
even among those who do have insurance, an estimated 36 million persons
(including those eligible for Medicare or Medicaid) are unable to access care
because there are too few providers in their communities—or none who will
accept public-insurance reimbursement."’

These poeple—an estimated 12 percent of the population—are medically
underserved.'? Thus, the health care system arbitrarily but selectively in-
creases inequality in ways that have little to do with individual merit, and
(with the exception of the original passage of Medicare) reflects an aban-
donment of the concept of shared social responsibility—a general obligation
to protect the individual against disease, disability, and premature death.’

Lack of insurance does not, of course, mean absence of illness, from minor to
disabling and life threatening. Some care is delivered to uninsured patients in
emergency department visits and in unavoidable, but uncompensated, hospi-
talizations. The Kaiser Family Foundation’s Commission on Medicaid and the
Uninsured estimated that the medical costs for all uninsured persons in the
United States would reach $125 billion in 2004, adding to the second dimension
of crisis: cost.'?

Cost

In 2003, the most recent year for which complete data are now available,
health care spending in the United States totaled $1.7 trillion—more than
15 percent of the total U.S. economy. This amount represented an average
expenditure of $5,440 per person—the highest level in the world. Health
care spending is projected to grow to 17.7 percent of the economy by 2012 if
the system does not change. The premiums that employers paid to provide
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health insurance coverage to their employees jumped 50 percent from 1996 to
1999, doubled from 1999 to 2002, and are rising by 12 to 16 percent in 2004.
In response, many employers reduced benefits, increased deductibles and co-
payments, and required their workers to pay a steeply rising share of the
premiums; some employees could not afford to pay those costs and joined the
ranks of the uninsured, or dropped coverage for other family members. Other
employers cut off insurance benefits for retirees or no longer offered health
insurance benefits at all. And the coverage that did continue was almost
always incomplete. For individuals, out-of-pocket costs not covered by in-
surance rose $12 billion in 2003 to $212.5 billion. These costs were com-
pounded by fragmentation of care—the consequence of an employer-based
system that relies primarily on thousands of private-sector insurers, mostly
for-profit concerns with wildly varying benefit packages, frequent limitations on
patient choice of physicians and hospitals, and complex regulations. The costs of
administering this system—to employers, insurance companies, hospital ad-
ministrators, and the billing offices of physicians and other providers—is high:
Administrative costs add $1,059, on average, to the cost of health care for every
insured patient in the United States, compared with only $307 in Canada’s
government-run, single-payer system.'?

The cost crisis does not occur only at the federal level. Tax cuts and the
slumping national economy produced state fiscal crises in 2003 and 2004, with
total state budget shortfalls for 2004 estimated at $78 billion. About 1.6 million
people, including about 500,000 children, lost coverage under Medicaid,
Supplemental Children’s Health Insurance Programs (SCHIP), and other state-
funded health insurance programs.'* (At their peak, these means-tested pro-
grams had provided coverage for one-third of all the children in the United
States but still had failed to cover all the children of the poor and near-poor.) In
Florida, for example, 63,000 children were placed on “waiting lists” for access
to care after enrollment was cut off. In Georgia, eligibility rules changes removed
almost 20,000 pregnant women from coverage. Mississippi ended coverage for
65,000 low-income patients. Texas ended SCHIP coverage for nearly 160,000
children in working families. In addition, over the past 2 years, 38 states added or
raised co-payments for these programs, despite evidence that co-payments are a
significant deterrent to the use of essential medical care and prescription drugs
among low-income populations and that there are adverse health consequences
when such treatment is foregone or delayed. In other states, the scope of covered
benefits was reduced and payments to providers were cut dramatically, as were
outreach efforts for enrollment. Long and complicated application forms were
devised, and extensive documentation and frequent recertification for eligibility
was required. Texas, which used all these techniques, added a unique new hole to
its safety net: Health insurance coverage did not begin for 90 days after enroll-
ment, even for newborns. In sum, as state governments struggled to balance their
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budgets, a major stratagem was denial of responsibility for the health care of
the poor.

Quality

Vast expenditures, however, do not ensure quality of care. Repeated studies
over many decades have documented wide variations in the appropriateness
and comprehensiveness of the medical care that patients receive; one gov-
ernment agency has called the gap between what is done and what should be
done a quality chasm.'® A recent study of the quality of care in 12 metropolitan
communities across the United States found that patients in all parts of the
country are at risk for receiving poor-quality care, receiving only 50 to 60
percent of recommended treatments for any of 30 acute and chronic conditions,
such as diabetes, asthma, high blood pressure, and heart disease, as well as
reduced preventive care.'® A congressionally mandated national report card on
disparities in care for African-Americans, Hispanics, and other minorities
concluded that the problem of lower-quality, less-comprehensive care for these
populations is pervasive and systemwide, resulting in serious personal and so-
cial costs.'” Despite its international leadership in biomedical research and tech-
nological innovation in health care and repeated claims that its market-based
health care system is the best in the world, the United States, despite massive
health care expenditures, has neither ensured quality of care nor produced
uniform improvements in health status.

Medicare “Reform” and the Triumph of Injustice

In the four decades since the institution of Medicare and Medicaid, incre-
mental expansions of coverage have, at least in principle, given support to the
mechanism of government action to assume responsibility for access to health
care. However, reliance on employment-based health insurance has, in fact,
meant that the proportion of the population covered has waxed and waned
with advances or downturns in the national economy. In 2004, this pattern of
incremental, but varying, improvement was reversed. An assault was laun-
ched on the principle of social cohesion to ensure health care for all. Nothing
better illustrates this tilt toward social injustice than the Medicare changes
enacted by the U.S. Congress and signed into law by President George W.
Bush in 2004.

The new Medicare legislation was characterized by its proponents primarily
as a means to help elderly patients pay for the staggering costs of prescription
medications—a goal that its drug provisions will accomplish only minimally.
(There are gaping holes in its drug coverage and, in any case, its core provi-
sions will not take effect for several years.) However, the legislation’s other,
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less-emphasized, provisions reveal a much broader purpose: the effect, and
clearly the intent, will be to abandon Medicare as a social insurance system in
which risks and costs are shared across the entire population of the elderly—
healthy and ill, rich and poor alike, with free choice of physicians and hos-
pitals, all under a government guarantee to pay for their medical care as an
entitlement—a right. Instead, the new law creates multiple strategies to
(a) fragment this common-risk pool; (b) move most of the elderly into a spu-
riously competitive, private-sector, profit-driven marketplace of choice-limited
managed-care plans; and (c) transform entitlement into a voucher for the pur-
chase of care as a commodity. The driving principle of this new effort is the use
of government funds to subsidize the for-profit and private sector’s efforts to
establish exclusive dominion over the provision of care.'®

The first of these stratagems is indeed a subsidy. The government will make
huge preferential payments to private-sector health maintenance organizations
(HMOs) and managed care organizations, enabling them to lower their monthly
premium charges to patients, offer more generous prescription drug coverage,
and “compete” on a tilted playing field with traditional fee-for-service Medi-
care. The field is made still more uneven by provisions allowing these firms to
negotiate with pharmaceutical companies for lower drug prices but specifically
prohibiting traditional Medicare—with its massive bulk purchasing power—
from doing the same. (This is a startling deviation by advocates of a free market.)
But there is still more. The law allows elderly beneficiaries—if they are wealthy
enough to make this choice—to withdraw from Medicare almost entirely, by
establishing large, tax-free “health savings accounts” or tax shelters, using their
own money to pay for medical expenses rather than paying monthly premiums
for Medicare coverage and remaining in the common-risk pool of all the elderly.
The predictable effect of these provisions is that the healthiest and wealthiest of
the elderly—those with the greatest means and the lowest risk of needing
prolonged and expensive care—will join private-sector plans and effectively
withdraw from Medicare, while the poorest and sickest will remain. The in-
creased medical needs and costs of the poorest and sickest will inevitably drive
up traditional Medicare’s expenses, requiring its premiums to rise sharply,
and escalate Medicare’s drain on general government revenues. (Since the tax-
sheltered “health savings” provisions apply to everyone, not just the elderly, the
selective flight of the healthy and wealthy will similarly also drive up the cost of
employment-based health insurance.) To ensure that these outcomes appear to
be a triumph of the private marketplace and to ensure that the principle of social
insurance is demeaned, the law arbitrarily asserts that when more than 45 per-
cent of traditional Medicare’s costs come from general revenues, Medicare will
be declared to be in crisis—Dby fiat, rather than fact, an unaffordable failure.

At the first level of analysis, what is striking is the extent to which these
stratagems fly in the face of well-established evidence. Careful studies of
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Medicare managed-care plans (euphemistically named Medicare + Choice)
have shown that they cost more than fee-for-service Medicare, incur higher
out-of-pocket costs for subscribers, frequently deny services (sometimes with
disastrous medical results), and often require limitation or elimination of
patients’ free choice of health care providers. Some plans abandoned their
subscribers entirely when profits turned into losses. For example, between 1999
and 2003, Medicare HMOs dropped 2.2 million elderly patients from their
rolls.'® The administrative costs of commercial health insurers and private-
sector, managed-care plans are approximately seven times higher than the
2 percent rate of administrative costs in traditional Medicare. Finally, health
economists have long demonstrated that health care, unlike real commodi-
ties, cannot be efficiently managed by the marketplace.”®

To stop at this level of analysis, however, is to miss the real goal of these
efforts, which is to abandon the principle of shared social responsibility—
government action to embody a right—in favor of an intrinsically unjust
allocation of resources, favoring the most affluent and those least in need. In
effect, the new law creates an Orwellian choice: We can all equally be in-
volved in this task of providing health care, or some people can be more equal
than others. That choice becomes clearer if we examine it in relation to another
primary social good, a system that is widely understood to be a government
responsibility designed to serve the whole population: police protection for
the security of individuals and property. Of course, in addition to the police,
there are private guards and security firms already in existence. But sup-
pose the government now began to use public funds to subsidize these private
firms to lower their rates and expand their services. Imagine, further, that
legislation created tax-sheltered “security savings accounts,” so that citizens
with the means could use their own money to hire bodyguards and private
patrols, while reducing their local property taxes by one-third on the grounds
that they no longer depended primarily on the public police system. Inevita-
bly, those with the highest incomes, the most property to protect, and the most
to gain from tax shelters would be those most likely to enter this subsidized
marketplace for commercial security services. Just as inevitably, local gov-
ernments’ revenues from property taxes would fall, forcing them to either
raise taxes on everyone else or close police stations and fire police officers,
making life more dangerous for the middle class and the poor. Either way, the
principle of collective security would be abandoned. That is precisely what is
now threatened by the planned de-socialization and de-universalization of
health insurance. In both cases, what is denied is a general social obligation to
provide systems of protection for individuals and families. In the case of health
care, this involves the willingness of more affluent and healthy people to share
in the cost of care for people who are sicker and less well off—a matter of
distributive justice.
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Root Causes of Paradox and Failure

There is a political paradox in these new plans. Public opinion polls consistently
show that Americans, dissatisfied with incremental expansions, favor universal
health coverage—as do substantial numbers of physicians and other health care
providers.'® The same polls reflect deep public concern about exploding costs
and shrinking and uncertain coverage, access, and quality. Even among Medi-
care beneficiaries seeking help for the unmanageable costs of prescription drugs,
a large majority wish to remain in the traditional fee-for-service program—
rather than to receive such assistance by relying on the marketplace and its
promises of “competition” and “efficiency,” while limiting choices. Yet all
attempts to establish universal coverage and access have failed.

Political analysts attribute this failure to the power of two basic American
cultural beliefs: (a) a persistent mistrust of government and (b) an ideological
commitment to individual autonomy and entrepreneurship. Other factors are
structural, such as the long-term political absence in the United States of a labor
party—a key supporter of universal health coverage in other advanced de-
mocracies. More important than these factors, however, is a federalist political
system designed to resist populist pressures and constrain large-scale changes,
even when they have widespread public support. In this view, the passage of
Medicare itself was an aberrant event, the product of a rare period of control by
one party of the White House and both branches of Congress by lopsided
margins.'® The most important factor of all, however, is the organized power
and money of corporate interests to influence the political process, at both the
state and federal levels, through campaign contributions, lobbying, and ad-
vertising. A recent “Op-Chart” in the New York Times succinctly outlined this
process in the passage of Medicare’s “reform” legislation by simply presenting
a series of numbers. It identified the multi-billion dollar profits expected to
accrue to the drug and insurance industries, the multi-million dollar total of
contributions made by those industries to political parties, the number of in-
dustry lobbyists involved in the effort to shape legislation, the rapid benefits that
will accrue to marketplace entities, and the limited and delayed benefits for
patients.21 Against this power, progressive change is difficult. The uninsured
have no organized constituency or voting block.

What Needs to Be Done

Forty years of incremental remedies have ameliorated, but not fundamentally
changed, the inequities and inefficiencies in the U.S. health care system. And, as
data from state Medicaid programs demonstrate, these “remedies” have been
profoundly regressive. The effort to establish access to health care as a right in
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the United States has been an unsteady march—and will likely continue to be so
unless changes occur both within and outside the health care system.

At the root of these difficulties is an unresolved ideological conflict in the
political and social thinking of the American public, a conflict between
(a) those who see government as an instrument of shared social responsibility,
and (b) those who view government action as a threat to individual freedom
and autonomy and argue—in the face of the evidence—that, in health care as
in other areas, the marketplace and entrepreneurship are the most effective
mediators. This conflict, however, is susceptible to resolution on pragmatic
grounds: if the crisis of exploding costs, deteriorating access, and uncertain
quality becomes an implosion, the American public—already in favor of
universal coverage, in principle, but divided as to the best means to achieve
it—may then be ready to embrace fundamental change.

To be effective, fulfillment of that wish will require change outside the health
care arena, most conspicuously in the achievement of real campaign finance re-
form, so that corporate money cannot have its present power to block legislation
or to shape it to its own interests, rather than the public interest. Such reform,
Important to many issues in addition to health care, is also essential to the resto-
ration of a public belief in the integrity of the political process, the absence of which
is reflected in nearly half of all registered voters not voting in major elections.

Federalist sentiments and traditions may provide an intermediate step.
Legislatures in Maryland, Maine, and other states are now considering state-
level plans to provide universal coverage to their residents, albeit with a mix of
private and public funding and mechanisms. While a patchwork of widely
varying state programs is no substitute for a uniform and efficient national
program, any success at the state level may spur support for federal initiatives.

Effective change will also require new alignments within the health care
sector—most notably, a recognition of the common interests of health care
providers and patients, the twin victims of the present system of corporate and
marketplace control. The two groups share profound concerns about the loss
of autonomy, the uncontrollable costs, the exhausting burdens of adminis-
tration and paperwork, and the difficulties of providing or receiving appro-
priate and high-quality care. The egalitarian and ethical commitments of
health care providers and the self-interest of patients are in alignment. What
may be necessary for both groups is to recognize that the present system is not
merely unsatisfying but rather profoundly unjust.

Conclusion

Social injustice is built into the very fabric of the American health care system.
The United States is the only advanced industrial nation that does not define
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health care as a right of its citizens and a social responsibility of government,
and therefore does not provide universal health care coverage. Instead, access
to health care is treated as a commodity to be purchased by those with the
means to pay, or as a partially subsidized benefit of employment, in a system
that is increasingly dominated by for-profit insurance companies, pharma-
ceutical manufacturers, and corporate medical providers. As a consequence,
44 million people, including members of many working families, lack any
ensured access to health care; millions more are inadequately insured; and the
overall financial costs of the system—the highest per-capita expenditures in
the world—have escalated to the point of crisis. The other costs—unattended
illness, disability, and preventable mortality, limiting the opportunities for
social, political and economic participation—violate fundamental principles
of distributive justice.

These burdens fall most heavily on the poor and racial and ethnic minorities—
the very populations at greatest risk and in greatest need—and contribute sig-
nificantly to the poorer health status of these groups, already impaired by their
exposure to more dangerous physical, biological, and social environments and
other social determinants of health. During the last third of the twentieth century,
one true form of social health insurance—the Medicare program for all the
elderly—was established, and a variety of means-tested programs and safety-net
systems provided some access to medical care for the poor. In the first years of the
twenty-first century, however, even these programs have come under attack, most
ominously in legislation encouraging the wealthiest and healthiest to withdraw
from systems of shared risk and cost in favor of the tax-sheltered purchase of
private protection.

At the root of these injustices are ideological and political choices: (a) to rely
on the mechanisms of the marketplace—ill suited to such a basic human need
as health care; (b) to invoke a suspicion of government action; and (c) to permit
enormous expenditures by corporate health-sector interests to influence leg-
islation and governmental regulation. The present system, which leaves the
United States far behind other advanced nations in population health status, is
drifting toward financial and social chaos. In contrast, universal health access
through public-sector social insurance must become part of the American
social contract, restoring the primacy of the interests of patients and providers
in a just and equitable system.
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