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Letter of Transmittal

The President
The President of the Senate
The Speaker of the House of Representatives

Sirs:

Pursuant to Public Law 103-419, the United States Commission on Civil Rights trans-
mits this report, The Health Care Challenge: Acknowledging Disparity, Confronting Dis-
crimination, end Ensuring Equality. With this two volume report, the Commission exam-
ines the efforts of the U.S. Department of Health and Human Services (HHS) Office for
Civil Rights (OCR) in enforcing title VI of the Civil Rights Act of 1964, title IX of the Edu-
cation Amendments of 1972, the requirements under the Hill-Burton Act of 1946, and the
nondiscrimination provisions of the community block grant programs administered by
HHS. In particular, the Commission’s report focuses on the er./orcement of these nondis-
crimination laws and their impact on ensuring equal access to quality health care for all
Americans, particularly women and members of racial and ethnic minority groups.

Until this year, the Commission had not conducted a comprehensive evaluation of HHS.
Examining the issue of health care is critical, particularly from the civil rights perspective,
because it has implicatiors for all individualse. Access to health care should be a fundamen-
tal right; however, it has not been viewed as such by the Federal Government or the health
care industry. The fact that disparities in health status continue to exist despite the politi-
cal and economic rhetoric surrounding health care is an indication that civil rights en-
forcement efforts need to be reassessed and more clearly focused.

The first volume of this report, The Role of Governmental and Private Health Care Pro-
grams and Initiatives, examines the racial, ethnic, and gender disparities in health status,
health research, access to health cervices, and health care financing. The Commission
found that despite efforts to eliminate discrimination and improve access to health care for
minorities and women, there has been little change in the quality of, or access to, health
care for members of these groups. Discrimination in the health care system continues to
manifest itself in many ways, including: differential delivery of health care services based
on race, ethnicity, and gender; inability to access health care because of lack of financial
resources, culturally incompetent providers, language barriers, and the unavailability of
services; and exclusion of minority and female populations from health-related research.
The result of these forms of discrimination is the perpetuation of striking disparities in
health status between minorities and nonminorities, among members of population sub-
groups, and between men and women. Such discrimination is furthered in part by the fail-
ure of appropriate Federal agencies to implement and enforee civil rights laws in the
hiealth care context.

If the Nation is to fully eradicate health care disparities, unified efforts of Federal,
State, and local governments, as well as private organizations, are needed. Congress and
the President must design and implement a plan which ensures that all individuals, re-
gardless of race, ethricity, gender, or socioeconomic status, have financial access to quality
health care. Funds should be allocated for an initiative specifically designed to identify
solutions and to close the health care financing gap—the gap between qualifying for exist-
ing public assistance programs and being able to afford private health insurance.



However, universal coverage does not necessarily mean that everyone would experience
universal access to quality health care. Congress, the President, and HHS, with the legis-
lative and financial power to significantly affect all aspects of health care in the United
States, must reassess their agenda to include the perspectives of women and people of
color and must reevaluate the metl:odology of health care with these groups in mind. In
conjunction with the Office for Civil Rights, the offices of women’s and minority health
throughout HHS should take a more proactive role in the incorporation of these popula-
tions’ health issues in HHS. Treated as “peripheral,” these offices are forced to operate un-
der the constraints of extremely limited budgets. HHS must recognize the potential impact
of these offices and increase funding accordingly.

The Office of the Secretary should direct OCR and the offices of women’s and mipority
health in undertaking several strategies to enhance the consideration afforded women and
minorities in health care delivery and research. First, these offices should work in coopera-
tion to ensure that HHS and recipients of HHS funding take sociocultural contexts of indi-
viduals’ lives into consideration when designing and reviewing health programs. Health
professionals must be educated about the severity of racial, ethnic, and gender disparities
in access to health care and strategies necessary to eliminate such inequities. Most impor-
tant, education and training to enhance the provision of culturally effective health care
must be integrated into lifelong learning for health care providers.

Another focus of the Office of the Secretary, OCR, and the offices of women’s and mi-
nority health should be the lack of medical research by and about minorities and women.
HHS must take the lead in enforcing the mandated inclusion of females and minorities in
health-related research, both as participants in and recipients of Federal funds for re-
search. OCR and the offices of women’s and minority health can assist this effort by moni-
toring progress made by research organizations in including females and minorities in re-
search. Offices of women’s and minority health should also encourage HHS researchers
and scientists in making efforts to reach underrepresented communities and reevaluating
scientific protocol so that it is congruent with the beliefs and practices of those communi-
ties. Further, although there have been many important gains made in research on the
health of women and people of color, adequate funding is critical to address additional
questions, confirm what initial studies have found, and engender understanding of the im-
plications of such research.

Third, the Office of the Secretary should ensure coordination among the offices of
women’s and minority health, OCR, the HHS operating divisions, and State and local gov-
ernments, to integrate civil rights objectives into all heaith care initiatives during initial
planning stages, as well as throughout implementation. HHS must take a proactive ap-
proach in integrating civil rights concerns into health care rather than attempting to ad-
dress discrimination after it occurs. OCR and the offices of women’s and minority health
must remain informed of all departmental activities affecting health care, nationally as
well as locally, including those of the operating divisions. In addition they must be aware
of initiatives at the State and local levels, coordinating with them whenever possible.

Fourth, for health care programs to be effective in reducing disparities and improving
conditions for women and people of color, they must be implemented at the community
level, particularly in conjunction with community-based organizations. The ultimate goal
should be the inextricable integration of the health of women and people of color into every
project, every grant, and every program from the initial stages of development. The offices
of women’s and minority health should provide leadership in accomplishing this goal.

However, it also is necessary to recognize that new programs and initiatives alone can-
not improve the health of the Nation. OCR, as the civil rights enforcement office of the
Federal agency responsible for the Nation’s health, must be actively involved in eliminat-
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ing health care practices that result in unequal access to and receipt of quality health care.
Failure to do so results in an unstated acceptance of poor or nonexistent health care for
minorities and women, and a perpetuation of inequality in the Nation’s health care system.
Volume II of this report assesses OCR’s performance in enforcing civil rights in HHS-
funded health care programs.

Respectfully,
For the Commissioners,

CYri) G

Mary Fran€es Berry
Chairperson
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Preface

introduction

Equal access to quality health care is a crucial issue facing our Nation today. For too long,
too many Americans have been denied equal access to quality health care on the basis of race,
ethnicity, and gender. Cultural incompetence of health care providers, socioeconomicinequities,
disparate impact of facially neutral practices and policies, misunderstandingof civil rights laws,
and intentional discrimination contribute to disparities in health status, access to health care
services, participationin health research, and receipt of health care financing. Such disparities
persistin part because of inadequate enforcement of Federal civil rights laws relating to health
care by the U.S. Department of Health and Human Services (HHS). For many years, title VI of
the Civil Rights Act of 1964, the community service assurance provisions of the Hill-Burton Act,
title IX of the Education Amendments of 1972, and the nondiscrimination provisions of block
grant statutes have not been fully enforced and implemented by HHS’ Office for Civil Rights
(OCR).

Equal access to quality health care is a civil right. Although Congress has enacted civil
rights laws designed to address specific rights, such as equal opportunity in employment, edu-
cation, and housing, it has not given health care the same status. Regardless, unequal access to
health care is a nationwide problem that primarily affects women and people of color. The lack
of availability and quality of health care, the lack of affordable financing of health care, and the
likelihood of minorities and women not being included appropriately in medical research are
realities as we approach the 21st century. Despite the many initiatives and programs imple-
mented at the Federal, State, and local levels, the disparities in health care will not be allevi-
ated unless civil rights concerns are integrated into these initiativesand programs.

The Commission’s Evaluation of Civil Rights Enforcement at HHS

The Commission’s two reports on equal access to health care as a civil right develop com-
plementary themes, with volume I setting the stage for volume II. With these reports, the
Commission provides recommendations focusing on eliminating racial, ethnic, and gender dis-
parities in health care and improving HHS' civil rights enforcement activities. These reports
clearly demonstrate that OCR has been operating in a vacuum for many years, has not asserted
its enforcement authority, and is not necessarily aware of the many initiatives and programs
aimed at improving access to health care for v. men and minorities. Volume I documents the
need for more collaboration between OCR and r ederal, State, and local agencies; the deficien-
cies and disparities highlighted in volume I can be significantly reduced through proper civil
rights enforcement, as identified in volume I1.

This report is the result of months of research and careful assessment of materials gathered
from a wide variety of sources. In an effort to conduct balanced research, Commission staff so-
licited diverse scientific viewpoints by contacting numerous private research and advocacy or-
ganizations, including organizations representing alternative viewpoints. Further, in gathering
information, a request was sent to more than 150 health care organizations, professional
groups, research institutes, and advocacy groups representing a wide range of constituents and
from all points on the political spectrum. In addition, medical schools, teaching hospitals, and
State health agencies across the country were contacted for input.

Statements in these reports are based on interviews, HHS documents, and research find-
ings. The pertinent health care issues presented have been identified by the Federal Govern-
ment as well as private health care organizations and researchers. The discussionsin both vol-
umes of the report were informed by muitiple sources, as is evidenced by the bibliography
which includes more than 350 documents, articles, and interviews. Included are HHS docu-
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ments, studies and surveys by national organizations, articles in health care research journals,
and other research that cites expertsin the field.

£ the law must comprise the foundation for any enforcement evaluation, the Commission
consulted law review articles, as well as statutes, regulations, guidelines, and policy guidance.
In addition, to encompass the medical aspects of the issue, the report includes the viewpoints of
numerous physicians and medical experts (researchers and practiciug physicians) by way of the
medical journals, government and private reports, and law review articles. Data cited are from
reputable sources such as the American Medical Association, the Association of American Medi-
cal Colleges, the National Institutes of Health, the National Center for Health Statistics, and
other agencies in the Department of Health and Human Services. The stories told by the ma-
jority of these sources reveal the findings presented in this report: that health care disparities
continue to exist, and proactive, effectual remedies are imperative.

Health Disparities

Barriers to Access to Health Care

In developing this report, it was discovered that there is no universal agreement on the
causes of racial, ethnic, and gender disparities in health status, nor is there only one source of
such disparities, but there are a few that have the most direct effect. One obvious determinant
of health status is access to nealth care, including preventive care and necessary treatment.
Factors that impede access to care are discussed in detail throughout this report. For example,
health care financing, particularly the ability to obtain health insurance, is one of the most
prevalent health care concerns of all Americans and presents a particular challenge for minori-
ties and women.! Other barriers to access identified in this report include language barriers,
cultural misunderstanding on the part of both the provider and the patient, lack of available
services in some geographical areas (such as inner cities and rural communities), and lack of
transportation to services.

Behavioral Factors and Health

Critics will often cite lifestyle and behavioral habits as defining factors of health status;
however, this is a faulty assumption in many instances. While it is true that certain lifestyle
behaviors—smoking, alcohol consumption, poor diet, etc.—can be correlated to poor health
status, this report demonstratesthat these behaviors actually account for only a modest portion
of health disparities acress age, sex, and race categories.? This argument also fails to take into
consideration the extent to which personal choice is limited by opportunities, such as low in-
come, the unavailability of nutritious foods, and lack of knowledge about healthy behaviors.
When personal responsibility is cited as the sole explanation for poer health, factors that are
not entirely within an individual’s control can become a source of blame. This is not to suggest
that individuals should not take resporsibility for their cwn health, rather it is acknowledged
that personal responsibility should become part of the regimen for improving health 3

Scocioeconomic Status and Poor Health

A major premise of volume I of this report is that the combined variables of race, ethnicity,
gender, and socioeconomicstatus intersect to have an undeniable adverse effect on the ability of
many Americans to obtain health care. Certainly, health status is related to poverty; and socic-
economic status and race are intimately linked.4 As the findings here indicate, overall, minori-
ties have a lower median weekly income and are more likely to be below the poverty line than

1 See vol. 1, chap. 3.
2 See vol. 1, chap. 2.
3 See vol. I, chap. 2.
4 See vol. 1, chap. 2.



whites.5 Inequalities in education, income, and occupation account for some, but not all, of the
race- and gender-related differencesin health status, access to health care, health research, and
health care financing. For example, persons with lower income are more likely to report being
in fair or poor health. Similarly, the association between poverty and health status can be seen
within racial and ethnic groups, but racial and ethnic disparities remain even within income
groups.S Thus, income does not explain all the racial and ethnic disparitiesin health status.

Volume I also addresses how poverty affects the ability to obtain health insurance coverage.”
Again, it was shown that income level has a large effect on the number of individuals who are
uninsured or privately insured. However, as this report confirms, race and ethnicity compound
the effects of poverty, as demonstrated by differences in insurance rates. Disparities in insur-
ance coverage vary markedly by race and ethnicity beyond the effects of income on that cover-
age.

Many studies have shown that even whew income and other factors (such as age, severity of
disease, and health insurance coverage) are iaken into account, there are still statistically sig-
nificant racial differences in health status, treatmentsreceived, and other measures of access to
health care.8 Further, other measures of disparity, such as waiting times, should not be affected
by gender, race, or ethnicity; yet disparities are found between population groups. Thus, major
racial, ethnic, and gender disparities remain in health status and access to health care even
after socioeconomicfactors are taken into account. These remaining disparities give rise to con-
cerns that discriminationand bias exist in our health care system.

Discriminationand Disparate impact

The evidence of discriminationby health care providers and insurers is cverwhelming. Each
volume of this report presents numerous instances where individuals have been either treated
differently or denied treatment due to race, national origin, or gender. For example, volume I
presents evidence which shows that certain procedures are less frequently rrescribed for mi-
norities. Whether this disparate treatment arises directly from the fact that they are minorities
or because of other factors which disgroportionately affect minorities is a matter of splitting
hairs. The effect is the same: discrimination.

This report, particularly in volume II, demonstrates that disparities in health status and ac-
cess to quality health care may be the result of the disparate impact that certain policies or pro-
cedures have on women and members of racial/ethnicgroups. Critics of disparate impact theory
of discrimination have contended that it is not a valid basis for discrimination charges or com-
plaints. These critics often assume that, in the context of allegations of discrimination relating
to a health care provider or insurer, if intentional discrimination is not involved, no legal issue
exists. However, the Supreme Court has held that disparate impact is a form of discrimination,
prohibited by the implementing regulations of titie VI of the Civil Rights Act of 1964 and by

5 In 1997, for example, 8.6 percent of white families lived below the poverty line, compared with 26.5 percent of
black families, 27.1 percent of Hispanic families, and 14.0 percent of .\sian American and Pacific Islander families.
U.S. Department of Commerce, Bureau of the Census, “Poverty 1997, accessed at <http:/www.census.
gov/hhes/poveryty/poverty97/pv97estl.htmi>. In 1998 the median weekly earnings for white men was $615, com-
pared w :h $468 for white women and black men, $400 for black women, $390 for Hispanic men, and $337 for His-
panic women. U.S. Department of Labor, Bureau of Labor Statistics, Employment and Earnings, January 1999,
table 37, accessed at <http://stats.bls.gov/cpsaatab.htm>.

6 See vol. I, figure 2.2.

7 See vol. I, chap. 2.

8 American Medical Association, Council on Ethical and Judicial Affairs, “Black-White Disparities in Health Care,”
Journal of the American Medical Association, vol. 263, no. 17 (May 2, 1990), pp. 2344—46. See, e.g., G. Caleb Alex-
ander and Ashwini R. Sehgal, “Barriers to Cadaveric Renal Transplantation Among Blacks, Women, and the Poor,”
Journal of the American Medical Association, vol. 280, no. 13 (Oct. 7, 1998), pp. 1148-52 (finding that after adjust-
ing for income, sex, age, cause of renal failure, and years on dialysis, blacks and women were less likely than white
men to receive transplants).



title IX of the Education Amendments of 1972.9 Congress further recognized disparate impact
as an appropriate theory of discriminationin the Civil Rights Act of 1991.

The Importance of Physician Diversity and Cultural Competence

Research suggests that minority physicians and dentists are more likely to serve minority
patients and communities where a shortage of health care providers exists, and are more likely
to provide services at reduced fees. In addition, studies have foui:d that physicians of the same
race and/or sex of the patient may be more effective than physicians with different backgrounds
from their patients. A recent report in the Journal of the American Medical Association stated
that both black and white patients feel more involved in their health care when their physicians
are of the same race.!® The result is higher patient satisfaction, increased likelithood that the
patient will follow through on treatment, and ultimately better medical care. According to the
researchers who conducted the study, these findings suggest that doctors need better training
to improve cross-cultural communication.

Cultural barriers in the form of misunderstood custom~, the inability to express one’s health
needs, and lack of trust in the health care system are factors that might hinder a physician’s
ability to provide adequate treatment to his or her patients. Thus, what this report finds is that,
within the context of patient care, it is necrssary to open up medical knowledge to include mul-
ticultural perspectives to health, health care, and patient-provider interaction. This view does
not agssume that race is a major determinant of how patients select their doctors or that doctors
cannot cuommunicate with people of other caltures. The reason for cultural competency training
for health care professionalsis to enhance the quality of health care delivery. Cultural compe-
tency training is essentially a measure to help medical professionals gain more knowledge
about their patients. Further, this report calls for a mandate that bealth care information be
translated into languages for beneficiaries who have difficulty communicating in English, ena-
bling patients to comprehend and participate in the decisions related to health care.

A major finding of the research conducted here is that clearly more minorities are needed as
health care professionals. This report supports affirmative action programs that increase the
opportunities for minorities in the health professions while maintairing high standards and
qualifications for physicians and other health care professionals. For example, the findings in
this report suggest that HHS and the Department of Education must support efforts to raise
minority students’ interest in pursuing medical professions, to increase the academic qualifica-
tions of minority students so that they can pursue medical study, and to promote the valuing of
diversity within the medical profession.!!

Affirmative action must be construed more broadly than through the admissions standards
for acceptance into medical schools. For instance, initiatives to improve educational opportuni-
ties, particularly in math and science, at the elementary, secondary, and postsecondary levels
will better prepare ail students to pursue medical studies. In conjunction with these initiatives,
some of which are illustrated through innovative examples in this report, recruitment efforts
can potentially increase the pool of qualified medical scheol applicants. Thus, rather than sug-
gesting that affirmative action efforts have failed or that admission standards should be low-
ered, this report indicates that affirmative action efforts should be broadeaed to include other
initiatives.

Volume II of this report highlights the important role the Departmernt of Health and Human
Services’ Office for Civil Rights must play in promoting initiatives to increase the number of
mincrity physicians. OCR has numerous mechanisms to address issues relating to its civil

9 See Guardians Assoc. v. Civil Service Comm., 463 U.S. 582 (1982).

16 Lisa Cooper-Patrick, Joseph J. Gallo, Junius J. Gonzales, Hong Thi Vu, Neil R. Powe, Christine Nelson, and
Daniel E. Ford, “Race, Gender, aad Partnership in the Patient-Physician Relationship,” Journal of the American
Medical Association. vol. 282 (Aug. 11, 19%9), pp. 583-89.

11 See vol. I, chap. 2.



rights enforcement mission. Far example, with regard to affirmative action, the report recom-
mends that OCR develop policy guidance to clarify what universities nay and may not do un-
der existing law to increase student, faculty, and curricular diversity.!2 In addition, OCR can
provide technical assistarce and outreach and education to medical schools to assist them in
increasing the pool of qualified applicants through extensive recruitment efforts. The fact that
numerous universities actively engage in diversity-enhancement programs in itself demon-
strates the need for OCR to disseminate guidance on educational institutions’ legal responsibili-
ties in this important area.

In addition, the report finds that it is important to encourage girls and women to pursue ca-
reers in medicine. Data from the American Medical Association cited in volume I indicate that
in 1995 nearly 60 percent of the women practicing medicine were clustered in five areas: inter-
nal medicine, pediatrics, family practice, obstetrics/gynecology, and psychiatry.13 Additional
evidence indicates that women face difficulty bresking into medical research careers, further
limiting the “choices” available to them. The fact that women physicians are clustered into a
few areas of specialties presents a curious phenomenon. While it is true that there is some de-
gree of hoice involved in the election of medical specialty, the extent to which women “choose”
certain areas is unclear.

Researchers have found subtle signs that many women are discouraged from entering new
high-tech medical fields, and there is evidence that women medical students are steered into
more “accepted’ specialties. For example, one study cited in the report found that of female
medical students surveyed, only 8 percent had originally named pediatrics as their chosen spe-
cialty, but one-third eventually entered pediatric residencies.!4 This suggests that some occur-
rence during the course cf medical training steered these women toward a field that was not
originally intended. The consistent low number of womer in certain specialties, including new
high-tech medical fields, raises the concern that if this trend continues, the medical profession
may become gender identifiable, whereby women are centered in the areas of family medicine
and primaiy care, and men are more concentrated in the new specialized medicines or surgical
subspecialties.

Zvidence presented here also indicates that women researchers receive a disproportionately
sma'ier share of research funds, compared with their male counterpa~ts. Overall, the report
recommends that HHS ensure that funds are awarded in a ncndiscriminatory manner. Fund-
ing should be based on merit, and both male and female researchers should be provided an
equal opportunity to apply for and receive funding. The fact that fewer women apply for grants
is one part of the problem which needs to be addresaed.

Inciusive Research

Research indicates that minorities and women—particularly minority and pcor women—
have been excluded from clinical trials for decades. However, this exclusion is not attributed in
all cases to discrimination or intentional omission. In some instances, women and minorities
have been excluded from trials because the illness under study was thought to be more relevant
to men or to certain subpopulations. These medical assumptions (which have sometimes proven
erroneous) must be reassessed and based on scientific fact, which cannot be determined unless
all populations are studied.

Many women of color, in particular, do not participate in research studies not because of dis-
crimination per se, but because many of them are not informed of such studies or are unaware
of the importance of participating in such studies. While the demographic makeup of a commu-
nity being studied will usually dictate the sample of participants, those residents need to have
information about such research. This report strongly urges implementation of Federal, State,

12 See vol. 11, chap. 7.
13 See vol. I, chap. 2.
14 See vol. I, chap. 2.



and local education and outreach activities that emphasize the importance of medical research.
It do=s not necessarily advocate special research projects for women and minorities, but rather
focuses on strategies to include them in medical research, so that medical findings are applica-
ble to all populations.

The scientific research community acknowledges that women and minorities have been ex-
c:uded from research, and in recent years emphasis has been placed on the medical necessity of
inclusion. As a result, the major research divisicus at HHS (National Institutes of Health, Food
and Drug Administration, and Centers for Disease Control) have all passed guidelines man:
dsting the inclusion of women in clinical trials. 15 The fact that the issue of including women and
minorities in resear.h has become a major pohtical and scientific concern is further proof that
there is indeed a problem, and a solution is necessary. In addition *» studying female-specific
health issues, it is necesaary to examine how “gender- neutral” conditions are experienced dif-
ferently by women and men. If women are not includzd, the data gathered do nothing to ad-
vance the knowledge of those diseases in women.

Conclusion

The recommendations offered by the Commission in this 1eport are largely based on one
foundation: the moral belief that, like education, housing, and employment, health care is a
fundamental element of the human experience, and shoul( “e pursued by all on equal ground.
The disparities documented by this report, hnwever, indicate that existing laws have not suc-
ceeded in realizing this goal. One critical reason for ineffective enforcement of existing law has
been the lack of commitment tu equal access to qualit ™ health care as a civil right. That ‘3 why
this report upholds the necessity of a statute that. explicitly recognizes health care as occupying
the same position of social importance as education, housing, and employment, and that creates
an agency to ensure that health care maintains that stature.

In addressing dis yarities ard subtle forms of discriminationinfecting our health care system
and adversely affecting health care accese and outcomes for minorities and women. we as a na-
tion have two options. The first optioa is to do nothing. Under this plan not a single Federal
Joliar is spent to conduct civil rigiats enforcement efforts or to support programs and initiatives
designed to reduce these disparities. This option requires the Nation to conceptualize the dis-
parities in our health care system in one of three ways. The first is to simply accept that there
have always heen disparities in access to employment, education, and even health care, and to
ask the question, “Why change now?” The second is to manipulate statistics to show that such
disparities do not really exist; so again, we may tell ourselves that no change is needed. Finally,
thos~ who actuc’ly have access to quality health care can insist that “personal responsibility”
and the sense to make “good choices” are the solutions to all of our societal ille. These senti-
ments justify the abdication of our responsibility as a nation to eradicate discrimination and
disparitiesin the health care system.

The second option it to take action. This option requires that we recognize health as the
foundation of our well-being as individuals and our productivity as a nation. To do this we must
first develcp a national vision for the elimination of disparities in access to quality health care,
aad the subsequent reconciliation of health status between minorities and non-minorities and
women and men. This option requires a collaboration between Federal, State, and local gov-
eraments, as well as private organizationsto: (1) raise public awareness of health care as s fun-
damental component of the Nation’s agenda, (2) acknowledge community-specificneeds to en-
sure that all individuals have the opportunity to participate in their own health care, (3) im-
plement initiatives designed to promote access to health care for the underserved, and (4) foster
vigorous enforcement of civil rights as the vehicle by which equality in heath care is ultimately
achieved.

18 See vol. I, chap. 3.
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Chapter 1

Introduction

Equal access to health care for all Americans is a
fundamental goal that the Nation has sought to
achieve for many years. However, under the exist-
ing health care delivery system, there are many
people for whom this goal remains unattained.
In particular, women and members of racial and
ethnic minority groups, especially those with
lower soctoeconomic status, generally do not have
adequate access to quality heaith care.

Prologue

More than three decades ago, the U.S. Com-
mission on Civil Rights described the treatment
received by African Americans in hospitals be-
fore the passage of the Civil Rights Act of 1964:!

Prior to 1963, Negro patients at St. Dominic-Jackson
Memorial Hospital in Jackson, Mississippi, were
housed on the first floor. The hospital’'s obstetrical
ward, delivery room, and nursery were on the second
floor of the building. After delivery, Negro mothers
were returned to the first-floor Negro ward and their
babies were segregated in a separate section of the
nursery. Negro fathers could not see their newborn
children until they left the hospital because [the fa-
thers] were not allowed oa the second floor.2

Despite the passage of time, in 1994 the New
York Times reported that hospitals in New York
City were in violation of title VI of the Civil
Rights Act because of the practice of segregating
maternity ward patients on the basis of their
insurance (private versus medicaid).3 Given that
the medicaid patients at these hospitals were

1 Pub. L. No. 88-352, 78 Stat. 241 (codified as amended in
scattered sections of 42 U.S.C. (1994 & Supp. II 1996)).

2 U.S. Commission on Civil Rights, Title VI . . . One Year
After: A Survey of Desegregation of Health and Welfare Serv-
ices in the South, 1966, p. 5.

3 Kevin Sack, “Inquiry Finds Hospitals Had 2 Categories,”
New York Times, Apr. 30, 1994, section 1, p. 5.

primarily minorities, this practice had the effect
of segregating new mothers on the basis of race.4

There is substantial evidence that discrimi-
nation in health care delivery, financing, and
research continues.’ Such discrimination stems
from historical inequities; the failure of health
care facilities to understand, and Federal agen-
cies to implement, Federal civil rights laws in
the health care context; and policies, practices,
and pervasive changes in the health care indus-
try that continue to result in a disparate impact
on women and minorities. Evidence that dis-
crimination continues to exist in heaith care
suggests that Federal laws designed to address
inequality have not been adequately enforced by
Federal agencies such as the Office for Civil
Rights (OCR) within the U.S. Department of
Health and Human Services (HHS). HHS' in-
ability to enforce civil rights laws and OCR'’s
ieclation from the rest of the agency and the civil
rights community have resulted in the persis-
tence of barriers to access to quality health care
for women and minorities.®

Access to Health Care in America

Federal statutes created to protect crucial civil
rights of all Americans must be vigorously en-
forced by the agencies entrusted with the imple-
mentation of such statutes.

The Federal Government has long sought to
address the neced for equal access to quality

4 Arnold Loperena, Patricia Holub, and Victor Hidalgo,
equal opportunity specialists, Office for Civil Rights (OCR),
Region II, U.S. Department of Health and Human Services
(HHS), telephone interview, Feb. 3, 1999, p. 3.

5 See generally chaps. 2-3, and voi. II, chaps. 3—4.

6 See U.S. Commission on Civil Rights, Federal Title VI En-
forcement to Ensure Nondiscrimination in Federally Assisted
Programs, June 1996; Gordon Bonnyman, managing attor-
ney, Tennessee Justice Center, Nashville, TN, telephone
interview, Feb. 4, 1999, p. 3.



health care. During the past 35 years in par-
ticular, Federal civil rights laws and policies
have addressed the need to ensure equal access
to health care and nondiscrimination in health
care programs for minorities and women. Con-
gress has created several Federal statutes de-
signed to achieve equal protection of the laws
through an emphasis on equality of access te
institutions, including the Nation’s health care
system. These statutes have helped to establish
the framework for the Federal Government's
efforts to eliminate discrimination in the health
care delivery system.

Two statutes are particularly relevant to
health care: (1) the Hill-Burton Act, formally
titles VI and XVI of the Public Health Service
Act of 1964;7 and (2) title VI of the Civil Rights
Act of 1964,8 which has served as a model for
more recent civil rights laws affecting health
care, such as title IX of the Education Amend-
ments of 1972.2 These Federal civil rights stat-
utes enacted to fight discrimination on the basis
of race, color, national origin, or sex also can

have a significant effect on ensuring equal access

to quality health care, if enforced.1® Title VI, one
of the most important of these laws, provides
that:

7 Pub. L. No. 79-725, 60 Stat. 1040 (1946) (codified as
amended at 42 U.S.C. §§ 291-291-0 (1994)) (enacting title
VI of the Public Health Service Act); Pub. L. No. 93-641, 88
Stat. 2225 (1974) (codified at 42 U.S.C. §§ 300g-300t (1934))
(enacting title XVI of the Public Health Service Act). The
Hill-Burton Act was originally designed as a means of facili-
tating hospital construction, especially in rural communi-
ties, when it was first enacted in 1946. In 1964 Congress
reformulated Hill-Burton as a key provision in its Public
Health Service Act to include the modernization of existing
hospital facilities. In 1974 the Hill-Burton Act was amended
yet again, this time requiring that facilities prove their ne-
cessity and acquire approval from States before receiving
funding. Hospitals receiving funds were required to provide
a specified amount of service to those unable to pay. Addi-
tionally, a facility receiving funds was to be made available
to all members of the community in which it was located,
regardless of race, color, national origin, or creed. See vol. II,
chap. 3.

8 Pub. L. No. 88-352, title VI, 78 Stat. 252 (codified as
amended at 42 U.S.C. §§ 2000d—2000d--7 (1994)). See vol. II,
chap. 3.

9 Pub. L. No. 92-318, title IX, 86 Stat. 373 (codified as
amended at 20 U.S.C. §§ 1681-1688 (1994)).

10 Commission findings indicate that HHS and the former
Department of Health, Education, and Welfare (HEW) have
not adequately enforced title VI since its inception. See vol.
11, chap. 1.

No person in the United States shall, on the ground of
race, color, or national origin, be excluded from par-
ticipation in, be denied the benefits of, or be subjected
to discrimination under any program or activity re-
ceiving Federal financial assistance.1!

From block grants to States, to research pro-
grams funded by the National Institutes of
Health (NIH), Federal funds are used in various
ways in health care organizations and programs.
For example, many hospitals received funds for
construction and improvements under the H:l-
Burton Act of 1946.12 The nondiscrimination re-
quirements of the act are still in effect today for
hospitals that remain nonprofit organizations.13
In addition, block grants authorized under the
Omnibus Reconciliation Act of 198114 provide for
nondiscrimination in State and local programs
designated in the graats.!5

Congress has charged various Federal agen-
cies with implementing the nondiscrimination
provisions of title VI. HHS is the Federal agency
with primary responsibility for enforcing title VI
in the health care context, as well as other civil
rights statutes and provisions addressing equal
access to quality health care. FIHS seeks to en-
sure compliance with the nondiscrimination pro-
visions of these laws by relying on implementing
regulations, policy guidance, ccmprehensive full-
scope compliance reviews, complaint investiga-
tions, mediation, settlement agreements, techni-
cal assistance, outreach, and education pro-
grams, and, in some cases, enforcement action.
While HHS has striven to accomplish its mis-
sion, several significant deficiencies, including a

1142 U.S.C § 2000d (1994).
1242 U.S.C. §§ 291-291-0 (1994).

13 Paul Cushing, director, Region III, OCR, HHS, staterents
at HCFA/Advocates Monthly meeting, Dec. 19, 1998.

14 Pub. L. No. 97-35, § 901, § 2192(a), §§ 2601-2611, §§ 671—
683, § 2352(a), 95 Stat. 357, 535, 543, 552, 818, 893, 511, 867
(1981) (codifed as amended at 42 U.S.C. §§ 300w—-300w~10;
300x-300x—63; 701-710; 8621-8629; 9901-9926; 1397-1397f
(1994 & Supp. II 1996)). The social services block grant,
codified at 42 U.S.C. §§ 1397-1397f, does not contain a non-
discrimination provision. The primary care block grant, Pub.
L. No. 97-35, sec. 901, §§ 1921-1932, 95 Stat. 357, 552
(codified at §§ 42 U.S.C. §§ 300y-306Gy10) was repealed in
1988.

15 Pub. L. No. 97-35, sec. 901, §§ 1908, 1918, sec. 2192(a), §
708, § 2606, § 677, 95 Stat. 357, 542, 551, 825, 900, 516
(codified as amended at 42 U.S.C. §§ 300x-7(a)(1)—<(2); 300w—
7(a)(1)—~(2); 708 (a)(1)~«2); 8625(a); 9906(a) (1994 & Supp. II
1996)).



serious shortage of resources and funding,!®
have hampered its ability to ensure nondis-
crimination in health care delivery, finance, and
research programs.

Moreover, HHS is presented with innumer-
able challenges beyond its funding and resource
limitations. The U.S. health care system exists
in a complex and constantly evolving environ-
meni in which widespread discrimination con-
tinues to necessitate vigorous enforcement of
civil rights statutes. The health care system en-
compasses hespitals, medical research centers,
universities, health care practitioners, managed
care organizations, home delivery health organi-
zations, and nursing homes. Lack of access to
health care manifests itself in many ways, af-
fecting both the quality and longevity of life.
Poor health and high mortality rates among ra-
cial and ethnic minority groups are due, in part,
to the absence of adequate and accessible health
care services in their communities. In addition,
racial and ethnic minorities have suffered from
medical redlining, which limits the number of
doctors and hospitals located in poor and minor-
ity communities. Compounding the problem of
receiving quality care is the lack of research tar-
geting special needs and concerns of certain
populations. Without research concerning the
effects of medications on and treatments needed
by women and minorities for various conditions,
medical professionals may not be able to provide
quality care to all individuals.

Women and members of minority groups face
several unique health disparities compared with
other segments of the population:!?

e African Americans experience disproportion-
ately high mortality rates from -certain
causes, including heart disease and stroke,
homicide and accidents, cancer, infant mor-
tality, cirrhosis, and diabetes.!8

e Native Americans are 579 percent more
likely to die from alcoholism, 475 percent
more likely to die from tuberculosis, and 231

16 See vol. II, chap. 2.
17 See chaps. 2-3.

18 See HHS, Hezlth Resources and Services Administration,
Health Care Rx: Access for All, the President’s Initiative on
Race, 1998 (hereafter cited as HRSA, Health Care Rx).

percent more likely to die from diabetes,
than the Nation as a whole.19

e The primary source of health care for His-
panics is the emergency room. Hispanics are
less likely than other groups to have a regu-
lar source of care, to be covered by health in-
surance, and to receive prenatal care.20

o Racial and ethnic minorities are more likely
than whites to live in areas that are medi-
cally underserved.?! In addition, Hispanic
Americans, Asian Americans, and members
of other language minority groups face com-
munication and cultural barriers that im-
pede their access to quality health care.22

e Many Americans who are 2mong the work-
ing poor (primarily women and minorities)
are not provided medical coverage by their
employers, and, thus, are uninsured.23

e Black and Hispanic physicians are more
likely than other physicians to treat black.
Hispanic, and medicaid or uninsured pa-
tients; yet blacks, Hispanics, and other mi-
norities are underrepresented in schools for
health professionals.24

¢ The maternal mortality for Hispanic women
is 23 percent higher than the rate for non-
Hispanic women; black women have a 5 per-
cent higher death rate due to childbirth than
non-Hispanic white women.25

e Women have leas access than men to certain
diagnostic and therapeutic procedures, such
as kidney dialysis, kidner transplants, and
catheterization for coronary bypass sur-
geryﬁs

19 HHS, Indian Health Service, 1997 Trends in Indian
Health, p. 6.

20 American Medical Association, Council on Secientific Af-
fairs, “Hispanic Health in the United States,” Journal of the
American Medical Association, vol. 265, no. 2 (Jan. 9, 1991),
p. 249 (hereafter cited as AMA, “Hispanic Health”).

21 HRSA, Health Care Rx, p. 10.

22 AMA, “Hispanic Health,” p. 248.

23 HHS, National Center for Health Statistics, Health,
United States, 1998 with Sociceconomic Status and Health
Chartbook, 1998, p. 203 (hereafter cited as NCHS, Health,
U.S., 1993).

24 HRSA, Health Care Rx, pp. 12-14.

25 NCHS, Health, U.S., 1998, p. 11.

26 American Medical Association, Council on Ethical and
Judicial Affairs, “Gender Disparities in Clinical Decision
Making,” Journal of the American Medical Association, vol.
266, no. 4 (July 24/31, 1991), p. 559.



e Women and members of racial and ethnic
minority groups have historically been ex-
cluded from clinical trials; thus, insufficient
research has been done on their unique
health problems.2”

e Female physicians are concentrated primar-
ily in internal medicine, pediatrics, family
practice, obstetrics/gynecology, and psychia-
try, and are less likely than males to hold re-
search positions.28

Social scientists and legal researchers have
produced volumes documenting the inequalities
of the health care system. It is through their ef-
forts and the persistence of vocal advocacy
groups that have publicized many of these is-
sues, that policymakers, at the Federal, State,
and local levels have taken up the health care
agenda and made it a central focus of reform
initiatives. Reform efforts made over the past
decade, although slow, have served as the cata-
lyst for changes in the health care delivery sys-
tem.

In the 1990s, Congress and the President
have proposed major changes to the health care
gystem. Although Congress failed to enact a
major health care reform package in 1994, Con-
gress currently is proposing major changes to
medicaid as part of its effort to balance the Fed-
eral budget. Furthermore, both States and the
private sector are moving ahead to implement
reforms without waiting for Federal action.?9 It
is likely that the pressure to balance the Federal
budget and to reform health care delivery at the
national, State, and local levels will lead to ma-
ior changes to medicaid, medicare, and health
care delivery over the next few years. Any
changes that are implemented are likely to have
a great effect on minorities' and women's access
to quality health care. At this critical juncture,

27 Judith H. LaRosa, Belinda Seto, Carlos E. Caban, and
Eugene Hayunga, “Including Women and Minorities in
Clinical Research,” Applied Clinical Trials, vol. 4, no. 5 (May
1995), p. 31. See also Lawrence Freedman, et al., “Inclusion
of Women and Minorities in Clinical Trials and the NIH
Revitalization Act of 1993—The Perspective of NIH Clinical
Trialists,” Controlled Clinical Trials, vol. 16 (1995), pp. 277~
85.

28 American Medical Association, Department of Data Sur-
vey and Planning, Physician Characteristics and Distribu-
tion in the US, 1996-97 (Chicago: American Medical Asso-
ciation, 1997), p. 14.

29 See vol. 11, chap. 6.

the Federal Government has an opportunity to
create significan’ positive changes in the Na-
tion’s health care delivery system.

Addressing Heaith Care Disparities
and Discrimination

Governmental and Private Reform Efforts

“IN]Jowhere are the divisions of race and ethnicity
more sharply drawn than in the health of our
people. . . [njo matter what the reason, racial and
ethnic disparities in health are unacceptable in a
country that values equality and equal opportu-
nity for all. And that is why we must act now
with a comprehensive initiative that focuses on
health care and prevention for racial and ethnic
minorities .. ."0

In his weekly radio address of February 21,
1998, President William Jefferson Clinton an-
nounced a comprehensive Federal initiative to
eliminate health care disparities between white
and minority Americans by the year 2010.3! The
President detailed nearly a dozen fatal or poten-
tially life-threatening disorders that dispropor-
tionately attack African Americans or other mi-
norities, such as Latinos, Asian Americans, and
Native Americans. He observed:

Infant mortality rates are twice as high for African-
Americans as for white Americans. African-American
men suffer from heart disease at nearly twice the
rates of whites. African-Americans are more likely to
die from breast cancer ard prostate cancer. Overall,
cancer fatalities are disproportionately high among
Loth Latinos and blacks. Vietnamese women are five
times as likely to have cervical cancer; Chinese-
Americans four to five times as likely to have liver
cancer. Hepatitis B is much more prominent among
Asian-Americans than the rest of the populations.
Native Americans suffer higher rates of infant mor-
tality and heart disease. And for diabetes, Hispanic
rates are twice the national average, and Native
American rates three times the national average.3?

The President emphasized the need for immedi-
ate action to address these disparities and will
rely largely on the U.S. Department of Health

30 President William Jefferson Clinton, “Radio Address to
the Nation,” Feb. 21, 1998, accessed at <http://raceand
health.hhs.gov.>

31 Thid.
32 Thid.



and Human Services, along with other depart-
ments and agencies in the Federal bureaucracy,
and at the State and local levels.

Much of the effort to accomplish the goal of
eliminating racial/ethnic disparities in health
care has focused on the development and imple-
mentation of different programs and initiatives.
The emphasis on programs to eliminate dispar-
ity has been, in many ways, an effective means
of addressing the health care needs and concerns
of Americans who are confronting discrimination
or other barriers to the health care system. For
example, by targeting specific groups, these pro-
grams have been able to address the differing
needs and concerns among racial/ethnic mineri-
ties. However, HHS has not effectively inte-
grated the development and implementation of
programs and initiatives with civil rights en-
forcement efforts. As a result, its efforts to
eliminate disparities in health care have been
largely unsuccessful.

In this report, the Commission explores ex-
ternal factors that affect the success of an
agency’s civil rights enforcement efforts. The
first of these factors relates to OCR’s participa-
tion within HHS. Nowhere is OCR’s invclvement
more necessary than in initiatives and programs
designed to eliminate racial/ethnic or sex dis-
parities in health care. Assessing how HIHS has
involved OCR in developing and implementing
these programs and initiatives is necessary to
evaluate OCR’s role within the agency. In par-
ticular, the extent to which these programs and
initiatives include a civil rights component dem-
onstrates whether OCR is being utilized thor-
oughly. A second factor the Commission explores
is the partnership between Federal, State, and
local agencies in developing and implementing
programs and initiatives to eliminate ra-
cial/ethnic and gender disparities in health care.
A third factor is the health care reform efforts
Congress currently is considering.

These factors reflect the fact that OCR’s ef-
forts do not exist in a vacuum. Although OCR is
tasked with ensuring civil rights compliance,
upholding the mandates of civil rights laws, and
working toward the goal of eradicating dispari-
ties and discrimination, many other agencies
and organizaticns share these responsibilities.
The methods of achieving these objectives vary
from agency to agency. For example, OCR relies
on policy development, compliance reviews of

recipients, complaint investigations, technical
assistance, and outreach and education efforts to
ensure that racial/ethnic minorities and women
will no longer be deprived of equal access to
health care. Other agencies within HHS, such as
the Office of Minority Health and the Office of
Women's Health, use programs and initiatives to
fulfill their missions.

In fact, OCR’s mission is tied closely to the
missions of all the other HHS components, and
OCR’s interaction with HHS operating divisions
{(OPDIVS), in particular, is crucial to the success
of its mission. HHS cperating divisions, as well
as State and local agencies and organizations,
play an important role in supporting OCR’s civil
rights enforcement efforts. By working with out-
side governmental and private agencies, OCR
can receive assistance in such activities as com-
pliance reviews, complaint investigations, and
technical assistance, outreach, and education.
Equally important, OCR can work with these
other agencies and organizations to develcp and
implement programs and initiatives designed to
eliminate racial/ethnic disparities in access to
quality health care.

By designing programs focusing on the barri-
ers confronting specific racial/lethnic minority
groups, HHS and its counterparts at the State
and local levels can focus on addressing dispari-
ties in health care confronting individuals in
each group. Differences among racial/ethnic mi-
norities’ experiences, needs, and concerns are
evident. One commentator, writing aoout the
“four generally recognized minority groups,”
Agian Americans and Pacific Islanders, African
Americans, Latinos, and Native Americans,
noted, “the health care status of minorities var-
ies widely, both within and among groups.”3 For
example, “the status of and prejudices against
African Americans have different characteristics
than those of Mexican Americans, and the biases
against the latter group are much more intense
in certain areas of the Southwest than in other
parts of the country.”34

Because there are differences within and
among minority groups, OCR and other agencies
at HHS must embrace diversity. The differing

33 Herbert W. Nickens, “The Health Status of Minority
Populations in the United States,” Western Journal of Medi-
cine, vol. 155, no. 1 (July 1991), pp. 27-32.

34 Tbid.



experiences of individuals within distinct groups
with distinctive cult'icc and identities must be
recognized to enaple the provision of quality,
culturally compet:nt health care services. Fail-
ure to acknowledge differences and address het-
erogeneity leads to the perpetuation of ineffec-
tive health care practices.

In volume I of this report, the focus is on the
role of other HHS, State, and local agencies in
developing and implementing programs and ini-
tiatives that seek to eliminate disparities in
health care. Volume I demonstrates the need to
enhance these programs and initiatives through
strong civil rights enforcement efforts. First, it
highlights the differences in the health status of
Americans and reveals the depth of the barriers
confronting speciric racial/ethnic minorities and
women. Second, it shows how programs and ini-
tiatives designed to ensure equality in access to
health care assist OCR’s efforts to combat dis-
crimtination by addressing the differing needs
and concerns among minority groups.

Civil Rights Enforcement

“So what can we do to eliminate health dispari-
ties? We are all in agreement about the need to
adopt a comprehensive approach that focuses on
a number of areas: research, education of both
patients and health care providers, disease pre-
vention and health promotion, measures to en-
sure that our medical profession reflects the di-
versity of our nation, and, last, but not least, ag-
gressive enforcement of antidiscrimination
laws.”35

Effective civil rights enforcement efforts can
play a significant role in confronting ra-
cial/ethnic or sex discrimination and in removing
health care disparities. In particular, Federal
oversight and mcnitoring of health care facilities
can be a remarkably effective way to ensure that
the Nation's health care system is meeting the
requirements of civil rights mandates embedded
in Federal law. In addition, appropriate outreach
and education can ensure that all Americans are
familiar with the protections accorded them in
these laws.

3 Thomas E. Perez, director, OCR, HHS, statement at the
U.S. Commission on Civil Rights, Consultation: Crisis of the
Young African American Male in the Inner Cities, Apr. 16,
1999.

Strong civil rights enforcement efforts at the
Federal, State and local levels are needed if the
Nation is to be successfal in ensuring equal ac-
cess to quality health care for every American.
In volume II of this report, the Commission
evaluates the degree to which OCR has achieved
its mission of civil rights protections in health
care. Volume II explores factors that affect the
quality and effectiveness of an enforcement pro-
gram, including OCR’s approach to conducting
enforcement activities. The Commission also as-
sesses OCR’s interactions with State healtia care
agencies receiving HHS funds and the efiect of
those interactions on civil rights enforcocment
programs.

The Commission also assesses the stature ac-
corded 0 OCR and its role within HHS, 2spe-
cially its interacticns with operating div-sions
and internal elements, or staff divisions. Of par-
ticular significance is the role the operating and
staff divisions play in supporting OCR’s en-
forcement efforts. The Commission identifies
major deficiencies in all these areas, including
the agency’s passive approach to enforcement
activities and how the overall isolation of OCR
within HHS has weakened not only the avil
rights enforcement efforts of OCR, but HHS pro-
gram initiatives.

Overall, it appears, HHS/OCR’s enforcement
of civil rights laws has been far too weak for far
too long to play a significant role in eliminating
disparities and discrimination in the U.S. health
care system. Based on findings in this report, the
Commission makes recommendations to assist
HHS in its future civil rights enforcement ef-
forts.

The Commission’s Objectives

The Commisgion seeks to further improve
and enhance civil rights enforcement in federally
asgisted health care facilities, and, in turn, pro-
mote nondiscrimination and eliminate barriers
to equal access in America’s health care system
through recommendations for OCR to enforce
the law more effectively. With this report, the
Commission intends to accomplish the following
objectives:

Presiderit and Congress

e Advise the President and Congress on OCR’s
efforts to enforce civil rights laws relating to
the provision of health care through an as-



gsessment of OCR's civil rights enforcement
operations.

e Recommend changes in statutory or regula-
tory law that would improve civil rights en-
forcement, promote nondiscrimination, and
assist in eliminating barriers to equal access
to health care in the Nation's health care
system.

U.S. Department of Health and Human Services

o Assist HHS in improving its efforts to en-
force civil rights and promote equal access to
health care in service delivery, financing,
and research.

o Offer recommendations for the improvement,
of HHS' existing efforts to implement and
enforce civil rights laws.

e Provide HHS with new perspectives on
health care through a summary of contem-
porary literature on health care, and by re-
porting experiences of members of minority
communities and women in the health care
system.

Report on civil rights efforts undertaken at

the State and local levels and recommending

ways HHS can continue to improve civil
rights efforts in dealing with State and local
health care agencies.

State and Local Health Care Agencies and

Health Care Recipients

o Clarify and assess the responsibilities of
State and local health care agencies under
the law and under HHS regulations.

e Emphasize for State and local health care
agencies and health care funding recipients
(including hospitals, nursing homes, home
health care agencies, managed care systems)
the continuing need for strong civil rights
enforcement by presenting a discussion of
the experiences of members of minority
communities and women in the kealth care
system.

e  Aasgist State and local health care agencies in
improving their mechanisms to address civil
rights enforcement.
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e Assist in identifying barriers to equal health
care access Hy providing suggestions and ex-
amples of how civil rights considerations
should be factored into the development. im-
plementation, and modification of health
care programs.

e Encourage State and local health care agen-
cies and HHS funding recipients to make
civil rights a primary consideration to ensure
that all individuals have equal access to
health care programs.

General Public

e Increase understanding of civil rights per-
spectives relating to health care programs.

o Increase awareness among the public of the
inequities many people face in gaining access
to quality health care.

Beneficiaries of Federaily Funded Health Care

e Work to ensure that members of minority
communities and women receive health care
delivery in a nondiscriminatory manner by
assisting in the improvement of civil rights
enforcement at the Federal, State, and local
levels.

e Facilitate the development of health care
delivery, financing, and research programs
that help each individual. regardless of race,
color, national origin, or sex to receive the
same high-quality health care.

o Work to ensure that all individuals, regard-
less of race, color, national origin, or sex, will
not unnecessarily suffer from debilitating
and potentially life-threatening effects be-
cause of unlawful discrimination in the pro-
vision of health care services.

Finally, the Commission intends to use this
report to ensure that no one will be relegated
untairly to poor quality health care; that mem-
bers of minority communities and women will be
included ir health care research studies; and
that they will not be accorded any lesser quality
of care based on their relative inability to pay for
health care services due to their race, color, na-
tionsl origin, or sex.



Chapter 2

Background:

Disparities, Discrimination, and Diversity in Heaith Care

“Health care is more than just g peculiar struggle
aver who gets what kind of care and who gets
stuck wrth the bill. . . . [Hlealth care is an ethical
and maral matter. Lack of access to adequate
heclth care can restrict an individual's normal
range of opportunities and raises basic issues of
fairness and so~ial justice.™

Access to health care is affected by several
factors: availability and quality of health care
services (medical facilities. hospitals, nursing
homes, medical personnel, etc.). availability and
affordability of financing (managed care. privTte
insurance. medicare/medicaid. etc.). and the ex-
tent of medical research (clinical trials. research
on the causes and consequences of diseases. etc.).
These factors. because they affect access to
health care, ultimately affect the health status of
women and minorities. The extent to which
problems in access are the result of discrimina-
tion or improper administration must be ad-
dressed.?

The U.S. Department of Health and Human
Services (HHS). the agency responsible for en-
forcing civil rights laws relating to health care.
recognizes that unequal access to health care is a
nationwide protlem:

[Dlespite notable progress in thc overall health of the
Nation. there are continuing disparities in the burden
of illness and death experienced by blacks. Hispanics.
American Indians and Alaska Natives, and Pacific
Islanders. compared to the U.S. population as a
whole. The demographic changes that are anticipated
over the next aecade magnify the importance of ad-

! David Barton Smith, Health Care Divided: Race and Heal-
ing A Nation (Ann Arbor, MI: University of Michigan Press.
1999), p. 9.

2 David Barton Smith, “Addressing Racial Inequities in
Health Care: Civil Rights Monitoring and Report Cards.”
Journal of Health Politics. Policy & Law. vol. 23. no. 1
(February 1998), pp. 75105 (hereafter cited as Smith,
“Racial Inequities™.

dressing disparities in health status. Groups cur-
reatly experiencing pocrer health status are expected
to grew as a proportion of the tatal U.S. populatien;
therefore. the future healh of Amenca as a whele wll
be influenced substantially by our success in improv-
ing the health of these racial and ethnmic minonties. A
nattonal focus on disparities 11 health status is par-
ticularly impertant az major changes unfold in the
way in which health care 1s delivered and Snanced.?

HHS has also recognized the importance of
locking at gender-based disparities in health
care. According to the National Institutes of
Health (NIHD:

Wamen's health issues in general. and women's
health care needs in particular. are foremost amang
the Nzauion's public health priorites. Meeting the
health care needs of women requires a comprehensive
understanding of several interrelated issues. includ-
ing: the soaal. cultural. economic and physical enwi-
ronments of women: financial access to health care
services: provider awareness of the need for wamen's
health services: and the content. quality and ant-
comes of health services provided ta women. ¢

Despite the Department's apparent concern
for women's and minorities” health issues. HHS
Office for Civil Rights (OCR) generally has failed
to enforce civil rights laws vigorously and appre-
priately.5 Thus. there remain disparities in sc-

3 U.S. Department of Health and Human Services (HHS).
“Eliminating Racial and Sthnic Disparities in Health: Qver-
view.” accessed at <http:/racesndhealth.hhs goviaver htm>
(hereafter cited ss HHS. “Eliminating Racial and Ethnie
Disparities™.

4 HHS, National Institutes of Health. “Health Care for
Women: Access, Utilization. Qutcomes. January 1990 thru
July 1993.” 1993

5 See U.S. Commissien on Civil Rights ([USCCR), The Heaith
Care Chailenge: Acknowiedging Disparity, Confronting Dis-
crimination. and Ensuring Egquaiity, Voi. II. The Roie of
Federai Cicii Rights Enforceme.t Efforis. September 1999,
chap. 1 ¢hereafter cited as USCCR. The FHeaith Care Chai-
lenge. val. I,



cess to health care, disparities in health re-
search, and unequal distribution of health care
financing in the United States. HHS has ac-
knowledged these disparities and has publicly
committed itself to eliminatine disparities in
health status by the year 2010, through its
Healthy People 2010 objectives:

Compelling evidence that race and ethnicity correlate
with persistent, and often increasing, health dispari-
ties among U.S. populations demands national atten-
tion. . . . These disparities are even greater if com-
parisons are made between each racial and ethnic
group and the white population. . . . These disparities
are not acceptable. We must do more than work to-
ward reduction; we must work toward elimination.®

Nonetheless, initiatives alone cannot improve
the health of the Nation. To address issues re-
lated to unequal access to health care, HHS
must focus its attention on vigorous civil rights
enforcement.

The failure of HHS/OCR to play an active role
in the monitoring and regulation of health care
has resulted in the continuance of policies and
practices that, in many instances, are either dis-
criminatory or have a disparate impact on mi-
norities and women. OCR must be actively in-
volved in addressing health care issues that can
potentially result in unequal access to and re-
ceipt of quality health care. Failure to do so re-
sults in an unstated acceptance of poor or non-
existent health care for minorities and women,
and a perpetuation of inequality in the United
States.”

A Profile of Health Status in the U.S.

“There are significant inequalities in health
status among Americans. Racial and ethnic mi-
norities living in the United States bear a dispa-
rate burden of death cnd illness as compared
with the population as a whole. They are more
likely to suffer from chronic and disabling condi-
tions such as hypertension and cancer and to die
prematurely. . . Of all minority groups, African

6 HHS, Office of Public Health and Science, Heaithy People
2010 Objectives: Draft for Public Comment, Sept. 15, 1998,
Goals, pp. 19-20 (hereafter cited as HHS, Healthy Peoplz
2010 Objectives).

7 See generally USCCR, The Health Care Challenge, vol. 11,
chaps. 3, 4, and 5, for an indepth discussion of deficiencies in
OCR'’s enforcement efforts.

Americans are in the poorest health. Compared
to white Americans, African Americans are dis-
advantaged at every stage of life, from cradle to
grave.”®

A look at the health status of minorities and
women reveals the importance of civil rights
laws to the health care system. Unequal access
to health care services, financing, and research
translates into racial, ethnic, and gender differ-
ences in health in the United States. Inequalities
in income, education, and occupation account for
some of differences in health status and access to
health care, but these factors are not the only
ones.? Inequities, based on gender, race, and
ethnicity, abound in the health care system.!?
Health care reform is required to address these
issues.

To be effective, health care reforms and other
health-related legislation must focus on im-
proving health status in the United States.l?
However, health status is intimately linked to
race, ethnicity, and gender. Thus, programs that
do not consider racial, ethnic, and gender varia-
tions in health, income, etc., run the risk of con-
tinuing or widening such disparities. For exam-
ple, some commentators contend that the ad-
ministration of medicaid and medicare have the
potential for racial bias, and thus unequal
treatment.!? According to one study:

Because racial minorities are overrepresented among
older persons living in poverty, health policies that
hurt low-income elders will correspondingly worsen
the racial gap in receipt of health care. Proportionally

8 Jane Perkins, “Race Discrimination in America’s Health
Care System,” Clearinghouse Review, special issue, 1993, p.
372, citing U.S. General Accounting Office, Census Reform:
Early Outreach and Decisions Needed on Race and Ethnic
Questions, GAO/GGD-93-36, January 1993, pp. 2-3.

9 H. Jack Geiger, “Race and Heaith Care—An American
Dilemma?’ New England Journal of Medicine, vol. 335
(Sept. 12, 1996), pp. 815-16.

10 See chap. 3.

11 Vernellia R. Randall, “Does Clinton’s Health Care Reform
Proposal Ensure Equality of Health Care for Ethnic Ameri-
cans and the Poor?” Brooklyn Law Review, vol. 60 (spring
1994), p. 167. See also Stephen P. Wallace, Vilma Enriquez-
Haas, and Kyriakos Markides, “The Consequences of Color-
Blind Health Policy for Older Racial and Ethnic Minorities,”
Stanford Law & Policy Review, vol. 9 (spring 1998), pp. 329—
40 (hereafter cited as Wallace et al., “Color-Blind Health
Policy”).

12 See generally Wallace et al., “Color-Blind Health Policy.”



more older minorities than older whites will be af-
fected by increases in out-of-pocket spending re-
quirements, making it more difficult for them to ob-
tain the necessary medical care. The increasing shift
to Medicare managed care holds uncertain conse-
quences for minority elders.}3

Thus, failure to recognize differences in health
carc delivery, financing, and research are dis-
criminatory barriers to health care access and
create and perpetuate differences in health
status.14

indicators of Health Status

There are several indicators of health
status.® Among these are death rates, disease
rates, and self-assessment of health status,
which are discussed below. However, research-
ers have noted that “[h]ealth status is a complex
concept and difficult to measure.”!¢ Thus, statis-
tical indicators must be used with caution when
“policy questions of equity and resource alloca-
tion are to be decided using indicators of health
status.”’” Nonetheless, a review of the indicators
of health status suggests areas where there are
disparities in health care by race, ethnicity, and
gender and unequai access to quality health care
services, health care financing, and medical re-
search.

Several indicators of health status show dis-
parities among racial and ethnic groups, and by
gender. One of the most glaring examples of dis-
parity in health status is the difference in age-
adjusted death rates for various segments of the
U.S. population. As shown in appendix 2.1, the
total annual death rate (deaths from all causes)

18 Tbid., p. 338.

14 See generally Wallace et al., “Color-Blind Health Policy.”
See also American Medical Association, Council on Ethical
and Judicial Affairs, “Black-White Disparities in Health
Care,” Journal of the American Medical Association, vol.
263, no. 17 (May 2, 1990), pp. 234446 (hereafter cited as
AMA, “Black-White Disparities”); American Medical Asso-
ciation, Council on Ethical and Judicial Affairs, “Gender
Disparities in Clinical Decision Making,” Journal of the
American Medical Association, vol. 268, no. 4 (July 24/31,
1991), pp. 55962 (hereafter cited as AMA, “Gender Dispari-
ties”).

15 Ronald M. Andersen, Ross M. Mullner, Llewellyn J.
Cornelius, “Black-White Differences in Health Status:
Methods or Substance?” Milbank Quarterly, vol. 65, suppl. 1
(1987), p. 72.

16 Ibid., p. 76.
17 Ibid., p. 97.
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is 491.6 deaths per 100,000 people.!® However,
the death rate for males is 623.7 and for females
only 381.0. Similarly, blacks have a much higher
death rate (738.3) than all other race/ethnic
categories. Asian Americans/Pacific Islanders
have the lowest death rate (277.4).19

Death rates for certain diseases and other
causes also vary greatly by race and ethnicity.20
For example, the death rate for diabetes for
blacks (28.8) and American Indian/Alaska Na-
tives (27.8) is more than twice that of whites
(12.0), and greater than that of other minority
groups.2! Note that blacks have the highest
death rates for 15 of the 20 causes of death listed
in appendix 2.1. Blacks are significantly more
likely to die from heart disease, cancer, HIV, and
homicide/legal intervention, than are other
groups.2?

Similarly, estimates of life expectancy vary by
race and gender.28 Figure 2.1 shows the changes
in life expectancy at birth since 1900. Although
life expectancy for all Americans has increased
by almost 30 years since the turn of the century,
there are still great aifferences by race and gen-
der.24 Women, overall, can expect to live longer
than men, but while white women have an aver-
age life expectancy of 79.7 years, the average life
expectancy for black women is 74.2 years. White

18 The death rate represents the number of deaths in a
population divided by the total population at mid-year.
Death rates are expressed as the number of deaths per
100,000 people. The age-adjusted death rate is calculated
using age-specific death rates per 100,000 population
rounded to the 1 decimal place. Age adjustment is the appli-
cation of age-specific rates in a population to a standardized
age distribution to eliminate differences in observed rates
that result from age differences in population compositicn.
HHS, National Center for Health Statistics, Health, United
States, 1398 with Socioeconomic Status and Health Chart-
book, 1998, app. II, pp. 419, 442 (hereafter cited as NCHS,
Health, U.S., 1998). See also app. 2.1.

19 Ibid., p. 208. See also app. 2.1.
20 Ibid. See also app. 2.1.
21 Ibid. See also app. 2.1.
22 Ibid. See also app. 2.1.

28 HHS, Public Health Service, Health Resources and Serv-
ices Administration, Health Status of Minorities and Low-
Income Groups: Third Edition, 1991, p. 16 (hereafter cited
as HRSA, Health Status of Minorities).

24 NCHS, Health, U.S., 1998, p. 200.



Figure 2.1
Life Expectancy at Birth, 1900-1996
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Source: U.S. Department of Health and Human Services,
National Center for Health Statistics, Health, United States,
1998 with Socioeconomic Status and Health Chartbook, 1998,
p. 200.

males can expect to live 73.9 years, compared
with only 66.1 years for black males.25

Another indicator of health status is self-
assessed health. This measure, which includes
physical, emotinnal, and personal components of
health, has been shown to be a valid measure of
health status and a good indicator of mortality.26
According to the National Center for Health Sta-
tistics (NCHS), black and Hispanic persons are
more likely to rate themselves as being in fair or
poor health than are white persons. NCHS
notes, however, that within race and gender
groups, health assessments are related to in-
come.2” As shown in figure 2.2, those in higher
income groups are least likely to report having
fair or poor health, while those in the lower in-
come groups are most likely to report fair or poor
health.28

Recognizing these obvious disparities is the
first step toward searching for explanations and
then finding solutions. Such disparities may be
caused by socioeconomic, biological, or cultural
factors; the nature of the health care industry;
institutionalized forms of discrimination; or fa-

25 Ibid. For an explanation of women’s longer life expectancy
compared with men, see “Disparities in Health Status by
Gender” below.

26 Thid., p. 102.
27 Ibid.
28 Ibid., p. 154.
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cially neutral policies which result in an adverse
impact on certain groups. Although HHS is
making extensive efforts to address disparities
in health care status and access to health care,
the disparities persist. Such startling disparities,
no matter who is at a disadvantage, are cause
for concern. Thus, it is critical to determine if
such disparities are the result of civil rights vio-
lations, or other systemic problems in the Na-
tion. It is HHS/OCR’s mission to analyze dispari-
ties in health status and health care access from
the civil rights perspective, a task which it has
yet to fully accomplish.

Disparities in Health Status by Race/Ethnicity
To better understand disparities in health
status, it is important to look at differences in
disease prevalence rates, health care service
utilization, and other indicators of access to
quality health care services. There are many
tangible indicators of the differences in health
status by race and ethnicity in the United
States. According to statistics compiled by HHS:

e Infant mortality rates are 2% times higher for
blacks than for whites, and 1% times higher
for American Indians than for whites.

Black men under age 65 have prostate cancer
at nearly twice the rate of white men under
age 65.

The death rate for heart disease for blacks is
higher than for whites (147 deaths per
100,000, compared with 105 deaths per
100,000).

Individuals from racial and ethnic groups
account for more than 50 percent of all AIDS
cases, although they account for only about
25 percent of the U.S. population.

The prevalence of diabetes among American
Indians and Alaska Natives is more than
twice that for the total population; diabetec
rates are 70 percent higher for blacks than
for whites, and the rate among Hispanics is
twice that of whites.

Black children are three times more likely
than white children to be hospitalized for
asthma.



e Racial and ethnic minorities are more likely
than whites to live in medically underserved
areas.?®

Similar to death rates, incidence rates for cer-
tain conditions vary by race and ethnicity. For
example, according to the 1995 National Health
Interview Survey, among persons 46 to 64 years
old, blacks report higher incidence rates of ar-
thritis, visual impairments, ulcers, diabetes,
anemia, and high blood pressure. Whites have a
higher incidence of hearing impairments, ortho-
pedic impairments, and heart disease.3®* Among
Americon Indians ages 25 to 44, the leading
causes of death are accidents and chronic liver
disease; for ages 45 to 54, the leading causes of
death are diseases of the heart and malignant
neoplasms.3! An alarming difference in incidence
rates can be seen in the number of cases of ac-
quired immunodeficiency syndrome (AIDS). Al-
though the spread of the disease is decreasing in
some groups, it is increasing in otkers. For ex-
ample, the number of new cases for black men
exceeds the number of new cases for white
men.32 The incidence rate of AIDS is greater for

2 HES, Health Resources and Services Administration,
Heal'h Care Rx: Access for All, the President’s Initiative on
Race, 1998, pp. 2-10 (hereafter cited as HRSA, Health Care
Rx). See app. 2.2. The term “underserved” is defined as when
the percentage a group of patients (e.g., minority or medi-
caid) constitutes in a hospital’s service population is signifi-
cantly less than the percentage the group constitutes in the
hoapital’s user population. Conversely, a group of patients is
“overserved” if the percentage the group constitutes in a
hospital’s service population is significantly greater than the
percentage the group constitutes in the hospital's user
population. A hospital's “service population” often refers to
all inpatients receiving service from the hospital regardless
of where they reside. A hospital's “user population” is the
totality of persons who reside in the hospital’s service area
and who use the inpatient services of any acute care hospital
during a specified time period. HHS, Office for Civil Rights
(OCR), “Analysis of Civil Rights Data Training Workbook,”
April 1998, pp. 11-12 (bereafter cited as OCR, “Analysis of
Civil Rights Data Training Book™).

30 HHS, Centers for Disease Control and Prevention, Na-
tional Center for Health Statistics, “Current Estimates from
the National Health Interview Survey, 1995, Vital and
Health Statistics, series 10, no. 199 (October 1988), pp. 81~
82. Incidence rates are reported as the nunber of reported
conditions per 1,000 persons. Ibid.

31 HHS, Indian Health Service, 1997 Trends in Indion
Health, pp. 58-59 (hereafter cited as IHS, 1997 Trends in
Indian Health).

3 HRSA, Health Care Rx, pp. 2-3.
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Figure 2.2
Fair or Poor Health Status among Adults 18 Years
and Older by Race and Income, 1995
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SOURCE: U.S. Department of Health and Human Services,
National Center for Health Statistics, Health, United Statss,
1998 with Socioeconomic Status and Health Chartbook, 1998,
p. 154

blacks and Hispanics than for other groups.3?
The ratio of AIDS cases to the population for
black men is almost seven times that of white
men. Asian Americans and Pacific Islanders
have the lowest prevalence of AIDS.34

According to ope study, although the health
of minorities, senior citizens in particular, is
worse than that of whites, older minorities often
do not have the same access to health insurance
as their white counterparts.3® Although medicaid

33 NCHS, Health, U.S., 1998, p. 265.
34 Ibid.

35 Robert H. Binstock, “Public Policies and Minority Elders,”
Jan. 27, 199. . 10, prepared as a chapter for May L. Wykle

and Amasa B ~rd, eds., Serving Minority Elders in the 21st
Century (Mew ‘ork: Springer Publishing Company, in
press).



and medicare fill some of the gap, concerns re-
main over the quality of care older minorities
receive. The author states, “Policy trends focused
on limiting governmental expenditures on Medi-
care and Medicaid suggest that access to and
quality of care financed by these programs may
become diminished generally and, perhaps, es-
pecially so for minorities.”3 The author also
noted that “[t]he health care safety net for older
members of minority groups may also be weak-
ened by the contemporary policy trends that fo-
cus on controlling the costs of long-term care
reimbursements paid by Medicare and Medi-
caid.”37

As shown in table 2.1, there also are great
differences in birthweights and infant mortality
rates. Blacks have the highest prevalence of low-
birthweights of all racial and ethnic categories.38
In 1995, 13.1 percent of African American babies
had a low birthweight, which is defined as
weighing less than 5.5 pounds. Comparatively,
less than 7 percent of the babies of other ra-
cial/ethnic categories had a low birthweight.3?

3 Ibid., p. 11.
37 Ibid., p. 12.

38 Federal Interagency Forum on Child and Family Statis-
tics, ..merica’s Children: Key National Indicators of Well-
Being, 1998 (Washington, DC: U.S. Government Printing
Office) (NCES 98-140), p. 80. There is relatively little in-
formation available on the health status of children in cer-
tain minority groups, particularly immigrants. Children in
immigrant families are the fastest growing component of the
child population. Although a recent Presidential Executive
order mandates the Federal Interagency Forum on Child
and Family Statistics to publish an annual report on chil-
dren, there is still very little public dissemination of infor-
mation on even the most basic indicators of the conditions
and well-being of children in immigrant families.

Few national information systems collect the full array of
data needed on country of origin and immigrant status; few
have samples large enough to support counclusions for more
than three or four specific countries of origin; and none has
progressed significantly in collecting information on aspects
of healthy development and adjustment that may be unique
to children in immigrant families. Thus, most conclusions
regarding children in immigrant families in the United
States must be viewed as first steps toward acquiring more
definitive knowledge. Donald J. Hernandez and Evan Char-
ney, eds., From Generation to Generation: The Health and
Well-Being of Children in Immigrant Families (Washington,
DC: National Academy Press, 1998), p. 15.

33 Federal Interagency Forum on Child and Family Statis-
tics, America’s Children, p. 80.

Table 2.1
Percentage of Low Birthweight Births and Infant
Mortality Rates by Race and Hispanic Origin, 1995

infant

Race and % of births with mortality
Hispanic Origin iow birthweight rate
White 6.2 6.3
Black 13.1 146
American Indian/Alaska Native 6.6 9.0
Asian/Pacific Islander 6.9 53
Chinese 53 3.8
Japanese 73 53
Filipino 7.8 56
Hawziian and part Hawaiian 6.8 6.5
Other Asian or Pacific Islander 7.1 5.5
Hispanic 6.3 6.3
Mexican American 58 6.0
Puerto Rican 94 8.9
Cuban 6.5 53
Central and South American 6.2 55
Other and unknown Hispanic 75 7.4

SOURCE: Federal !nteragency Forum on Child and Family
Statistics, America’s Children: Key National Indicators of Well-
Being, 1398 (Washington, DC: Government Printing Office)
(NCES 98-140), pp. 80-81.
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An interesting paradox, however, is the fact
that children born to recent immigrants have
rates of lov birthweights that #re lower than for
those who are born to individuals who have been
in the United States for more generations.4® This
is true for most subgroups of Hispanic and Asian
immigrants. While the reasons for this phe-
nomenon have not yet been clearly documented,
it has been speculated that examination of life-
style differences, such as nutrition and stress,
could shed some light on these differences, de-
spite the fact that immigrants tend to also have
lower rates of prenatal care.4l

Infant mortality rates also vary significantly
hy race and ethnicity.42 The infant mortality
rates for both white and Hispanic infants is 6.3
deaths per 1,000 births (see table 2.1). The mor-
tality rate for black infants, 14.6 per 1,000, is
more than twice the infant mortality rate of

40 Hernandez and Charney, From Generation to Generation,
p- 60.

41 Tbid, pp. 60-61.

42 The infant mortality rate is defined as the number of in-
fant (under 1 year of age) deaths per 1,000 lives births. Fed-
eral Interagency Forum on Child and Family Statistics,
America’s Children., p. 81.



whites and Hispanics. The Amervican In-
dian/Alaska Native infant mortality rate (9.0) is
also higher than that of whites and Hispanics.
Asian Americans and Pacific Islanders have the
lowest infant mortality rate (5.3).43

Disparities in Health Status by Gender

One of the most obvious differences in health
indicators between men and women is life expec-
tancy. As noted earlier, women can expect to live
on average 5.8 years longer than men.# The
longer life expectancy for women may appear at
first to contradict claims that women face diffi-
culty accessing health care and, in general, have
fewer health needs met. However, the reasons
for women’s longevity can be explained by many
factors, and may not necessarily indicate better
health status. Women appear to experience more
disease and disability than men throughout most
of their lifespan.4® Men tend to develop more se-
rious illnesgses muca earlier in life and die from
them at an earlier age, whereas women are 11
times more likely to have acute or short-term
illnesses.4® The contradiction of lower mortality
but higher morbidity has been the subject of
much investigation.4” While there is no clear ex-
planation, several factors have been attributed
to longer life expectancy. .

Women te nd to live longer than men because
they take more preventive measures in avoiding
poor health.4 Sociologists have argued that
women more readily admit that they are sick
and consult with physicians more often.49
Women are also less likely to adopt unhealthy
lifestyle behaviors, including smoking, alcohol
consumption, and illegal drug use.5 In addition,
high rates of death from coronary heart disease

43 Ibid.
44 See “Indicators of Health Status” above.

45 Carol S. Weisman, Women'’s Health Care (Baltimore, MD:
The Johns Hopkins University Press, 1998), p. 96.

46 Kenneth CW. Kammeyer, George Ritzer, and Norman R.
Yetman, Sociology: Experiencing Changing Societies Sixth
Edition (Boston, MA: Allyn and Bacon, 1994), p. 479
(hereafter cited as Kammeyer et al., Sociology: Experiencing
Changing Societies).

47 Weisman, Women’s Health Care, p. 96.

48 Kammeyer et al., Sociology: Experiencing Changing Socie-
ties, p. 480.

49 Tbid.

50 Ibid., p. 479.
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in men have been attributed to high stress occu-
pations.5! Women are also less likely to die from
accidents, including automobile accidents, and
firearm homicide.52 Higher accident rates among
men may be attributed to exposure to jobs or
other activities where the risk of death or injury
is higher.53

Further, the predominant czuses of male
mortality result in more sudden death, whereas
women typically die from diseases that consume
wider timeframes before death. In 1995 patterns
in the leading causes of death varied by sex. For
males and females 7 of the 10 leading causes of
death were the same, but differed by rank. While
accidental death was the fourth leading cause of
death for males, it was the seventh leading cause
for females. Suicide and homicide were ranked
9th and 10th respectively among men, but were
not ranked among the 10 leading causes of death
for women.54

Men and women display differences in other
health status indicators (aside from life expec-
tancy), as well as different tendencies toward
use of health care services, which result in dis-
parities in the type of care received. There are
several indicators of disparities in health status
between men and women. The Agency for
Heaith Care and Policy Rescarch provides ex-
amples of the results of studies i; has supported:

¢ Women are 20 percent more likely than men
to die from a heart attack.

Women receive less aggressive treatment than
men following a heart attack.

Women are 1.6 times more likely then men to
die after coronary angioplasty.

More women than men require bypass sur-
gery or suffer a heart attack after an-
gioplasty.

Women are less likely than men to receive
life saving drugs, such as aspirin, beta block-
ers, o~ lidocaine, for heart attacks.

Women with AIDS 1 .ceive fewer health care
services than men.

[ ]

51 Ibid.

52 Ibid., p. 480.

53 Ibid.

54 HHS, Centers for Disease Control and Prevention, Na-
tional Center for Health Statistics, “Monthly Vital Statistics
Report,” vol. 45, no. 11, suppl. 2 (June 12, 1997), accessed at
<http://www.cdc.gov/nchswww/data/mv451152.pdf>.



¢ Women are less likely than men to receive
major diagnostic procedures.

o Women are less likely than men to be cor-
rectly diagnosed with tuberculosis.55

There are several explanations for gender dif-
ferences in health status. Experts in health re-
search acknowledge that women’s health issues
often have been overlooked,% despite documen-
tation of significant differences between men’s
and women’s health. Some commentators have
linked these differences to discrimination. Ac-
cording to an article in the New England Jour-
nal of Medicine, women’s access to health care
can be dependent upon their relationships with
men.5” Two commentators stated, “Adequate ac-
cess to health care for women requires that they
be married to men who do not abuse them or
that they have well-paying jobs, hold public of-
fice, or occupy other positions of power, access to
which is impeded by institutional biases in favor
of men.”58

Other authors have notéd the link between
gender and race and ethnicity. For example, one
author contends that women of color often have
low-paying jobs with no insurance, and thus are
likely to have poorer health than other women or
men. For minority women, health status is af-
fected by income, employment, and other
threads in the “fabric of oppression.”’® The
author notes:

Many Puerto Rican and Asian-American women work
in the textile industry under sweatshop conditions.
They spend grueling hours in poorly ventilated rooms,
working with toxic chemicals. Others work in the
heaith care industry where they are harmed by their

55 HHS, Agency for Health Care Policy and Research,
“AHCPR Women's Health Highlights,” accessed at
<http://www.achpr.gov/research/womenh1.htm#newl> and
<http://www.achpr.gov/research/womenh2.htm#order>.

5 Nicole Lurie et al., “Preventive Care for Women—Does
the Sex of the Physician Matter?” New Eagland Journal of
Medicine, vol. 329 (Aug. 12, 1993), pp. 478-82.

57 Steven Miles and Kara Parker, “Men, Women, and Health
Insurance,” New England Journal of Medicine, vol. 336
(January 1997), pp. 218-21.

58 Francoise Baylis and Hilde Lindemann Nelson, “Access to
Health Care for Women,” New England Journal of Medicine,
vol. 336 (June 19, 1997), p. 1841.

5 Judy Scales-Trent, “Women of Color and Health: Issues of
Gender, Community, and Power,” Stanford Law Review, vol.
43 (July 1991), pp. 1359-60. See “Women of Color” below.
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proximity to anesthetic gases and X-rays. They harm
themselves by performing heavy lifting. Authorities
€:iimate that 75 percent of migrant farmworkers are
Mexican-American and another 20 percent are black.
Many of these, ot course, are women—women who
work and live in an environment filled with pesti-
cides.50

Socioeconomic Factors and Health Status

“Whether the racial disparities in treatment deci-
sions are caused by differences in income and
education, sociocultural factors, or failures by the
medical profession, they are unjustifiable and
must be eliminated. Not only do the disparities
violate fundamental principles of fairness, jus-
tice, and medical ethics, they may be part of the
reason for the poor quality of health. . .in the
United States.™!?

Several studies have shown that access to
health care is associated with improved health
outcomes.52 However, experiences with health
care services delivery appear to differ signifi-
cantly by race, ethnicity, and gender. Moreover,
overall health status among racial and ethnic
minority groups and women underscores signifi-
cant problems in access to health care.

The U.S. Department of Health and Human
Services (HHS) has been regularly tracking the
health status of disadvantaged populations since
the 1970s.63 In 1985 HHS noted:

Despite the unprecedented explosion in scientific
knowledge and the phenomenal capacity of medicine
to diagnose, treat, and cure disease, Blacks, Hispan-
ics, and Native Americans, and those of Asian/Pacific
Islander heritage have not benefited fully or equitably
from the fruits of science or from those systems re-
sponsible for translating and using health sciences
technology.

. . . Although tremendous strides have been made in
improving the health and longevity of the American
people, statistical trends show a persistent, distress-

60 Scales-Trent, “Women of Color and Health,” p. 1359
(citations omitted).

61 AMA, “Black-White Disparities in Heaith Care,” p. 2346.
62 Peter Franks, Martha R. Gold, and Carolyn M. Clancy,
“Use of Care and Subsequent Mortality: The Importance of

Gender,” Health Services Research, vol. 31, no. 3 (August
1996), pp. 347-63.

63 HRSA, Health Status of Minorities, p. 3.



ing disparity in key health indicators among certain
subgroups of the population.64

These disparities in health status persist almost
15 years later.

Several socioeconomic factors influence the
analysis of disparities in health care and health
status relating to race, ethnicity, and gender.65
Any discussion of socioeconomic status in the
United States requires a discussion of
race/ethnicity and gender, since these factors are
entwined in complex, inextricable ways.% Ine-
qualities in education, income, and occupation,
the primary determinants of socioeconomic
status, account for some of the race- and gender-
related differences.” For example, individuals
with lower incomes and less education (usually
women and members of racial/ethnic groups)
have higher death rates than better educated,
wealthier persons, and the differences between
these groups are increasing.6® HHS has noted
the relationship between health status and so-
cioeconomic indicators:

Income- and education-related differences in knowl-
edge and time to pursue healthy behaviors, adequate
housing, nutritious foods, safe communities to live in,
and healthy environments to work in may influence
the health and well-being of Americans in different
socioeconomic positions. Certainly the stresses and
strzins of individuals with lower incomes imposes an
emotional and psychological cost that is reflected in
poorer heaith. Alternatively, individuals with higher
education may have greater exposure to health re-
lated information that assists them in adopting
health promoting behaviors.6?

Data compiled by NCHS confirm that health
status, health-related behaviors, health care ac-
cess, and health care utilization are related to

64 HHS, Report of the Secretary’s Task Force on Black and
Minority Health, vol. 1, executive summary, August 1985,
pp. 1-2.

65 Geiger, “Race and Health Care,” pp. 815-16.

68 Erica Goode, “For Good Health, It Helps to be Rich and
Important,” New York Times, June 1, 1999, section F, p. 1.

67 HRSA, Health Status of Minorities, pp. 11-13.

68 Gregory Pagpas et al., “The Increasing Disparity in Mor-
tality Between Socioeconomic Groups in the United States,
1960 and 1986,” New England Journal of Medicine, vol. 329
(July 8, 1993), pp. 103-09. Sociceconomic differences in
health status are discussed further below.

6 HHS, Healthy People 2010 Objectives, Goals, p. 20.
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socioeconomic characteristics, such as income,
educational attainment, and occupation, all of
which vary by race, ethnicity, and gender.”
Education, income, and occupation are related to
many measures of health status.”

Education

Educational attainment varies by age, race,
and ethnic origin. Whites and Asian Ameri-
cans/Pacific Islanders are more likely than
blacks and Hispanics to have more than 12 years
of education. Further, 44 percent of Hispanics
have less than 12 years of education. Only about
15 percent of blacks have a college degree, com-
pared with 28 percent of whites and 45 percent
of Asian Americans/Pacific Islanders’ (see ap-
pendix 2.2). Although Asian Americans/Pacific
Islanders have high educational attainment as a
whole, variation is great among the various eth-
nic subgroups.’3 o

According to NCHS, ' éducation influences
health through cultural, social, and psychologi-
cal means. For example, education can increase
exposure to information about health and dis-
ease prevention.” Education can ‘also be linked
to health-related behaviors such as getting pre-
natal care. In 1996, among women with 16 or
more years of =dacation, 94.7 percent of white
women and 88.9 percent of black women re-
ceived prenatal care during the first trimester of
pregnancy.’”® Less than 70 percent of women
with less than a high school educatior: received
prenatal care.’®

Death rates for chronic diseases, communica-
ble diseases, and injuries are also associated
with educational attainment. In 1995 the death
rate for men with chronic diseases who had less
than 12 years of education was 2.5 times that of
men with chronic diseases who had more than
12 years of education. The comparable ratio
among women was 2.1.77

0 Health, U.S., 1998, pp. 25-31.
Tt HRSA, Health Status of Minorities, p. 13.
72 NCHS, Health, U.S., 1998, p. 145.

73 HHS, “Asian Americans and Pacific Islanders: Action
Agenda,” accessed at <http:/www.omhre.gov/aamain. htm>,
Sve Asian Americans and Pacific Islanders below.

74 NCHS, Health, U.S., 1998, p. 30.
75 Ibid., p. 149.

76 Ibid.

7 Ibid., p. 6.



Income

Education determines income, which also is
strongly correlated to health status and access to
health care. Data from the Bureau of the Census
show that non-Hispanic whites and Asian
Americans/Pacific Islanders, on average, earn
more than blacks and Hispanics. The median
household incomes for whites and Asian Ameri-
cans/Pacific Islanders in 1997 were $40,577 and
$45,259, respectively.’® Comparatively, blacks
earned a median household income of $25,050.
The median household income for Hispanics was
$26,628.7 Although Asian Americans and Pacific
Islanders as a group have higher median house-
hold incomes than other minority groups, their
income-per-househcld-member estimate is lower
than that of whites due to the larger size of
Asian American and Pacific Islander house-
holds—3.17 people compared with 2.58 for white
households.80

These disparities in median iricome, indicate
that overall more blacks and Hispanics live in
poverty than whites or Asian Americans. In
1996, 28 percent of blacks and 29 percent of His-
panics lived below the poverty level. Eleven per-
cent of whites and 14.5 percent of Asian Ameri-
cans/Pacific Islanders lived in poverty.8! How-
ever, as with education, there is a great varia-

78 U.S. Department of Commerce, Economics and Statistics
Administration, Bureau of the Census, Current Population
Reports, P60-200, Money Income in the United States: 1997
(with Separate Data on Valuation of Noncash Benefits), Sep-
tember 1998, p. viii (hereafter cited as Census, Money In-
come in the United States).

™ Ibid., p. viii. However, even within educational categories,
income varies. According to NCHS:

[fincome and education vary by race and ethnicity, but even
within the same category of educational attainment, median
family income varies by race and ethnicity and also gender.
For men and women across all race and ethnic groups, the
higher the level of education, the higher the median family
income. However, within education level categories, men
have higher median and family incomes than women, and
median family incomes of Asian and Pacific Islander and
white perscns are higher than median family incomes of
black or Hispanic men and women. Some of these differ-
ences, especially differences between men and women, may
be attributed to the number of family members who are
employed and to wheiher family members work full time or
part time.

NCHS, Health, U.S., 1998, p. 30 (references to figures omit-
ted).

80 Census, Money Income in the United States, p. ix.
81 NCHS, Heglth, U.S., 1998, p. 171.
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tion among poverty rates within racial/ethnic
groups. For example, among Asian American
groups, South East Asians have the highest pov-
erty rates (Hmong 62.6 percent, Laotion 50.6
percent, Cambodian 47.3 percent) while Filipino
and Japanese Americans have the lowest pov-
erty rates (5.8 percent and 6.5 percent, respec-
tively).82

Another indicator of economic status, besides
median income, is asset holdings. Greater
wealth allows a household to maintain its stan-
dard of living when income falls due to job loss
or heaith problems.83 Disparities in asset hold-
ings between racial and ethnic groups exceed
disparities in income. In 1993 the net worth of
white households was 10 times that of black or
Hispanic households.84 These differences persist
even among households with similar monthly
incomes.

The ability to obtain health insurance cover-
age is directly related to income and wealth. For
example, in 1994-95, low-income men were six
to seven times more likely to be uninsured than
high-income men, depending on race/ethnicity.85
Further, children under 18 from low-income
families often did not receive needed health care.
Almost 20 percent of children from poor and
near-poor families had no health insurance,
whereas only 9 percent and 4 percent of middle-
and high-income children, respectively, were
uninsured.8

Income also is related to the amount of pre-
ventive care received, which is associated with
health outcomes.8” However, according to NCHS,
“[t]he use of sick care, preventive care, and den-

82 Ignatius Bau, Asian and Pacific American Health Forum,
San Francisco, correspondence to Mireille Zieseniss,
USCCR, March 1999 (re: information for health care proj-
ect), enclosure, “Community Health Status Brief: Asian/
Pacific Islander Community in California,” p.1

88 Council of Economic Advisers for the President’s Initiative
on Race, Changing America: Indicators of Social and Eco-
nomic Well-Being by Race and Hispanic Origin
(Washington, DC: September 1998), p. 34.

84 Thid.

88 NCHS, Health, U.S., 1998, p. 7. In addition, Hispanic
adults were less likely than non-Hispanic white and black
adults to be insured. Ibid.

8 Ibid., p. 5.

87 For example, regular mammography screening has been
shown to reduce the death rate due tc breast cancer. Ibid.,
pp. 126-28.



tal care by adults varies with income.”8® High-
income women 50 years of age and older are al-
most 70 percent more likely than poor women to
have had a mammogram recently. Similarly, 77
percent of those with high family income have
had a dental visit within the past 12 months,
compared with only 41 percent of the poor.8®

Occupation

There is an obvious relationship between in-
come and ncrupation; therefore, type of occupa-
tion can hav. an effect not only on health care
access (such as through insurance availability),
but also on health status. Studies have shown
that racial differences in risk of injury and ill-
ness are at least as great as racial differences in
earnings.’ Type of occupation also may affect
health because of the exposure to health hazards
and job-associated stress presented by certain
occupations. For example, data from the Bureau
of Labor Statistics show that, in 1996, in private
industry, operators, fabricators, and laborers
accounted for 42.4 percent of all occupational
injuries resulting in days away from work.
Service occupations; precision, craft, and repair
occupations; and technical, sales and adminis-
trative support occupations each accounted for
more than 15 percent of occupational injuries.
Those in managerial and professional specialty
occupations accounted for less than 6 percent of
all occupational injuries, while those i farming,
forestry, and fishing occupations accounted for
less than 3 percent of all occupational injuries.?!

Race and ethnicity are not evenly distributed
across occupational categories; thus, exposure to
occupational injury varies among groups. The
issue of racial differences in exposure to the risk
of work-related injury and illness is partially the
result of the disjunction between equal employ-
ment opportunities and occupational health.92

88 1bid., p.7.

89 Tbid.

% James C. Robinson, “Trends in Racial Inequality and Ex-
posure to Work-related Hazards, 1968-1986,” Milbank
Quarterly, vol. 65, suppl. 2 (1987), p. 404.

91 U.S. Department of Labor, Bureau of Labor Statistics,
“Table 2. Percent distribution of nonfatal occupational inju-
ries and illnesses involving days away from work by selected
workers characteristics and industry division, 1996, ac-
cessed at <http:/stats.bls.gov/news.release/osh2.t02. htm>
(hereafter cited as BLS, “Occupational Injuries”).

92 Robinson, “Trends in Racial Inequality,” p. 404.
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For example, of the relatively small number of
injuries cocurring in the agriculture, forestry,
and fishing industries, 43.1 percent are suffered
by Hispanics, while American Indians and
Alaska Natives represent only 0.7 percent of oc-
cupational injuries in those industries. Whites,
blacks, and Asian Americans/Pacific Islanders
account for 39.1 percent, 3.9 percent, and 0.4
percent of the occupational injuries in that in-
dustry.® Similarly, blacks and Hispanics ac-
count for 9.1 percent and 10.4 percent of the oc-
cupational injuries in the finance, insurance,
and real estate industries, while Ajian Ameri-
cans or Pacific Islanders account for only 2.2
percent of such injuries. Whites account for 49.3
percent of such injuries, and American Indians
and Alaska Natives account for only 0.4 percent
of such injuries.%4

Environmental, Behavicral,
and Bioclogical Influences

Differences in income, education, and occupa-
tion alone do not explain all of the disparities in
health status, as health is multidimensional.
What other determinants can account for the
fact that certain groups are affected differently
by diseases such as HIV, heart disease, and can-
cer? There is no consensus on the answer to such
questions, but there are several possible expla-
nations. As suggested above, one answer is eco-
nomic stratification. Because of sociceconomic
disparities, there are class differences in access
to health care and, thus, exposure to illness, dis-
ease, and injury. Others have suggested cultural
reasons.% Factors such as social stress, diet, and
physical activity, and genetic differences (such
as metabolism and tolerance for certain drugs
and diseases) also may be related to racial dif-
ferences in health.% Speaking from a global per-
spective, one expert has stated:

93 BLS, “Occupational Injuries.”

94 Thid.

9 See, e.g., Vernelia R. Randall, “Racisv Health Care: Re-
forming an Unjust Health Care System to Meet the Needs of
African-Americans,” Healith Matrix, vol. 3 (1993), p. 131
(stating “Factors affecting health include sccioeconomic
status, biology, and environment” which are all affected by
race).

% Anthony P. Polednak, Racial and Ethnic Differences in
Disease (New York: Oxford University Press, 1989), p. 285~
87. The author notes that some researchers have found
greater genetic homogeneity than differences among various



Racial/ethnic differences in infectious diseases are
clearly due largely to factors subject to modification.
These factors inciude nutritional def iencies and poor
host immune status, as well as pc~.: sanitation and
certain cultural practices. Population differences in
infectious diseases such as hepatitis B include ra-
cial/ethnic variation in risk and modes of transmis-
sion, reflecting SES [socioeconomic status] and so-
ciocultural differences.?”

This author also stated:

Regarding the major chronic diseases, risk of hyper-
tension, cerebrovascular diseases, and ischemic heart
disease (THD) varies considerably among countries
and racial/ethnic groups, and these differences de-
mand adequate explanation. In cardiovascular dis-
eases differences in dietary habits affecting choles-
terol fractions (high vs. low density) and so-
dium/potassium ratios, perhaps modulated by genetic
differences that may themselves reflect past adapta-
tions to diet, have emerged as most important. Prpu-
lation differences and time changes in smoking and
alcohol habits are also important. This also bolds for
various cancers.53

As this author points out, several lifestyle be-
haviors can affect one’s health, including ciga-
rette smoking, heavy alcohol use, being over-
weight, and being sedentary.?® For instance,
according to NCHS:

Smoking is the leading cause of preventable death
and disease in the United States. Smoking leads to an
increased risk for heart disease, lung cancer, emphy-
sema, and other respiratory diseases. Each year ap-
proximately 400,000 deaths in the United States are
attributed to smoking and smcking results annually
in more than $50 billion in direct medical costs.19¢

The prevalence of cigarette smoking is related to
age, eduvaiion, and income, and, thus, race, eth-
nicity, »ad gender. The percentage of persons
smoking decreases as income increases.!0! Simi-

racial/ethnic groups. However, the author notes that further
research is required and that differences in behaviors such
as dietary habits, sexual and reproductive behaviors, stress,
and migration “are important from an epidemiological per-
spective.” Ibid., pp. 295-96. See also HRSA, Health Status of
Minorities, pp. 44—48.

97 Polednak, Racial and Ethnic Differences, pp. 285.
9% Tbid., p. 286.

99 NCHS, Health, U.S., 1998, pp. 108-23.

100 Thid., p. 108 (citations omitted).

101 Thid,, p. 110.
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larly, among both men and women, those with
less than a high school education were almost
twice as likely to smoke as those with a college
degree or higher education.102

According to NCHS, the “[h]igher prevalence
of cigarette smoking among those of lower socio-
economic status was manifested in elevated lung
cancer and heart disease death rates for lower
income adults during 1978-89."103 As shown in
table 2.2, in the poor, near-poor, and middle-
income groups, Hispanic women are least likely
to smoke cigarettes. Similarly, Hispanic males
are less likely to smoke than all other groups,
except Hispanic women. In the poor and near-
poor income groups, white males and black
males are the groups with the highest percent-
ages of adults who smoke.1%4 Thus, those persons
are at greater risk for health problems.105

Table 2.2
Percentage of Aduits 18 Years and Older Who
Smoke Cigarettes by Race and income, 1995

Near Middle High

Poor poor income income

All races men 379 343 27.9 18.3
All races women 31.2 28.0 246 16.8
White men 423 375 246 -
White women 38.6 316 22.2 -
Black men 413 40.1 20.9 -
Black women 293 249 15.7 -
Hispanic men 26.3 19.7 16.3 -
Hispanicwomen 16.6 147 138 -

SOuRCE: U.S. Department of Health and Human Services,
National Center for Health Statistics, Hsalth, United States,
1998 with Socioeconomic Status and Health Chartbook, 1998,
p. 155. (Data not available for ail groups in the high-income
category.)

Another risk factor that varies by gender,
race, and ethnicity is obesity. Overweight adults
face an increased risk of hypertension, heart dis-
ease, diabetes, and certain cancers.1%6 Between
1988 and 1994, the number of men and women
who were overweight increased by 38 percent
and 33 percent, respectively, placing more peo-

102 Thid., p. 108.
103 Thid., p. 6.

104 Thid., p. 155.
105 Tbid., p. 108.
106 Thid., p. 114.



ple at risk of developing certain health prob-
lems.197 Further, minority women are more
likely to be overweight than white women or
men of all racial and ethnic groups. For example,
the prevalence of obesity is 58 percent higher for
black women than for black men.108

Because certain lifestyle behaviors, such as
those mentioned apove. can be correiated to
health status, it can be argued that poor health
may be partially attributed to personal choice.
However, research indicates that, contrary to
popular opinion, behavioral risks such as smok-
ing and substance abuss account for only a mod-
est portion of health disparities across age, sex,
and race categories.l®® Further, nct only does
this viewpoint disregard the impact of uncon-
trollable influences, such as racism, on health
status, but it fails to take into consideration the
extent to which personal choice is limited by op-
portunities. In other words, poor nutrition and
subsequent obesity are not always a matter of
“choice” but rather a function of low income, the
unavailability of nutritious foods, and lack of
education about healthy diets. Rather than dis-
miss “risky” behaviors as elective, it is necessary
to understand the complexities of sccial status
that contribute to these unhealthy behaviors snd
to recognize possible cultural influences, snar-
ticularly in the case of nutrition and diet. When
personal responsibility is cited as the sole expla-
nation for poor health status, factors that are not
entirely within an individual's control can be-
come a source of blame. As one scholar states:

While the emphasis on personal responsibility for
health and health behavicr is desirable as a shift
away from the established biomedical model of
healtheare, it also has seme inkerent dangers. There
is concern that, if taken to the extreme, it may result
in “victim blaming”’ by attributing responsibility of

107 Thid.
108 Thid.

109 Pgula M. Lantz, James S. House, James M. Lepkowski,
David R. Williams, Richard P. Mero, and Jieming Chen,
“Socioeconomic Factors, Health Behaviors, and Mortality,”
Journal of the American Medical Association, vol. 279, no.
21 (June 3. 1998), pp. 1703-46. These authors found that
while behavioral factors do affect health, they are not the
primary mechanisms linking socioeconomic status and mor-
tality. They conclude that public health policies and inter-
ventions that focus exclusively on individuai risk behaviors
have limited potential for reducing sociceconomic disparities
in mortality. Ibid., p. 1707.
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individuals for health problems that are influenced by
biological and contextual factors beyond their con-
lem

Further, attributing poor health status to a
matter of choice merely serves to abdicate re-
sponsibility for the health of communities, par-
ticularly those of minorities and lower socioeco-
nomic status individuals. The health care indus-
try has a responsibility to understand and rem-
edy unhealthy behavior to the extent that it dis-
proportionately affect the health status of spe-
cific populations. Unless policymakers recognize
that lifestyle behaviors are significantly influ-
enced by the natural and social environment in
which personal health decisionmaking occurs,
their efforts to address the health care needs of
all Americans will not be successful.11!

This is not to suggest that individuals should
not take responsibility for their own health. It is
reasonable to expect individuals to assume some
responsibility. Greater individual involvement in
health care can increase the likelihood of posi-
tive health outcomes.!!? The President's Advi-
sory Commission on Consumer Protection and
Quality in the Health Care Industry advocates
that individuals marimize healthy habits in-
cluding exercise end diet; become more involved
in specific health care decisions; and work to-
ward carrying out agreed upon treatment
plans.113

In addition to environmental and behavioral
factors, biclogical differences also have been
cited as an explanation for some of the gender
and racial disparities in health. For example, it
has been argued that -acial differences in the
incidence of hip fracture and osteoporosis can be
attributed to racial differences in bone density,
particularly at menopause, and in the produc-
tion of certain hcrmones after menopause.ll4

110 Susan Nicole Walker, “Health Promotion and Prevention
of Disease and Disability Among Older Adults: Who Is Re-
sponsible? Preventive Healthcare and Health Promotion for
Older Adults,” American Society on Aging Generations, vol.
18, no. 1 Mar. 22, 1994), p. 45.

111 Thid.

112 President's Advisory Commission on Consumer Protection
and Quality in the Health Care Industry, “Consumer Bill of
Rights and Responsibiiities, Executive Summary,” accessed at
<http://www.hcqualitycoramission.gov/final/append_a.html>.

118 Thid.

114 Kenneth G. Manton and Eric Stallard. “Health and Dis-
ability Differences Among Racial and Ethnic Groups, in



One study found that African American women
had higher levels of serum estrone and 23 to 27
percent higher bone mass, resulting in a rela-
tively low occurrence of hip fracture.!l5 These
researchers also suggested that changes in vita-
min D metabelism and absorption of calcium
cause osteoporosis. However, blacks and whites
have different sensitivity levels to vitamin D and
parathyroid hormone, which may explain the
lower incidence of osteoporcsis for black
women.!16

Despite the many explanations for differences
in health status, discrimination in health care
delivery, financing, and research cannot be dis-
counted as a major factor leading to disparities.
According to one author:

The delivery of health care in the United States is
multitiered: the greatest levels of security and many
of the benefits of medical research and advanced
technology are reserved for selected segments of
American society. Structural forms of racial discrimi-
nation and practices of segregation by providers of
medical services are common and entrenched, and
they ensure that such security and benefits are not
available co many African Americans and most of the
poor.117

Exploring Diversity and

Confronting Disparities

“The term ‘minority’ falsely suggests a homoge-
neous groups of nonwhites. The reality is ex-
traordinary diversity both within and among
minority groups. . . ."118

National Research Council, Linda G. Martin and Beth J.
Soldo, eds., Racial and Ethnic Differences in the Health of
Older Americans (Washington, DC: National Academy
Press, 1997), p. 48.

115 Ihid., p. 49, citing Cauley et al., “Black White Differences
in Serum Sex Hormones and Bone Mineral Density,” Ameri-
can Journal of Epidemiology, vol. 132, no. 10 (1993),
pp.1035-46.

116 Manton and Stallard, “Health and Disability Differ-
ences,” p. 49.

117 Mariarme L. Engleman Lado, “Breaking the Barriers of
Access to Health Care: A Discussion of the Role of Civil
Rights Litigation and the Relationship Between Burdens of
Proof and the Experience of Denial,” Brooklyn Law Review,
vol. 60 (spring 1994), p. 239.

118 Herbert W. Nickens. “The Health Status of Minority
Populations in the United States,” Western Journal of Medi-

cine, vol. 155, no. 1 (July 1991), pp. 27-32.
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“Growing ethnic diversity has placed new de-
mands on the health care system to provide care
that is culturally sensitive. Despite their practice
locale, clinicians are increasingly likely to care
for patients who have different values, beliefs,
customs, and responses to illness than those of
whites. 119
The United States comprises more than 27

million people. all of whom have different health
care needs and experiences. Disparities in health
status. barriers to access. and d'scriminatary
policies and practices have resulted in a national
health care crisis for women and minorities.!20
Although several components of the U.S. De-
partment of Hesalth and Human Services. in-
cluding the Office for Civil Rights. have at-
tempted to address disparities in health care
overall, relatively little attention has been paid
to the different needs of minority subgroups. As
a result, barriers to equal access to quality
health care remain pervasive throughout the
health care industry. HHS, and the Nation as a
whole, must aggressively confront group-specific
disparities and eradicate all forms of discrimina-
tion in the health care industry. Strong civil
rights enforcement efforts are one element of
this struggle.12t Recognition of diversity within
the United States, and within the Nation's racial
and ethnic communities, is another necessary
element. According to HHS:

Many health programs are not designed with sensi-
tivity to the diverse health beliefs. yractices. use pat-
terns, and attitudes of the many ethni:, cultural, gen-
der. and age groups living in America today. In order
to reduce health disparities and increase access to
care for ethnic and cultural minorities and for the
elderly in the United States, health programs must be
culturally competent, age appropriate and gender
gpecific.12?

19 Jeanette G. Kernicki, “A Multicultural Perspective of
Cardiovascular Disease.” Journal of Cardiovascular Nurs-
ing, vol. 11, no. 4 (July 1997). p. 31.

120 See aiso chap. 3.

121 See USCCR. The Heaith Care Challenge. vol. II in which
the Commission provides several recommendations for im-
proving the effectiveness of HHS awvil nights enforcement
efforts.

122 HHS. Healthy People 2010 Objectives. Educational and
Community-Based Programs. p. 4-8.



Figure 2.3
Resident Poputation of the U.S., Percentage by
Race and Hispanic Origin, 1990 and 1998

White African Asian Native Hispanic

American American American  Ongin

J1990 m19s8

SOuRCE: U.S. Department of Commerce, Bureau of the Census.
“Rasident Population of the Unitsd Stated: Estimates by Sex, Race,
and Hispanic Ornigin, with Median Age.” Dec. 28. 1938, accessaed at
<htipowww. census. gov/dapulation/estimates/nation/intfle3-1.0d>.

Federal, State, and local programs and initistives
aimed at addressing the health cars needs of mi-
nority subgroups can not enly assist in eliminat-
ing disparities, but they also can enhance and im-
prove the effectiveness of OCR's civil rights en-
forcement. [t is crucial that these two compo-
nents, vigorous civil rights enforcement and coor-
dinated program implementation, sre both ad-
dressed if health disparities are to be eliminated
for all Americans.

In this section, the Commission explores the
diversity of the Nation’s health status and the
within-greup differences among minority groups.
Federal statistics agencies rely on four racial clas-
sifications, and cne ethnic classification. to de-
ocribe the populaticn of the United States: white,
black, Asian American/Pacific Islander. American
Indian/Alaska Native, and Hispanic origin.128 As
shown in figure 2.3, white Americans, those of
Eurcpesn descent, compose 72 percent of the

133 The Office of Management and Budget (OMB) controis
the definition of race and ethnicity used for data collection
in all Federal agencies, including HHS and its operating
divicions, such as the Centers for Disease Control For a
mare detailed discussion of racial and ethnic car~gories used
by the Federal Government. see “Racial/Ethnic Categories in
Federal Data Collection,” below.

Nation's populaticn. African Americans are the
largest mineority group. representing 12 percent
of the population. Asian Amertcans account for
almost 4 percent of the populatcn. while Native
American groups represent just under 1 percent
of the population. Persens of Hispanic origin.
who can be in the “whire” or “hlack” race catego-
ries. account for approximately 11 percent of the
populaticn. 124

However. several commentators have sug-
gested that snalyzing only these five groups
macks the intricacies of hesith status. For ex-
ample:

Cultural variations. combined with variations in SES
{sucioeconomic status] suggest that there will be con-
siderable heterogeneity in the & .stributian of disease
and risk factars for disease in racial ar ethmic minar-
1ty populations. . . . Failure to attend to the vanations
in health indicators within a recal category can pre-
wvent the wdentification of health needs for some spe-
cific groups. 125

Thus. it is important to note the differences in
health care status and sccess between whites
and mineorities, and men and women. as well as
to take into sccount the heterogeneity of the mi-
nerity groups themselves. Within each minarity
group. as well gs among the white population.
thoare exiets broad diversity in both heslth status
and use of health services which makes targeted
examination of subgroups critical to under-
standing the needs of groups as s whole. Pro-
grams &nd Initistives must address these
groups. while recognizing the unique creum-
stances and heslth care needs expertenced by gl
members of the groups. A1l individuals develop-
ing Federal pclicies and designing «ivil rights
enforcement strategies alsc must recognize these
differences if health care disparities are to truly
be eradicated.

12¢ U.S. Department of Commerce, Buresu of the Census,
“Resident Population of the United States: Estimates. by Sex,
Rece, and Hispanic Origin. with Median Age,” Dec. 28, 1298,
accessed at <hitp:/www.census gov'population/estimates/
nation/intfled-1.oxt>.

125 Dgwnd R, Williams. Risa Lavizzo-Mourey. and Reuben C.
Warren, “The Cancept of Race and Hesith Status in Amer-
iwca,” Pubiic Heaith Repori. wol. 108 Januarv/February
1994). pp. 26—41 (hereafter cited as Williams et ai.. “The
Concept of Race and Heaith Status™.



Profile of Five Communities

“Research dedicated to a better understanding of
the relationships between health status and dif-
ferent racial and ethnic minority backgrounds
will help us acquire new insights into eliminat-
ing the [health] disparities and develop new
ways to apply our existing knowledge toward this
goal. Improuving access to quality health care will
require working more closely with [all] communi-
ties to identify culturally-sensitive implementa-
tion strategies.”1%6

An understanding of minority groups, and
the characteristics of subcommunities within
them, is crucial to recognizing the discriminatory
barriers faced by many Americans in obtaining
equal access to quality health carc. It will be im-
possible to close the gap in health status be-
tween minorities and nonminorities unless sub-
populations are closely examined. Looking at
only the four racial/ethnic categories on a certain
health risk behavior, such as substance abuse,
reveals some differences by race/ethnicity, but
does not reveal the entire story. As shown in ta-
ble 2.3, breaking out data by race/ethnicity re-
veals differences in health risk factors among
the minority groups, and also reveals dramatic
differences among Hispanic subgroups. For ex-
ample, Native Americans have a higher preva-
lence of cigarette, heavy alcohol, illicit drug, and
marijuana use than any other racial/ethnic cate-
gory. Further, marijuana use varies within the
Hispanic community from 2.7 percent of Central
Americans using marijuana in the past year, to
10.8 percent of Puerto Ricans.!?” Knowledge of
these subtle differences is important when at-
tempting to address health issues. Unfortu-
nately, as shown by this example, data are not
always broken down in this manner for other
racial/ethnic categories.128

It also is important to examine the health ex-
periences of these distinct groups apart from
other groups, so that the issues specific to each
group can be better understocd. According to a
report of the Washington State Department of

126 HHS, “Eliminating Racial and Ethnic Disparities,” p. 2.

127 HHS, Substance Abuse and Mental Health Services Ad-
ministration, Office of Applied Studies, Prevalence of Sub-
stance Use Among Racial/Ethnic Subgroups in the United
States, 1991-1993, April 1998, p. 49, table 4.1.

128 See “Limitations of Racial/Ethnic Data” below.
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Health, such an approach “avoids the suggestion
of competition between groups that can arise
from presenting side-by-side data (i.e., who is
doing worst?).”129 In addition, it may be useful in
certain instances to compare one racial/ethnic
group with “all others.” For example, it can be
ugeful to compare African Americans, for exam
ple, with all other groups, to focus on the specific
disparities unique to those groups.!3® Such a
comparison would show how a certain group
fares compared to the rest of the country, thus
highlighting significant disparities. Nonetheless,
it is important that detailed data be collected on
all racial and ethnic minority groups.

African Americans

“African Americans are at high risk for health
problems, no maiter what measures are used—
birth risk factors, death rates, or sexually related
conditions. Some of these problems may be re-
lated to socioeconomic factors, as reflected in
higher African American use of social and health
services and higher African American poverty
rates. . . . The lack of daia specific to African
Americans has been cited as a major con-
cern....”31

African Americans experience health care dif-
ferently from whites and other populations
within the Nation. However, because of their
long history in the United States and assump-
tions of homogeneity within the group,!32 there
has been little research on diversity within the
African American community. Further, while it
may appear that data collected on minorities
primarily focuses on African Americans,!33 data

129 Washington State Department of Health, Washington
State Health Data Report on People of Color, October 1992,
p. 1 (hereafter cited as WA State Dept. of Health, Data Re-
port on People of Color).

130 See, e.g., Missouri Department of Health; Division of
Chronic Disease Prevention and Health Promotion; Office of
Surveillance, Research and Evaluation, Prevalence of Activ-
ity Limitation and Arthritis Among African Americans in the
City of Saint Louis, Kensas City and the Bootheel Region of
Missouri, January 1999. In this study, African Americans
were cumpared with whites/others together “because of the
small number of ‘other’ ethnic/racial respondents and to
highlight findings among African Americans.” Ibid., p. 5.

131 WA State Dept. of Health, Data Report on People of
Color, p. 22.

132 Nickens, “Health Status of Minority Populations.”
133 Thid.



Table 2.3

Prevalence of Substance Use in the U.S. by Race/Ethnicity, 1991-1993

Cigarette use, Heavy alcohol Any illicit drug Marijuana use,
Race/Ethnicity past year use, past month use, past year past year
Total U.S. Population 30.9% 5.1% 11.9% 9.0%
African Americans 29.9% 4.7% 13.1% 10.6%
Asian/Pacific Islanders 21.7% 0.9% 6.5% 4.7%
Caucasians 31.5% 5.3% 11.8% 8.9%
Hispanics
Caribbean American 21.2% 2.5% 7.6% 5.6%
Central Americans 17.9% 2.2% 5.7% 2.7%
Cuban Americans 27.3% 2.8% 8.2% 5.9%
Mexican Americans 29.1% 6.9% 12.7% 9.1%
Puerto Ricans 32.7% 4.0% 13.3% 10.8%
South Americans 31.3% 3.0% 10.7% 8.4%
Other Hispanics 25.9% 4.9% 10.6% 9.1%
Native Americans 52.7% 4.6% 19.8% 15.0%

Source: U.S. Department of Heaith and Human Services, Substance Abuse and Mental Health Services Administration, Office of
Applied Studies, Prevalence of Substance Use Among Racial/Ethnic Subgroups in the United States, 1997-1993, April 1998, p. 49,

table 4.1.

on the health status of African Americans are far
from complete.!3 In addition, although some
initiatives have ta--~eted African American cul-
ture, the health care industry and researchers
have not articulated the cultural barriers Afri-
can Americans routinely have to overcome. For
example, a report of the Washington State De-
partment of Health observed:

Major concerns about African American health relate
to disparities in health care and the responsiveness of
the system to meet African American needs, combined
with the disparities of African American hcalth status
at each stage of life. Another concern is the difficulty
of getting disaggregated data for African Americans
and the lack of data targeted to the needs of African
Americans.138

African Americans as a group have been in
North America for longer than most racial/ethnic
minorities,13 with the exception of Native

134 See WA State Dept. of Health, Data Report on People of
Color, p. 17.

135 Ibid.

138 See Nickens, “Health Status of Minority Populations,”
HHS, Substance Abuse and Mental Health Services Admini-
stration, Center for Mental Health Services, Culturel Com-
petence Standards in Managed Mental Health Care for Four
Underserved/Underrepresented Racial/Ethnic Greups, Fi-

Managed Mental Health Care, prepublication copy, p. 2
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Americans. As such, African Americans are con-
sidered to be a homogeneous group, with few
cultural differences.!’3” However, the category
“black” or “African American” often is inter-
preted to include more recent immigrants from
Egypt, Ghana, Nigeria, Haiti, Panama, Jamaica,
Trinidad, Barbados, and other Caribbean na-
tions.13 Recent African refugees include persons
from Ethiopia, Somalia, Sudan, and Liberia.!3
Thus, there is diversity in the national origins,
cultures, religions, and languages within the
African American and black populations in the
United States.!4® One author notes:

[Iodividuals] now described as African American
come from several specific cultural experiences that
are different in terms of language, learned behavior,
beliefs, and values. They come from the African con-

(hereafter cited as SAMHSA, Cultural Competence Stan-
dards).

137 Nickens, “Health Status of Minority Populations.”

138 SAMHSA, Cu/tural Competence Standards, p. 2.

119 Clay Simpson, Deputy Assistant Secretary for Minority
Health and director, Office of Minority Health, HHS, state-
ment, “Healthy People 2000: Black American Progress Re-

view,” accessed at <http://www.cdc.gov/nchs/nchswww
/about/otheract/hp2000/blkprog.htm>.

140 T or <a Scott McBarnett, “African American Women,” pp.
43-66 in Marcia Bayne-Smith, ed., Race, Gender, and
Health (Thousand Oaks, C2: Sage Publications, 1996), p. 45;
Williams et al., “The Concept of Race and Health Status.”



tinent, from the English-, French-, Dutch-, Portu-
guese-, and Spanish-speaking nations of the Carib-
bean, and from the Americas, including the urban and
rural areas of the United States. They mingle and live
together in neighborhoods in the United States; be-
cause of their commonality of black skin and features,
society regards them all as African Americans and
aggregates their health and social problems as though
they all share the same backgrounds, family struc-
ture, and belief systems. Unfortunately, this type of
analysis, though relatively easy to do and report inu
the context of health policy and health status indica-
tors, masks issues of cultural diversity, illness be-
havior, and preferences among these [individuals].!4!

Nonetheless, little research has been done
and there is little information available on the
relationship between health and culture for Afri-
can Americans. One article in the Journal of
Cardiovascular Nursing discussed the link be-
tween nature and healing by some African and
Caribbean American persons. For example, the
author noted that lemon juice, vinegar, and/or
Epson salts are sometimes used as remedies for
certain illnesses. In addition, root teas, herbal
teas, and garlic tablets may be used to treat hy-
pertension.142 Further, according to the author,
some African Americans may turn not to physi-
cians but to other caregivers for health care ad-
vice, such as ministers in a church environment
or older women in the community. This is in
keeping with values focusing on family net-
works, religion, and reliance on traditional home
remedies.!43

According to the Centers for Disease Control
(CDO), in 1996, 77,641 African Americans died
from heart disease, the leading cause of death
for blacks. Another 60,766 African Americans
died from various cancers. The other eight most
common causes of death for African Americans
are cerebrovascular disease, human immunode-
ficiency virus (HIV), accidents, diabetes, homi-
cide, pneumonia and influenza, chronic obstruc-
tive pulmonary diseases, and conditions origi-
nating in the perinatal period.14¢ To effectively
treat such health problems, and to reduce the

141 McBarnett, “African American Women,” p. 45.
142 Kernicki, “A Multicultural Perspective,” p. 33.
43 Ibid., p. 34

144 HHS, Centers for Disease Control, National Vital Statis-
tics Report, vol. 47, no. 9 (Nov. 10, 1998), p. 33, table 8
(hereafter cited as CDC, National Vital Statistics).
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disparities between African Americans and other
racial/ethnic groups on such measures, it is im-
portant to recognize how culture can vary within
the African American community, and how so-
cial factors are related to health.

For example, African American women in the
District of Columbia have the highest death
rates due to child cirth in the country.145 Almost
26 out of every 100,000 live births to black
mothers in the District of Columbia result in
maternal death, compared with a national rate
of 19.6 deaths per 100,000 live births, which re-
flects the “dismal health status of African
Americans in the District.”146 One reason may be
the lack of prenatal care, which is compounded
by African American women’s distrust in the
health care system. According to the Washington
Post, many women “suffer so much social aliena-
tion that they simply withdraw and refuse to
trust health care.”14?7 Such distrust may be the
result of miscommunication, lack of culturally
competent care, and discriminatory practices.

Cancer

In a recent telephone survey conducted for
the New America Wellness Group and the More-
house School of Medicine, 27 percent of African
Americans identified cancer as the medical
problem of greatest concern.!® Compared with
all other racial/ethnic groups, African Americans
have the highest overall age-adjusted death rate
for cancer.149 According to HHS:

African Americans have a vastly different cancer ex-
perience from whites. Statistics show that African
Americans have higher age-adjusted incidence and
mortality rates for many cancers and lower survival
rates that do whites for all but 6 of 25 primary cancer
sites. This difference between the races represents
both a challenge to understand the reasons, and an

145 Avram Goldstein, “Mothers’ Childbirth Deaths Still High
in D.C.: Rate for Black Women Reflects Racial Disparity,”
Washington Post, June 18, 1999, p. B-1.

146 Tbid., p. B—4. The national maternal mortality rate is 7.7
for all women, and 5.3 for white women. Ibid.

147 Ibid.

148 New America Wellness Group/Morehouse School of
Medicine Multiethnic Healthcare Attitudinal Research,
Quantitative—Telephone Study, Hispanics/African-
Americans/ Caucasians, March 1999, p. 44 (hereafter cited
as New America Wellness Group, Telephone Study).

149 NCHS, Health, U.S., 1998, p. 203. See app. 2.1.



opportunity to lower morbidity and mortality and to
raise survival rates. 150

In 1994 African American men had higher rates
of prostate, lung, and oral cancer compared with
other groups.!5! African American women had
higher rates of cancer of the lung, colon, and rec-
tum than other racial and ethnic groups, except
Alaska Natives.152 In 1996 the death rate due to
breast cancer for African American women was
26.5 (per 100,000 people), compared with 19.8
for white women.!53 Although the incidence of
breast cancer is somewhat lower for African
American women compared with white women
(100.5 cases per 100,000 and 112.8 cases per
100,000, respectively), African American women
are more likely to develop breast cancer at
younger ages, and are more likelv to die as a re-
sult of breast cancer.154

There has been little research on health dif-
ferences among the various African American
populations. However, one study in the early
1980s found that, among English-speaking Afri-
can Americans in the Northeastern United
States, American-born black women had higher
rates of breast cancer than Haitian and Carib-
bean immigrants. Further, both American-born
and Haitian women had higher rates of cervical
cancer than English-speaking Caribbean immi-
grants. 155

Risk factors also vary among and within ra-
cial and ethnic categories. According to the
American Cancer Society, risk factors related to
cancer include being overweight and smoking.
Approximately 28 percent of African American
men and 38 percent of African American women

150 HHS, Healthy People 2010 Objectives, Cancer, p. 17-5.

151 American Cancer Society, “Cancer Facts & Figures—1997:
Racial and Ethnic Patterns,” accessed at <http://www.cancer.
org/statistics/97cfi/racial htmBtgroup> (hereafter cited as
American Cancer Society, “Racial and Ethnic Patterns”).

152 Thid.
153 NCHS, Health, U.S., 1998, p. 203. See ap. 2.1.

154 American Cancer Society, “Breast Cancer Facte & Fig-
ures 1997: Who Gets Breast Cancer?” accessed at <http://
www.cancer.org/statistics/97bcff/who.html>.

155 Williams et al., “The Concept of Race and Health Status,”
citing R.B. Hill, “Comparative Sociceconomic Profiles of
Caribbean and non-Caribbean Blacks in the U.S.,” paper
presented at the International Conference on Immigration
and the Changirz Black Population in the United States,
University of Michigan, Center for Afro American and Afri-
can Studies, May 18-21, 1983.
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are overweight. Further, 34 percent of African
American men smoke, as do 22 percent of Afri-
can American women.15 Failure to take preven-
tive measures also is related to high incidence
rates of cancer. For example, only 55 percent of
African American women over the age of 50 re-
ported having had a mammogram and a clinical
breast exam within the last 2 years.157

Diabetes

According to survey data, diabetes is another
disease that African Americans are greatly con-
cerned about—12 percent of the African Ameri-
can survey respondents identified diabetes as
the medical problem of greatest concern to
them.!58 One reason for this concern is that
many African Americans have experienced dia-
betes through family members who have the dis-
ease.l® Data from the Centers for Disease Con-
trol show that 2.3 miilion non-Hispanic blacks
(10.8 percent) suffer from diabetes.10 Further,
25 percent of African Americans between the
ages of 65 and 74, and 25 percent of African
American women over 55 have diabetes.!61

Diabetes also is of concern because of the de-
bilitating consequences it can have, including:
heart disease, strcke, high blood pressure,
blindness, kidney disease, amputations, and
dental disease.162 According to HHS’ draft objec-
tives for Healthy Pecple 2010, “Diabetes is a
major clinical and public health challenge, espe-
cially in minority communities where both the
prevalence of diabetes and the risk of devastat-
ing associated complications is substantially

156 American Cancer Society, “Facial and Ethnic Patterns.”
157 Thid.
158 New America Wellness Group, Telephone Study, p. 44.

159 Andrew Ehrlich, president, Ehrlich Transcultural Con-
sultants, statement at New America Wellness Grouyp Press
Conference, Apr. 27, 1999, transcript, p. 9.

160 HHS, Centers for Disease Control and Prevention, Na-
tional Center for Chronic Disease Prevention and Health
Promotion, National Diabetes fact sheet, Nov. 1, 1998, p. 2
(hereafter cited as CDC, Diabetes Fact Sheet).

161 American Diabetes Association, African American Pro-
gram, “Diabetes in African Americans,” accessed at
<http://www.diabetes.org/africanamerican/diabetesin.asp>.

162 CDC, Diabetes Fact Sheet, pp. 3—4. See also Edward J.
Sondik, director, National Center for Health Statistics, Of-
fice of Minority Health, HHS, stctement, “Healthy People
2006: Black American Progress Review,” accessed at
<http://www.cdc.gov/ncha/nchswww/about/otheract/hp2000/b
lkprog.htm>.



greater than in the majority community.”163 The
National Institute of Diabetes and Digestive and
Kidney Diseases (NIDDK) also notes that the
complications of diabetes disproportionately af-
fect minorities. African Americans, for example,
have higher rates of kidney failure and amputa-
tions resulting from diabetes than do whites.184
In addition, African Americans are 40 to 50 per-
cent more likely than whites to develop diabetic
retinopathy.165

To increase awareness of diabetes within the
African American community, the American
Diabetes Associaticn’s African American Pro-
gram has partnered with churches. According to
the association:

[Churches] provide an excellent setting for grassroots
diabetes awareness programs. Churches have always
played a critical role in the African American commu-
nity. They provide strong community leadership, they
have a genuine concern about the health of their
members, and they can serve as a link between
church members and the general community .68

Programs such as these will help increase
awareness of diabetes and, it is hoped, assist in
eliminating disparities in the prevalence of dia-
betes among racial and ethnic groups. Nonethe-
less, it is important to address the extent of civil
rights violations that may contribute to differ-
ences in identification and treatment of diabetes.

HIV/AIDS

According to a survey by the Kaiser Family
Foundation, more than one half of African
Americans identified AIDS as the most urgent
health problem facing the Nation.167 The preva-
lence of HIV/AIDS is critical among minority
populations in general, but particularly so
among African Americans in the Upited States.
African Americans and Hispanics exhibit rates

163 HHS, Healthy People 2010 Objectives, Diabetes, p. 18—4.

184 Jean Oxendine, “Who Has Diabetes?” Closing the Gap,
February/March 1999, p. 5.

185 Thid. Diabetic retinopathy is a condition in which bleod
vessels in the retina are damaged. “Keep Sight of Diabetic
Eye Disease,” Closing the Gap, February/March 1999, p. 13.

166 American Diabetes Association, African American Pro-
gram, “Diabetes Sunday,” accessed at <http:/www.diabe
tes.org/africaname rican/sunday.asp>.

167 Kaiser Family Foundation, National Survey of African

Americans on HIV/AIDS, accessed at <http:/hivinsite.
ucsf.edu/social/kaiser_family_found/2098.393b.html>.
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of infection at approximately three times that of
whites.168 AIDS is the fourth leading cause of
death among African American men and women
combined.1$® Tragically, the number of those in-
fected continues to grow, as AIDS cases in the
black community multiply. In 1995, for every
100,000 African Americans, there were 92.6 re-
ported cases of AIDS, a rate 6 times higher than
that for whites and two times that for Hispan-
ics.17® African American men account for 39 per-
cent of all new AIDS cases among men; African
American women account for 60 percent of all
new cases among women.!”! AIDS is the number
one cause of death for African American men
and women 25 to 44 years old.172

A large proportion of African American
women of childbearing age also have AIDS.
Studies show that HIV in African American
childbearing women is 15 times that of white
women.!78 This has the potential to result in a
dramatic incre=se in the rates of pediatric AIDS
in African American communities, particularly if
these cases go untreated.

There are identifiable disparities in the mor-
tality rates among minorities infected with HIV
due to the late identification of the disease and
lack of health insurance to pay for expensive
drug therapies. Inadequate recognition of risk,
detection of infection, and referral for followup
care are major issues for African Americans as a
high risk population.!™ Lack of detection is
caused in part by the stigmatization African
Americans associate with infection, because of
the inferred association with other high risk
groups such as intravenous drug users and ho-

168 Nickens, “Health Status of Minority Populations.”

169 HHS, Office of Minority Health Resource Center,
“African American Health Facts,” fact sheet, April 1997
(hereafter cited as OMHRC, “African American Health
Facts”).

170 Thid.

171 Kaiser Family Foundation, Survey of African Americans
on HIV/AIDS.

172 OMHRC, “African American Health Facts.” See also
HHS, Healthy People 2010 Objectives, HIV, p. 21-4.

173 WA State Dept. of Health, Data Report on People of
Color, p. 22.

174 HHS, “Eliminating Racial and Ethnic Disparities in
Health.”



mosexual men.1” As a result, approximately
one-third of blacks who are at risk have never
been tested.1’® Better prevention strategies,
which have a community specific approach, are
necessary if the AIDS epidemic is to be con-
trolled and the growth in infection rates cur-
tailed.

Asian Americans and Pacific isfanders

“During our 160-year history, most portrayals of
Asian Americans have perpetuated insidious
stereotypes including the Eurocentric perception
of Asian Americans as foreign, exotic, and non-
American. There have been few images that re-
flect the complexity of Asian American experi-
ences.”177

“In order to provide adequate health seruvices to
all Americans, health researchers must incorpo-
rate knowledge of the great diversity of Ameri-
cans tnto our health services.”178

Demographic Prcfile

In 1997 the Asian American and Pacific Is-
lander (AAPI) population in the United States
was estimated at 10.1 million people, which is
3.8 percent of the total population.l” By the year
2000, this population is expected to reach 12.1
million and represent about 4.0 percent of the
total population.!80 Asian Americans and Pacific

175 HHS, Office of Public Health and Science, Office of Mi-
nority Health, “The Minority AIDS Crisis,” Closing the Gap,
April 1999, p. 2

176 HHS, “Eliminating Racial and Ethnic Disparities in
Health.”

177 Maria Hong, ed., Growing Up Asian American (New
York: Avon Books, 1993), p. 15.

178 Valentine M. Villa, Steven P. Wallace, Ailee Moon, and
James E. Lubben, “A Comparative Analysis of Chronic Dis-
ease Prevalence Among Older Koreans and Non-Hispanic
Whites; Vulnerable Populations, Part 2,” Family and Com-
munity Health, vol. 20, no. 2 (July 1997), p.12 (hereafter
cited as Villa et al., “Chronic Disease and Prevalence Among
Older Koreans and Non-Hispanic Whites”).

179 U.S. Department of Commerce, Census Bureau, Eco-
nomics and Statistics Information, Bureau of the Census,
Current Population Reports, “The Asian and Pacific Islander
Population in the United States: March 1997 (Update),”
accessed at <http://www.cersus.gov>.

180 [J.S. Department of Commerce, Economics and Statistics
Administration, Bureau of the Census, Statistical Brief,
“The Nation's Asian and Pacific Islander Population—1994,”
accessed at <http://www.census.gov> (hereafter cited as
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Islanders are not a homogeneous group. Sub-
groups differ in language, culture, and recency of
immigration. Asian immigrants in the United
States come from more than 30 countries and
speak more than 100 different languages. In
1990 the largest subpopulations were Chinese,
Filipino, Japanese, Asian Indian, Korean, and
Southeast Asian. By the year 2000, Filipinos are
projected to be the largest Asian subpopulation
followed by Chinese, Vietnamese, Korean, and
Japanese Americans.!8! (For a projected popula-
tion comparison with other racial and ethnic mi-
norities, see appendix 2.3).

Asian Americans and Pacific Islanders had a
higher rate of population growth between 1990
and 1998 than any other race or ethnic group at
37 percent.!82 The AAPI population is young,
with an estimated median age of 31.2 years—4
years younger than the median for the U.S.
population as a whole. The largest percentage of
Asian Americans and Pacific Islanders reside in
the Western United States (55.7 percent).182 The
States with the highest concentration of AAPIs
were Hawaii (63 percent of the total population),
California (12 percent), Washington (6 percent),
and New York and New Jersey (5 percent
each).184 In 1997, 24 percent of the Nation’s for-
eign-born residents were Asian Americans and
Pacific Islanders. Six in 10 AAPIs in the United
States were foreign born.!$5 China (including
Hong Kong) and the Philippines were the lead-
ing countries of origin, after Mexico, for the Na-
tion’s foreign-born residents in 1997.185

Census, “The Nation’s Asian and Pacific Islander Popula-
tion—1994”).

181 HHS, National Institutes of Health, Office of the Direc-
tor, Women of Color Health Data Book, NIH Publication No.
98-4247, p. 16 (hereafter cited as NIH, Women of Color
Heaqlth Data Book).

182 J.S. Department of Commerce, Economics and Statistics
Administration, Bureau of the Census, “Census Bureau
Facts for Features,” accessed at <http://www.census.gov
/Press-Release/www/1999/cb99ff06.htmI> (hereafter cited as
Bureau of the Census, “Facts for Features”).

133 UJ.S. Department of Commerce, Economics and Statistics
Administration, Bureau of the Census, Statistical Abstract
of the United States, 1998, October 1998, p. 31 (hereafter
cited as Census, Statistical Abstract, 1998).
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Often Asian Americans are considered to be a
privileged and prosperous minority. While this is
true for a few subgroups of Asian Americans,
there are many who are economically disadvan-
taged. Although the median household income of
Asian American and Pacific Islander families
was $45,259 in 1997, approximately 14 percent
of all AAPIs have income below the poverty
level.187 This is higher than the poverty rate for
non-Hispanic whites and reflects the degree of
disparity between subgroups. For example,
Vietnamese Americans bave an average family
income that is about half that of the Asian
American and Pacific Islander population as a
whole.188 Further, because AAPI households are,
on average, larger than white hcuseholds, their
estimated income per member is lower ($18,569
compared with $20,093). Nationally, AAPI
households have a median of 3.15 persons as
compared with 2.23 in metropolitan white
households.18? AAPIs are more likely than non-
Hispanic whites to reside in metropolitan areas
(95 percent compared with 75 percent), and the
proportion of AAPIs living in central cities is al-
most twice that of non-Hispanic whites.1%0

Educational attainment rates differ among
the groups, with high school graduation rates
varying from 31 percent for Hmongs to 88 per-
cent for Japanese. Among Pacific Islanders the
proportion with a high school diploma ranges
from 64 percent for Tongans to 80 percent for
Hawaiians.!9! In 1994, 46 percent of AAPI men
and 37 percent of AAPI women held at least a
bachelor's degree. Among the specific groups,
Asian Indians had the highest proportion at 58
percent, and Tongans, Cambodians, Laotians,
and IImorgs were the least likely to have a
bachelor’s degree with proportions of 6 percent
or less.192

187 Thid.
188 Nickens, “Health Status of Minority Populations,” p. 27.

189 U.S. Department of Commerce, Economics and Statistics
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The Myth of the "Model Minority”

Some commentators contend that the “model
minority” image surrounding Asian Americans
was constructed to provide proof that the U.S.
social system does work for minorities.!9 The
“model minority” label has implications for the
health and economic status of Asian Americans
because their health problems are often ignored
or trivialized, suggesting that they can take care
of things on their own. Such a classification fur-
ther overlooks the diversity among Asian Ameri-
cans and some of the unique problems faced by
recent refugees and immigrants.

By describing Asian Americans as socio-
economically and educationally successful, the
“model minority” myth masks the needs of AAPI
communities.!% This claim of success is used as
proof that racism does not cause disadvantage
and, it has been argued, “The myth makes Asian
Pacific Americans racial wedges to maintain
white privilege against African Americans and
Latinos. At the same time, that claim casts
Asian Pacific Americans as honorary whites, de-
nying both the racial identity of and the effects
of racism on Asian Pacific Americans.”1%

When good health is assumed based on this
myth of success, specific health problems may be
overlooked.1% It is ironmic that the “positive”
stereotypes of Asian Americans have such a
negative effect and may be one reason for the
lack of available health information. When
stereotyping is positive, it can lead to hostility on
the part of other minorities and the majority. It
can further stifle assimilation by reinforcing
public perceptions of the minority as “generic
and unidimensional.”19” The image of Asian
Americans as generally healthier than their
white counterparts has been difficult to dispel.198

193 NIH, Women of Color Health Data Book, p. 18.
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Health Concerns

In 1992 the Commission reported that two
factors appear to limit Asian Americans’ access
to health services in the United States: language
and cultural barriers, and a lack of data depict-
ing the health status of Asian Americans.!%?
Seven years later, those barriers persist, com-
pounded by cultural, linguistic, structural, and
financial barriers to health care, particularly
among specific groups of Asian Americans and
Pacific Islanders.200

Differences in health status are a direct re-
flection of differences in ability to access heaith
care services. One study showed that visits to
the emergency room represent 18.8 percent of
total visits to health care facilities by AAPIs as
compared with 11.7 percent for whites.20! If re-
siding illegally in the United States, AAPIs may
not seek out fiealth care for fear that their resi-
dential status will be exposed and they will be
deported.

Health insurance coverage also varies by
subpopulation. Despite high rates of coverage in
general, some subpopulations lack health insur-
ance, which results in the inability to access
health services and subsequently higher use of
emergency room care. There are 2 million Asian
Americans/Pacific Islanders without health in-
surance, with Korean Americans the most likely
of any ethnic group to be uninsured.?0 Fifty per-
cent of Korean Americans under the age of 65
living in Los Angeles have no health insur-
ance.203

While there is relatively little information
about specific within-group differences among
the AAPI population, there is evidence that dis-
parities exist, particularly for cardiovascular
disease, cancer, and tuberculosis. There have
been few studies done on cardiovascular disease
in Asian Americans and Pacific Islanders. Of the
few that are available on coronary heart disease,
most focus on Japanese Americans. Those stud-
ies reveal that Japanese Americans have higher

199 USCCR, Civil Rights Issues Facing Asian Americans in
the 1990s (Washington, DC: Government Printing Office,
1992) (hereafter cited as USCCR, Civil Rights Issues Facing
Asian Americans).

200 NTH, Women of Color Health Data Book, p. 18.

201 Mayeno and Hirota, “Access to Health Care,” p. 359.
202 Bau, “We're Not All a Picture of Health,” p. 5.

203 NIH, Women of Color Health Data Book, p. 19.
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rates of coronary heart disease than do those
living in Japan. The same is true for Filipinos,
with higher rates for those living in the United
States as compared with those in the Philip-
pines.2% Asians tend to have lower overall cho-
lesterol levels and lower incidence of coronary
heart disease than whites, but coronary heart
disease is still the leading cause of death for all
Asian Americans.2%5 The risk of hypertension
also varies by subpopulation, being more of a
concern for Filipino Americans (25 percent) than
for Chinese Americans (16 percent) or Japanese
Americans (13 percent).2% Not only do rates of
cardiovascular disease differ, but the ways in
which these illnesses are manifested and de-
tected differ between racial and ethnic minori-
ties, based on cultural beliefs and norms. Ac-
cording to one study:

A belief in the Chinese culture is that the heart is the
center of emotion. Thus, when Chinese Americans
express strong emotion they frequently report cardiac
symptcms. Careful screening of patients who com-
plain of chest pain may help to delineate whether
symptoms related to such emotional events as loss of
a loved one are cardiac in origin or are manifestations
of emotionzl upheaval.207

A major cardiovascular risk factor for Viet-
namese males is cigarette smoking. When com-
pared with other ethnic groups in the United
States, Vietnamese males smoke at higher rates
than white males and other Asian/Pacific males.
Because so many Asian Americans and Pacific
Islanders in the United States are immigrants,
their }ives have been influenced by a history of
tobacco use in Asia and the Asian Pacific.208
Smoking is prevalent among AAPIs in general,
but rates vary according to ethnicity and gender.
For example, among AAPI women, Japanese

204 Kernicki, “A Multicultural Perspective,” p. 34.
205 Thid.
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208 HHS, Centers for Disease Control and Prevention, Na-
tional Center for Chronic Disease Prevention and Health
Promotion, Office on Smoking and Healtah, Tobacco Use
Among U.S. Racial/Ethnic Minority Groups: A Report of the
Surgeon General, 1998, p. 211, accessed at <http://www.
cdc.gov/tobacco/sgr-min-pdfichap4.pdf> (hereafter cited as
CDC, Tobacco Use).



American women are most likely to smoke and
Chinese American women are the least likely.209

Tuberculosis (TB) is more common among
Asian American populations than among any
other racial/lethnic group, and is nearly four
times that of the general population.2!® The inci-
dence of TB is 41.6 per 100,000 among AAPIs,
compared with 2.8 for whites, 22.4 for blacks, 16
for Hispanics, and 14.5 for American Indi-
ans/Alaska Natives.21!

With the exception of Native Hawaiians,
overall cancer rates among Asian Americans are
lower than for whites. However, cancer killed
more people than heart disease in only one racial
or ethnic group in 1995: Asian American and
Pacific Islander women. Cervical cancer is
nearly five times more likely among Vietnamese
American women than white women.212 Liver
cancer among Vietnamese Americans is more
than il times higher than among whites. Chi-
nese Americans have the highest rate of naso-
pharyngeal cancer of any racial/ethnic group.2!3
Other prevalent types of cancer among AAPIs
include hepatoma, lung, breast, gastric, and co-
lon cancers.214 Breast cancer incidence is lower
among AAPIs than whites, but ranges from 29
cases per 100,000 among Korean women to 106
per 100,000 among Native Hawaiian women.
Further, women whose families have lived in the
United States longer are at greater risk than
new immigrants.215

Compared with other racial/lethnic groups,
Asian Americans and Pacific Islanders as a
whole have relatively low rates of HIV/AIDS in-
fection.2!6 In 1996 Asian Americans reported 8

209 Tkemoto, “The Fuzzy Logic of Race and Gender,” p. 814.
210 NIH, Women of Color Health Data Book, p. 20.

211 Jgnatius Bau, “We're Not All a Picture of Health,” Asian
Week, The Voices of Asian Americans, Feb. 18, 1999, p. 5.

212 Thid.

213 OMHRC, “AAPI Executive Summary.”
214 Saphir, “Asian Americans and Cancer.”
215 Thid.

216 Although Asian Americans still exhibit low rates of
AIDS, Asia faces the most rapidly growing epidemic of HIV
in the world, with the number of Asians infected with HIV
doubling between 1992 and 1996. In 1998 experts estimated
that 7 million Asians are already infected with HIV. The
World Health Organization speculates that if current trends
continue, there may be more new HIV infections in Asia at
the beginning of the 21st century than in either Africa or
Latin America. See “Epidemiology AIDS Experts Say HIV is

31

cases of AIDS per 100,000 neople as compared
with 111 cases among African Americans, and 52
among Hispanics.?2!” In June 1997, the Centeis
for Disease Control and Prevention reported
4,370 known AIDS cases among AAPIs.218 These
low rates may reflect many factors, including
differences in intravenous drug use and sexual
behavior, but also the underreporting of infec-
tion.219 AIDS outreach workers suggest that
AIDS is vastly underreported among Asian
Americans, partly because of a reluctance to dis-
cuss the sensitive tcpics surrounding AIDS. The
result is that many Asian Americans do not seek
medical attention until very late stages of the
disease.220

The overall low rate of HIV infection has im-
portant implications for Asian Americans be-
cause it may result in a degree of complacency
and lack of knowledge about the disease and
high risk behaviors, despite recent growth in
disease prevalence. The low numbers have also
reinforced the denial of many Asian Americans
that AIDS is indeed a threat.22! Moreover, it has
bee. speculated that because of the geographic
and social isolation of many AAPI communities,
the effect of HIV is magnified once it is intro-
duced.222

Experts agree that education about the
transmission of HIV is particularly important in
populations where incidence rates are low be-
cause people may erroneously perceive them-
selves not to be at risk,223 and because early edu-
cation can be an effective prevention strategy.
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According to one AIDS activist, “Other popula-
tion groups were not given much time to perform
outreach and primary prevention before the
caseloads in their communities reached tragic
neaks, but if we are effective as a community, we
may succeed in thwarting a peak before it hap-
pens.”224

However, efforts to educate Asian American
and Pacific Islander communities appear to be
lacking. According toc an NCHS study that com-
pares the health status of Asian American sub-
groups, Vietnamese Americans are more likely
than any other group to report not knowing any-
thing about AIDS (21 percent).225 In addition, 9
out of 10 Vietnamese Americans and three-
fourths of those in other Asian Amsrican sub-
groups have never been tested for HIV/AIDS. 226
A study by the San Francisco Health Depart-
ment revealed that Chinese, Japanese, and Fili-
pino Americans have a strong awareness of
AIDS, but exhibit a “high level of ignorance”
ebout how the disease is transmitted.227

There is also a degree of disparity in AIDS in-
cidence rates among AAPI subgroupe. For ex-
ample, Filipino Americans have the highest per-
centage of AIDS cases among all Asian Ameri-
cans and Pacific Islanders.?22 They account for
45 percent of all AIDS cases among Asians na-
tionally. But, until recently, there has been little
data collected on various Asian American ethnic
groups, and yet State and Federal agencies have
cited lack of statistics about AAPIs as a reason
not to fund AIDS and HIV-rzlated research and
programs targeting Asian American communi-
ties.229

Underreporting, coupled with the failure of
health agencies to collect data on HIV/AIDS in

224 Valene Chow Bush and Angelo Ragaza, “A Community
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Asian American communities, contributes to the
perceived low rates of occurrence. In 1994 the
CDC mandated that all local and State health
agencies perform community needs assessments
and epidemiological profiles of their communi-
ties. Despite this mandate, many agencies have
continued to fail to include Asian Americans and
Pacific Islanders in their surveys and evalua-
tions.23 As a result, thorough data have not
been collected on this population, particularly on
the prevalence of AIDS. The Asian American
and Pacific Islander population is also often mis-
represented in the data that are available be-
cause AAPIs are categorized as “other” rather
than a separate subgroup.23!

Relatively little is known about other health
concerns of specific Asian American populations,
particularly those that have immigrated to the
United States more recently. It has been argued
that the data that are available have been used
to make inferences about the health of all Asian
American populations, but these conclusions are
inadequate and exclude politically invisible mi-
norities within the AAPI population, such as Ko-
reans.?3 Translation of current available health
data to include these subgroups is inaccurate,
particularly due to socioeconomic differences and
demographic diversity among Asian populations,
as indicated above. This is especiaily true with
older Asian Americans, since their cultural and
immigration experiences differ greatly from
those of younger Asian Americans and the gen-
erations of those who have heen born in the
United States:

The need to tailor both the targeting of needs and
interventions make it cbvious that there is no single
Asian formula that can work for the diversity of older
Asians. The third-generation Japanese American, the
Filipino World War II veteran who has been in the
United States for 40 years, and the recently arrived
older Korean will each have very different needs in
addition to different cultures and experiences.233
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The case of the growing Southeast Asian
populations, including Vietnamese, Sino-
Vietnamese, Cambodian, Lao, and Hmeong, is
unique as well. Many Southeast Asian refugees
have severe health problems due to malnour-
ishment, abuse, confinement and servitude in
camps, and inadequate health care, particularly
during war years.?3 Further, many have been
forced to live in poverty-stricken and overcrowd-
ed conditions in the United States. Health prob-
lems that disproportionately affect these groups
include tuberculosis, hepatitis B, malaria, mal-
nutrition, conjunctivitis, trichinosis, anemia,
leprosy, and intestinal parasites.23% Approxi-
mately 40 percent of Southeast Asian refugees
have encountered major difficulties in obtaining
medical services.23 Difficulties include lack of
familiarity with the process of obtaining care,
language problems, lack of financial resources to
pay for care, and difficulties getting to health
care facilities.

Pacific Islanders and Native Hawaiians make
up cnly 5 percent of the total AAPI category and
have socmewhat different health concerns and
thus different health needs than other Asian
American groups. The needs of Native Hawai-
ians in particular are akin to those of Native
Americans, as they share many health charac-
teristics, including overall poorer health. For
example:

Compared with whites, Native Hawaiians
experience excess death rates from heart dis-
ease, cancer, diabetes, infant mortality, and
unintended injury.237

Native Hawaiians are twice as likely as white
residents of Hawaii to have diagnosed diabe-
teg.238

Native Hawaiians have the shortest life ex-
pectancy of any ethnic group in Hawaii, as
well as the highest incidences of chronic dis-
eases such as diabetes and heart disease of
any ethnic group in the State.

234 Laura Uba, “Cultural Barriers to Health Care for South-
east Asian Refugees,” Public Heaith Report, vol. 107
(September/October 1992), pp. 544—48.

235 Thid., p. 544.
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237 Williams et al., “The Concept of Race and Health Status.”
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e The age-adjusted death rate for Native Ha-
waiians is 901 per 100,000 persons, compared
with 524 per 100,000 for the total U.S. popu-
lation.23?

Nationally, Hawaiian males rank second only
to African Americans in overall cancer death

rates.240

Health experts in Hawaii have attributed the
poor health status of Native Hawaiians to sev-
eral factors, including poor diet and lack of exer-
cise, failure to seek timely medical care because
of conflicts in cultural values, and limited access
to treatment by medical specialists.24! Other Pa-
cific Islanders also have some unique heath is-
sues. For instance, in all the U.S.-associated Pa-
cific Island jurisdictions, the rate of infant mor-
tality exceeds that of the United States. Infant
mortality rates range from 9.5 per 1,000 in
Guam to 52 per 1,000 in the Federated States of
Micronesia.?42

Cultural Competency

Because of the great diversity among Asian
American and Pacific Islander populations, one
of the priority concerns for these communities is
the need for culturally competent and culturally
and linguistically appropriate health services.243
Asians may avoid medical services that seem
irrelevant to them; thus, for health care practi-
tioners to provide culturally competent care,
they must understand the importance of dis-
cussing health care issues and treatments with
patients so that they understand why a particu-
lar action is necessary. For example, health care
providers offering nutritional counseling to
Asian Americans must be aware of the types of
foods they generally eat.24¢ Many times, the cul-
tural beliefs of AAPIs are blamed for their un-
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deruse of services; however, this perspective ig-
nores the responsibility of health systems to re-
spond to the multicuitural changes in society.24

In Vietnamese culture, health is viewed as a
facet of unity, harmony, and balance with the
universe. Imbsalance is believed to lead to dis-
comfort and illness.246 Dietary habits are also
considered extremely important as demon-
strated by the Vietnamese proverb, “Illness en-
ters from the mouth.”?¢7 When ill, many Viet-
namese Americans will combine traditional cul-
turzl understandings of illness with Western
medicine, which could lead to a divergence from
prescribed treatments.?4¥ Vietnamese culture
also idealizes stoicism, associating strength of
character with the ability to withstand pain or
discomfort. This belief may cause delay in seek-
ing medical care until a disease is in an ad-
vanced state.

Despite their poor health conditions, there is
evidence that Southeast Asian refugees un-
deruse health services. Several cultural reasons
have been cited for the lack of utilization of
health services by Southeast Asians. One expla-
nation may be a cultural attitude about the na-
ture of life and the belief that suffering is inevi-
table.24? As a result, medical treatment may be
viewed as an inappropriate response to physical
pain. For exzample, Hmong believe that the
length of a person’s life is predetermined, and
therefore that life-saving health care is worth-
less.250

Another explanation for reluctarce to use
health services may be that Southeast Asiax be-
liefs about sources of illness and treaiment
methods differ from Western models.?5! For in-
stance, it is believed that illnesses are caused by
a combination of organic problems and super-
natural causes, such as an imbalance of the yin

245 Laurin Mayeno and Sherry M. Hirota, “Access to Health
Care,” pp. 347-75 in Nolan W. S. Zane, David T. Takeuchi
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and yang, an obstruction of life energy, or failure
to be in harmony with nature.252 To remeay the
resulting ailments, many rely cn herbal reme-
dies and religious healers. Since Western medi-
cine only validates organic or psychological
causes of illnesses, Southeast Asians may feel
that it is inappropriate in many cases.253 There
is also a degree of mistrust toward medical pro-
viders, resulting in part from their inability to
cure many illnesses due to the patient’s delay in
obtaining care. This distrust is further com-
pounded by unfamiliarity with medical methods
and diagnostic technigues:

[M]any Southeast Asians misinterpret the functions
of various diagnostic techniques. For example, some
believe that X-rays are curative. If they undergo an X-
ray procedure and do not become well, they may think
that Western medicine is ineffective for their illness
and not seek further Western medical services. Many
Southeast Asian refugees believe that surgery upsets
the soul or causes the spirit to leave the body. Scme
Lao, for example, believe that immunizing babies can
be dangerous for the baby’s spirit. Thus, they may
balk at immunization, invasive diagnostic techniques,
or surgery.254

The health care system has not yet responded
to the growing and changing Asian American
population by incorporating culturally sensitive
health care delivery methods and adopting al-
ternative approaches to health science. Many
traditional culturally accepted medical treat-
ments, such as acupuncture and herbal medi-
cines, are not covered by health insurance plans,
which further limits access to health care for
those who subscribe to traditional Asian medical
practices. Nearly all Cambodian women (96 per-
cent), 18 percent of Laotian womean, and 64 per-
cent of Chinese women report using traditional
health practices.255 This reliance on non-Western
health practices serves to deter Asian Americans
from using westernized services, further disen-
franchising their health needs. According to an
NIH report:

If Asian Americans get to health care providers and
translators are available, communication still is not

252 Thid.
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guaranteed and appropriate care may not be received.
For example. differences between the medical svstems
in the United States and China constitute a further
deterrent to Chinese Americans born in China butn
need of health care in the United States. In China.
physicians generally prescribe and dispense medica-
tion, charging only a nominal fee for their services:
the major cost for the visit is the medications. Be-
canse the idea of a visit to a medical professional for a
checkup without getting prescriptions for medications
does not live up to the expectations of many Chinese
Americans, they are reluctant to make visits for rou-
tine or preventive care. In addition. 30 per_.ent of the
obstetricians and gynecologists in China are female. a
fact that makes it very difficult for foreign-born Chi-
nese American women to be examined by or receive
care from the predominantly male practiticners in
these medical specialties in the United States.256

American women from certain Asian cultures
may avoid secking Western health care until
something is seriously wrong because being ex-
amined by a male physician may be uncomfort-
able or even traumatic.257

Health care providers in the United States of-
ten lack understanding about the various Asian
beliefs and cultures and thus are unable to pro-
vide adequate heaith care to these populations.
However, it should be emphasized that the ex-
amples of culturel differences cited here do not
necessarily apply to all Asian Americans. and, in
their attempts to provide culturally competent
health care, providers must be careful not to ap-
ply individual behavicrs too broadly to entire
groups. As one health care expert states,
“Culture is dynamic and manifests constant
change. Understanding another culture is a con-
tinuous and not a discrete process. It requires
experience as well as study to grasp the many
subtleties of another culture.”258

Language Bamiers
Of Asian Americans over 5 years old, 56 per-
cent do not speak English “very well,” and 35

25 Thid.. p. 21
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percent are lingwstically 1solated.?’® However,
locally based survevs suggest that Englsh sklls
are even more hmited than Census figures ind-
cate.?80 Being unable to communicate symptoms
and health concerns clearly can be frustrating.
In addition. being unable to understand the phy-
sician’'s explanation of symptoms or treatments
can be intimidating and can result 1n poor out-
comes. Because there are relatively few health
care providers who speak many Asaan lan-
guages, translators are often relied upon. This
can serve as a barrier to effective heal*h care 1n
itself if untrained translators embellish or
minimize symptoms to the provider or unneces-
sarily frighten patients when conveving a diag-
nosis.?! Frequently, translators are untrained
family members or even children. Using children
as translators presents unique issues: the par-
ent-child relationship can reverse as the child
becomes the mediator.26? [n addition. the child
interpreter may lack comprehension. mav not
have sufficient vocabulary. or may not be mature
epough to handle medical information.263 Yet
many patients accept this practice because they
are not comfortable challenging the health care
provider's authority.264

Even when translation services are made
available. not all English medical terminoclogy
can be easily translated into the various South-
east Asian languages: likewise. many Southeast
Asian expressions cannot be directly translated
into English. Many Southeast Asian medical
terms or hesalth conditions when translated lit-
erally may mislead or confuse health care pro-
viders, resulting in inadequate or ineffective
treatment. =85

Poor communication between patient and
physician can result from more than linguistic
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differences. Southeast Asian styles of communi-
cating emphasize respect for autherity and po-
liteness. Because of their respect for the health
care provider &s a person of authority. many
Southeast Asians will not ask questicns and will
not wvoice reservations sbout techniques ar
treatment plans. 26 Communicstion may be
warsened by insensitive behaviars. For example.
crossing one's leg and letting ane's foot point at
the patient 1s insulting to scme Southeast
Asians, 267

Hispanics

“Using risk factors associated with White middle
class perceptions of health may eliminagte impar-
tant aspects of Hispanic iliness and healih care.
For Hispanics it is crucial ta recognize that the
health care system may have less influence on,
health beharior than the family ar the Church. ™8

“Latin. Americans share many values and per-
spectives among themselves, stemming fram the
continuing powerful influence of their comman.
Iberian heritage. . . . But each couniry has its
own histarical experiences which make it unique.
and stereotyping Latin Americans' is not oniw
wrong, it creates reseniment. Latin Americans
take great pride in their own country of arigin
and see themselves as Mexicans or Colombians.
Chileans, Brazilians or whatever their nationgi-
ity. They dislike being lumped together as Latin.
Americans.” (Hispanics in the United States are
alse highly heterogenecus and feel as strangly on
this issue.)™%®

The Hispanic American population is the sec-
ond largest. and the fastest growing, mincrity
group in the United States. In 1990 there were
more than 20 million persons of Hispanic arigin
living in the United States. accounting for @ per-
cent of the total population. By 1995 that num-
ber had increased to mare than 27 million. sc-

266 Uba, “Cultural Barriers to Health Care for Southeast
Asian Refugees.” p. 546.

267 [hid.

268 WA State Dept of Heslth. Data Repar: on Peopie of
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counting for 10.4 percent of the U.S. pepulation.
It is projected that by the vear 205C. Hispamcs
will account for 22 percent of the U.S. popula-
tion. ="

Table 2.4

Hispamic Population by Type of Qrigin, 1990
Crigin Percernt
Mexican Gt 2%
Puerto Rican 12.4%
Centrai American 8.0%
Cuban 4 8™,
South Amerncan 4.7%
Spaniard 4 49,
Cther Hispanic 3.9%
Dominican 2.4%,

Source: U.S. Oeparment of Commerce. Ecanomics ang
Statistics Administration. Bureau of the Census. Wite the Amencaz
.. . Mispanics, September 1983, 3. 4.

The Hispanic pepulaticn is diverse hy many
measures. including sncestry. culture. and socio-
econcmic conditions.*™ As shown in table 2.4 in
1990 Mexicen Americans aceounted for the ma-
jority of Hispanics (61.2 percent). followed by
Puerto Ricans who made up spproximately 12
percent. Amcng Centrsl Amercans m the
United States in 1990. 20.3 percent were Gua-
temalan. 13.3 percent were Nicaraguan. 2.9 per-
cent were Honduran. 7.0 percent were Panama-
mian. and 4.3 percent were Costza Riecan. Of
Scuth Americans. 36.8 percent were from Ca-
lombigs. 18.5 percent were rom Ecusder and
16.9 percent were from Peru. Chileans and Ar-
gentinesns accounted for 6.6 percent snd 9.7
percent of South Americans in the Unigsed
States. respectively 272

The diversity of countries of crigin is msgni-
fled by differences in yesr of entry. immigration
status. and English profictency. Daza from the
1990 census show that spproximately 50 percex
of the Hispanic pepulation immigrated o the
United States since 1980, vet this varies hy

27 Cansus. Siatistieai Abstract. 1288 wabie 19. Ser app. 2.5

ary T
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U.S. General Accounting Office. Sispanic 4cness @
Heaith Care: Significant Gaps Exxs: Washington, 2C: Sen-
eral Accounting Cffice. January 1982, n. 7 ‘hereafier aited
as GAQ. Hispamic Acness ia Feaith Cxre).

272 U_S. Depar-ment of Commerce. Sconomics and Statistics
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group. Among Mexican Americans, Dominicans,
and South Americans in the U.S., approximately
30 percent immigrated to the United States
during the 1970s, and almost 50 percent have
arrived since 1980.273 However, 46.3 percent of
Cuban Americans arrived in the United States
between 1960 and 1969; approximately 19 per-
cent arrived in the 1970s, and another 26 per-
cent have come to the country since 1980.274
Central Americans are the most recent arrivals,
with close to 70 percent having arrived in the
United States since 1980.275 In the 1980s, 47
percent of all immigrants to the United States
were from Latin America.276

At the 1990 census count, Spanish was spo-
ken by almost one-half of all non-English speak-
ers in the United States, and almost half of per-
sons of Hispanic origin stated that they did not
speak English “very well.” Seventy-eight percent
of Hispanics spoke a language other than Eng-
lish at home.2’” English proficiency, however,
varies by Hispanic subpopulation. Hispanic
Americans with Spanish and Puerto Rican back-
grounds have the highest English proficiency;
68.1 percent and 58.6 percent of those popula-
tions, respectively, reported speaking English
“very well.”2’® Only about one-third of Central
Am-oricans and Domiricans in the United States
reported high English proficiency.2"®

273 1bid., p. 6.
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Such within-group diversity alsc affects the
way Hispanic subcommunities view and seek
health care. For example, according to an NIH
report, Hispanics with greater proficiency in
English would be expected to have better access
to health care services than recent Hispanic im-
migrants who, because of limited English profi-
ciency, stronger ties with their homeland, and
less familiarity with American tradition and cul-
ture, are less likely to understand and seek
medical attention.280 Further, although Hispan-
ics share the same language, they do not neces-
sarily share the same cultural, religious, and
health beliefs and practices:

[Hispanics’] cultural backgrounds are diverse, in-
cluding Spanish, Aztec, Mayan, Incan, and Caribbean
cultures, and Native American, White, and African
American racial/ethnic origins. Their common lan-
guage and link with Spanish culture serve as a means
of considering them in unison, but their diverse re-
ligious, fclk, family, and health beliefs and values as
well a5 diverse linguistic idioms make them one of the
most culturally rich groups in America.?8!

According to a report by the Washington
State Department of Health, it is important to
analyze the health concerns of Hispanics sepa-
rately from other minority groups for several
reasons. For example, several demographic fac-
tors unique to the Hispanic population affect
their health needs, including: population growth
rates in rural areas, low teenage abortion rates,
large families, low birth weights, and low death
rates.282 These demographic considerations can
also vary greatly among the various Hispanic
subpopulations. However, according to one
commentator:

Few data are available on Hispanics in general, and
the data [that] do exist tend to focus on the largest
Hispanic subgroup, the Mexican American popula-
tion. These data, however, do not address the prob-
lems of cultural, national, and lifestyle differences
that may affect the health of other Latino popula-
tions. Nor do the data allow for differences in levels of
acculturation, immigration history, or sociceconomic
status, all of which have been shown to affect the
rates and types of certain diseases, as well as patient

=80 NTH, Women of Color Health Data Book, p. 10.
281 SAMHSA, Cultural Competence Standards, p. 7.

282 WA State Dept. of Health, Data Repcrt on People of
Color, p. 75.



access to the health care system. Levels of education,
literacy, assimilation, and socioeconomic status simi-
larly reflect the diversity of the Hispanic population
ic the United States.283

The program coordinator for the Children’s
Health Initiative at the National Council of La
Raza stated that the most prevalent health care
issues and concerns of the Hispanic community
are HIV/AIDS, teen pregnancy, diabetes, and the
lack of research on the different Hispanic sub-
groups.284 Several major issues that result in
limited access to quality healtk care for the His-
panic population include: work demands, the
type of work that does not provide health insur-
ance, the lack of preventive care, immigration
laws may dissuade undocumented immigrants
from seeking medicaid or other government
health aid, and the language barrier that limits
access to services and information about medical
terms and problems.285

Socioeconomic Issues

Although the Hispanic American population
has grown steadily over the past decade, and
members of the population now reside through-
out the United States, the socioeconomic status
of Hispanic Americans has not improved with
their growth in numbers. In fact, the economic
status of Hispanics has generally declined over
the past 25 years.288 This is due in part to the
large numbers of immigrants who often have
lower average levels of education and thus lower
income.2®” In addition, lower rates of employ-
ment and isbor force participation account for
some of the high poverty level of Hispanics.288 [n

283 Aida L. Giac:zello, “Latino Women,” pp. 121-71 in Marcia
Bayne-Smith, ed., Race, Gender, and Health (Thousand
Oaks, CA: Sage Publications, 1996), p. 129.

284 Sonia Ruiz, program coordinator, Children’s Health Ini-
tiative, Latin American Research and Service Agency
(LARAZA), telephone interview, Mar. 9, 1999, p. 2 (hereafter
cited as Ruiz Interview). LARAZA is a nonprofit organiza-
tion established in 1968 with the objectives of reducing pov-
erty and discrimination, and improving opportunities for
Latinos in the U.S. Ibid.

285 Ibid., pp. 2-3.

28 Council of Economic Advisers for the President’s Initia-
tive on Race, Changing America, p. 2.

287 Tbid.

288 However, this also varies by subgroup. For example,

unemployment rates for Mexican Americans and popula-
tions from Central and South America are near the Hispanic
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1995, 30 percent of the Hispanic American
population had incomes below the poverty
level.289

Location and living conditions of the Hispanic
population also influence access to quality health
care.?® For example, 10 million Hispanic Ameri-
cans, on both sides of the U.S.-Mexico border
between California and Brownsville, Texas, live
in areas lacking septic vanks, sewers, and run-
ning water.?9! Higpanics make up 75 percent of
the farm workers in the country, and therefore
are more likely to live in rural areas with fewer
available medical services. The life expectancy
for the farm worker population is 49 years; the
infant mortality rate is 25 percent higher than
the United States average; and the Hispanic
rates of cancer and reproductive disorders
within this group are higher than the general
population.292

The high rate of poverty among Hispanics
has compounded the difficulty many Hispanics
face in accessing health care. A 1992 GAO report
cites the lack of health insurance for Hispanic
Americans as a primary barrier to accessing
health care.?93 GAO looked at the issue in terms
of employment, type of employer, and income,
and concluded that Hispanic families were more
likely to be uninsured than white or black fami-
lies, even if there was an adult worker in the
family; Hispanics were less likely than whites or
blacks to be employed in industry that provides
such coverage; and income levels of Hispanic
males affected the rate of those Hispanics with
insurance. The higher the income, the more
likely the Hispanic male had insurance; the

average, while rates for Puerto Ricans are above and rates
for Cubans and other Hispanics are below this level. NIH,
Women of Color Health Dcia Book, p. 9, citing to U.S. De-
partment of Commerce, Bureau of the Census, Statistical
Tables for the Hispanic Origin Population from the March
1994 Current Population Survey (Washington, DE: 1995).

289 NIH, Women of Color Health Data Book, p. 9, citing to E.
Baugher and L. Lamison-White, Poverty in the United
States: 1995, Current Population Reports, Series P60-194,
1996.

290 See Eli Ginzberg, “Access to Health Care for Hispanics,”
Journal of the American Medical Association, vol. 265, no. 2
(1991), p. 239.

21 NIH, Women of Color Health datc Book, p. 9. See also
Ginzberg, “Access to Health Care for Hispanics,” p. 239.

292 NIH, Women of Color Health Data Book, p. 9.
293 GAO, Hispanic Access to Health Care, pp. 9-10.



lower the income, the less likely the coverage.?*
The report also found that iegardless of the
three factors, Hispanic undocumented immi-
grants were less likely than other Hispanics to
have insurance coverage.2%

Another study describes the rates of health
care access among a random sample of 501
Mexican Americans from San Antonio, Texas.
Using a questionnaire, the researchers collected
information on demographics, health status,
health insurance coverage, and sources of health
care.2% Health care access was determined by
having insurance coverage, as Mexican Ameri-
cans, regardless of whether or not they were
“poor,” who had health insurance coverage had
higher health care access rates.297 Interestingly,
more than one-third of the study population was
uninsured; the women were overrepresented in
the uninsured and public insurance groups; and
thcse uninsured and public insurance partici-
pants had lower education and higher unem-
ployment and poverty rates.2%8 Although the
study used a small sample, it confirmed the high
rates of Mexican Americans from South Texas
without health insurance coverage. The study
shows that the uninsured Mexican Americans
studied, who were mostly poor and less edu-
cated, were most in need of health care but also
the leas: likely to receive it. The study also
shows that when Mexican Americans have
health insurance, they will use available serv-
ices.?®® The researchers concluded that because
high mortality from cancer and diabetes among
minorities is assumed to reflect the effects of
delayed medicsl care, it is important tu increase
their health care access rates through health
insurance coverage. As the Hispanic population
increases, young Mexican Americans will be a
large part of the Nation’s future workforce;
therefore, health insurance and health care ac-

234 Thid., pp. 11-13.

295 Ibid., p. 10.

2% Robert P. Trevifio, Fernando M. Treviiio, Rolando Med-
ina, Gilbert Ramirez, and Robert R. Ramirez, “Health Care
Access Among Mexican Americans with Different Health
Insurance Coverage,” Journal of Health Care for the Poor
and Underserved, vol. 7, no. 2 (1996), p. 112 (hereafter cited
as Treviio, et al.,, “Health Care Access Among Mexican
Americans”).

297 [bid., pp. 112, 116.
298 [bid., p. 116.
299 [bid., p. 120.
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cess will be imperative to improve the health
status of this group.

While lack of insurance coverage is an impor-
tant factor explaining the inability to access care
for Hispanics, there are other factors that also
contribute to lack of access, such as not having a
usual source of care.3® In addition to having
high rates of uninsurance, Hispanic Americans
are also substantially less likely than any other
racial/ethnic group to have a usual source of
health care.®0! One study found that the propor-
tion of Hispanic Americans lacking a usual
source of health care rose substantially during
the period from 1977 to 1996—from 19.7 percent
to 29.6 percent.32 Thus, simply increasing
health insurance coverage is not enough to
eliminate inequalities in access to care.303

Other variables should also be addressed
when assessing the barriers to health care faced
by Hispanic Americans. According to one re-
searcher, factors such as poverty, employment,
language, and culturally competent care are
“often neglected in the analyses of the health
and health care access problems of His-
. nic[s].”3%4 For example, language barriers limit
the choices of Hispanic women and their ability
to acquire knowledge that enables them to have
access to health care; cultural factors are disre-
garded in services and institutions that do not
consider or recognize socivcultural differences in
groups they serve, as a lack of understanding,
myths and stereotypes, and prejudice prevail.305

Cultural Considerations

As with many other groups of racial and eth-
nic minorities, scme Hispanics may share cul-
tural beliefs that can have an effect on the provi-
sion of health services. For example, many His-

%0 Samuel H. Zuvekas and Robin M. Weinick, “Changes in
Access to Care, 1977-1996: The Role of Health Insurance,”
HSR: Health Services Research, part II, vol. 34, no. 1 (April
1999), p. 277. Having a “usual source of care” is defined as
having regular access to the same provider or facility; this
not only improves one’s chances of receiving care when
needed, but ensures consistency of care.

301 Tbid., p. 272.
32 [bid., p. 275.
303 Tbid., p. 279.

304 Teresa C. Juarbe, “Access to Health Care for Hispanic
Women: A Primary Health Care Perspective,” N.ursing Out-
look, vol. 43 (1995), p. 24.

305 Ibid., p. 26.



panic Ariericans believe in the integration of
physica , mental, and spiritual health. Those
who suhacribe to this theory believe that health
exists w. :n “the body, mind, and spirit are holis-
tically balanced in relation to one’s environ-
ment.”36 Some Hispanics may also incorporate
traditional healing practices into their health
regimens, such as the use of prayer, herbs, and
folk remedies.307

One aspect of Hispanic culture that can affect
the health status of Hispanics is the importance
of family. Families provide a network of support,
and Hispanics may rely more on relatives and
friends for health services and advice than on
health care professionals.3%® Another important
institution is religion.3® These two institutions,
and traditional roles and values associated with
each, may have an effect on access to health care
and health-related activities. For example, it has
been argued that “[t]raditional vaiues inhibit the
discussion of past sexual and drug history, areas
that are critical as they relate to health educa-
tion for women, early screening and treatment of
women with sexually transmitted diseases, and
women with dependency on alcohol and other
drugs.”310

Cultural influences on interpersonal relation-
ships also affect the receipt of quclity health
care. For example, one Hispanic physician noted
that Hispanic patients must feel comfortable
that their doctors understand their culture. He
stated:

You go to an American dector, it is very strange . . .
the most he will do is shake hands with you. . . . You
go to a Hispanic doctor and you see the patient, they
come, they shake the hanc >f the doctor, they kiss the
doctor, they hug . . . You go to an Hispanic doctor's
office and every patient will bring cake, foed, what-
ever. They see the doctor different. I mean, you never
see that in an American doctor’s office.3!!

In fact, survey results show that 61 percent of
Hispanics believe it is very or somewhat impor-

308 Kernicki, “A Multicultural Perspective,” p. 36.
307 Ibid.

308 Giachello, “Latino Women,” p. 133.

303 Ibid., p. 134.

310 Ibid., p. 133.

311 Rene Rodriguez, president, Interamerican College of Physi-
cians and Surgeons, ctatement at New America Wellness
Group Press Conference, Apr. 27, 1999, traascript, pp. 16-17.
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tant to have a doctor of the same ethnicity as
themselves. However, only 40 percent of the
Hispanic respondents said that they had a His-
panic physician.3!2

Diabetes

In a recent multicultural survey of health
care attitudes, researchers found that diabetes
was of great concern to Hispanics.3!3 In the
1930s, diabetes in Hispanic Americans is a
health challenge because of the greater incidence
of the chronic illness that is found within this
population, and the lack of early detection and
treatment.3* For example, about 5 percent of
Hispanic Americans between the ages of 20 and
44 and 20 percent of those between the ages of
45 and 74 have diabetes.3!5 Further, diabetes is
two to three times more common in Mexican
American and Puerto Rican adults than in non-
Hispanic wkites.316¢ The prevalence of diabetes in
Cuban Americans is lower, but still higher than
among non-Hispanic whites.317

A 1998 Department of Health and Human
Services fact sheet on diabetes reported that 1.2
million Mexican Americans, or 10.6 percent of all
Mexican Americans, have diabetes and that they
are 1.9 times as likely to have diabetes as non-
Hispanic whites of similar age. Other His-
panic/Latino Americans, on average, are almost
twice as likely as non-Hispanic whites of similar
age to have diabetes.3!® More research needs to
be done to explain the high rate of the disease in
Hispanics, particularly in Mexican Americans.

HIV/AIDS

HIV/AIDS has become a major medical threat
in the Latino community. In 1998, 20 percent of
new AIDS cases were among Latinos even
though Latinos account for only 11 percent of the
total population. Approximately 110,000 to

312 New America Wellness Group, Telephone Study, p. 14
313 Thid., p. 44.

314 HHS, National Institutes of Health, National Diabetes
Information Clearinghouse, “Diabetes in Hispanic Americans,”
accessed at <http.//www.niddk.nih.gov/health /diabetes/pubs/
hispan.htni#11> (hereafter cited as NIDDK, “Diabetes in
Hispanic Americans”).

315 Thid., p.1.

316 Ibid., p. 2.

317 Tbid.

318 CDC. Diabetes Fact Sheet, p. 2.



170,000 Latinos are currently infected with HIV,
an estimated 45,4000 of whom are living with
ATDS.31% In 1996 Latinos represented 17 percent
of all cases among men and 20 percent of the
total number of cases reported among women.320
For Latino men, the AIDS case rate was nearly
three times that for white non-Hispanic men
(94.5 cases per 100,000, compared with 32.5
cases per 100,000), for women the rate was six
times higher (23 cases per 100,000, compared
with 3.8 cases per 100,000.321

Researchers studying the disease in the La-
tino community identified cultural factors that
may impede members of this group from seeking
m .aical care for HIV/AIDS. Issues such as per-
ceptions of family responsibility and privacy,
himited Spanish counseling and treatr-ent serv-
ices, lack of Spanish-speaking practitioners, and
concepts of social relationships, may affect how
members of the Hispanic community address the
HIV/AIDS problem.522 A 1993 study assessed
AIDS prevention among non-Puerto Rican His-
panics, including Mexican Americans, Cuban
Americans, and persons of Central and South
American origin living in cities throughout the
United States.323 The report found a lower
prevalence of HIV/AIDS among these groups,
citing less usage of drugs and alcohol, and more
cultural influence in their decisions, as reasons
for the disparities in AIDS among the groups.32

Recent treatment advances and effective drug
therapies have led to optimism about controlling
the AIDS epidemic in the future, and there has
been a decline in the mortality rate as many
HIV-positive people are living longer. In 1996
Latino AIDS-related deaths declined by 20 per-

319 See Kaiser Family Foundation, National Survey of Lati-
nos on HIV/AIDS, accessed at <http://hivinsite.ucsfedu/
social/kaiser_family_found/2098.3a7e.html> (hereafter cited
as Kaiser Family Foundation, Survey of Latinoc on
HIV/AIDS).

320 Thid.
321 Thid.

322 Barbara V. Marin and Cynthia A. Gomez, “Latinos, HIV
Disease, and Culture: Strategies fcr HIV Prevention,” p. 9,
accessed at <http://hivinsite.ucsfedu/akb/1994/10-8/index.
html>.

323 Barbara V. Marin, “AIDS Prevention for Non-Puerto
Rican Hispanics,” NIDA, Monograph 93, “AIDS Intravenous
Drug Use: Future Directions for Community-Based Preven-
tion Research, accessed at <http://www. health.org/pubs/
nida-m93/chapter3.htm>.

324 Tbid., pp. 14.
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cent, but for non-Hispanic whites, the rate de-
clined by 32 percent.325 Thus, Latinos continue to
die from AIDS at a rate two and a half times
that of non-Hispanic whites.326

These disparities in HIV/AIDS between His-
panic and non-Hispanic whites may reflect dif-
ferent access to health care services for members
of this minority group. One report attributes the
disparities to the lack of health insurance for a
significant proportion of the Latino community
and their inability to pay for HIV/AIDS treat-
ment as major barriers to receiving health care
for these diseases.327

Preventing the transmission of HIV is one of
the objectives identified by HHS’ Healthy People
2010 initiative. According to HHS:

The disproportionate impact of HIV/AIDS on African
Americans and Hispanics underscores the importance
of implementing and sustaining effective prevention
efforts for all communities of color. HIV prevention
efforts must take into account not only the multiracial
and multicultural nature of our society, but also other
social and economic factors, such as poverty, under-
employment, and pcor access to the health care sys-
tem, that impact health status and disproportionately
affect African American, Hispanic, Asian/Pacific Is-
lander, Alaska Native, and American Indian popula-
tions.328

Matemal and Child Health Care

There are “serious diffcrences” in patterns of
health service utilization among Cuban, Mexi-
can, and Puerto Rican women.??® Cuban and
Puerto Rican women are more likely to receive
preventive services than are Mexican women.
These patterns of service utilization for Cuban
and Puerto Rican women are attributed to the
greater availability of health insurance. Cuban
women are more likely to be covered by private
medical insurance, and Puerto Rican women by
medicaid.330

For Hispanic women, the most frequently
used health care services are related to child-
bearing and reproductive roles. However, His-

325 Kaiser Family Foundation, Survey of Latinos in
HIV/AIDS.

326 Tbid.

327 Thid.

328 HHS, Healthy People 2010 Objectives, HIV, p. 21-8.

329 Juarbe, “Access to Health Care for Hispanic Women,” p. 24.
330 Tbid.



panic women receive prepatal care ouly a third
as frequently as white women, and their birth
rate is 50 higher than that of white women.33! To
explain some of these rates, many Hispanic
women who are “undocumented” tend not to re-
ceive prenatal care or are more likely to have
waited until late pregnancy to seek medical at-
tention. Newly arrived immigrants may be
afraid of using the hospital or cannot afford the
cost because they do not have medical insur-
ance.332

Native Americans >

“We, the American Indians and Alaska Natives,
are the original inhabitants of America. . . . Our
long and proud heritage continues in our many
traditional foods, medicines, and names all
Americans use. We have survived numerous dis-
ruptions of our lives and dislocations from our
native habitats. Today, while still maintaining
our tribal traditions and languages, we strive to
accept new lechnologies which address our
needs. 334

A fourth racial category identified by the
Federal Government includes American Indians,
Eskimos, and Aleuts. The 1990 census counted
437,079 American Indians, 192 Eskimos, and 97
Aleuts living in the United States on reserva-
tions and trust land.33% However, not ail Native
Americans live on reservations and lands set
aside by the Federal Government, or in rural
areas. Among all three groups, approximately
one-third of the members live on reservations,
one-third live in urban areas, and another third
“move back and forth between the two.”336

331 Jbid.
332 See Ibid., p. 26.

333 For the purpose of this report, the term Native American
is used to include American Indians, Alaska Natives, Eski-
mos and Aleuts. The terms American Indian and Al.ska
Natives are used only when referring to those specific
groups. Data presented here reflect the classification used in
the varicus sources cited, however, it is oRten unclear
whether the sources made the distinction letween the clas-
sification of “Native American” and the var. us subgroups.

334 U.S. Department of Commerce, Economics and Statistics
Administration, Bureau of the Census, We the . . . First
Americans, September 1993, p. 1 (hereafter cited as Census,
First Americans).

335 Census, First Americans, p. 1.

336NTH, Women of Color Health Data Book, pp. 1-2. See also
David Satcher, Surgeon General, HHS, interview in Wash-
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A Washington State Department of Health
report identifies two myths about Native Ameri-
cans’ health that are commonly heard. First, it is
often assumed that the Indian Health Service
(IHS) of the U.S. Department of Health and
Human Services addresses the health care needs
of all Native Americans.37 IHS is the principal
Federal “health care provider and health advo-
cate for Indian people.”3® As such, it is esti-
mated that close to 50 percent of the total Native
American population is not served by IHS hospi-
tals and clinics.3%® Further, IHS only provides
services to enrolled members of federally recog-
nized tribes and not all American Indians.34 The
second myth is that the Native American popu-
lation is diminishing, thus rendering services for
Native Americans unnecessary. However, since
1980 the Native American population has in-
creased more than the general population, par-
ticularly in densely populated urban areas.34! In
addition to natural population increase (excess
of births over deaths), there has also been a
growth in the strength and prominence of Native

ington, DC, Apr. 30, 1999, p. 11. According to Dr. Satcher,
when a Native American returns to a reservation, there is
up to a 90-day waiting period before he or she is eligible for
care through the IHS. [bid.

37 WA State Dept. of Health, Data Report on People of
Color, p. 51.

338 THS, Trends in Indian Health, p. 1. The mission of the
IHS is to provide “residual” health services to Native Ameri-
cans and to assist Native Americans in accessing Federal,
State, and local health care se-vices. HHS, Public Health
Service, Health Carc Financing Administration, and OCR,
Memorandum of Agreement, re: Provision of Medical Serv-
ices to American Indians and Alaska Natives, March 1986,
p- 1. However, THS has developed “a health service delivery
system designed to provide a broad spectrum of preventive,
curative, rehabilitative, and environmental services” which
“integrates health services delivered directly through IHS
facilities, purchased by IHS through contractual agreements
with providers in the private sector, and delivered through
Tribally operated programs and urben Indian health pro-
grams.” THS, Trends in Indian Health, pp. 1-2.

339 Les Hanson Lakota, “AIDS in the Native American
Community: An Overview,” Ethnic News Watch, July 1,
1964, p. 7. The Indian Health Service reported serving over
1.2 million American Indians and Alaska Natives in 1995,
which is approximately 63 percent of the 1990 population of
Native Americans. HHS, Indian Health Service, Regional
Differences in Indian Health, 1996, p. 4.

340 Stinson letter, p. 3.

1 WA State Dept. of Health, Data Report on People of
Color, p. 52.



American cultures due to changes in laws that
permit the practice of cultural traditions.342

According to an NIH report, because of the
cultural diversity among Native American
groups, “it often becomes meaningless to classify
them together for any but the most gross com-
parisons.”343 As such, it also is difficult to pro-
vide uniform, accessible, and quality health care
for these groups.34 Thus, it is important to rec-
ognize the diversity among MNative Americans
and to understand cultural differences.

Alaska Natives, Eskimos, and Aleuts

In 1990 there were 85,698 Alaska Natives
living in Alaska. Among Alaska Natives, more
than half are Eskimos. The two main Eskimo
groups, characterized by the languages they
speak, are the Inupiat, who live in the north and
northwest parts of Alaska, and the Yupik, who
live the south and southwest.345 American Indi-
ans account for 36 percent of Alaska Natives.
These individuals are members of the Alaskan
Athabaskan, Tlingit, Tsimsian, and Haida
tribes.46 Twelve percent of Alaska Natives are
Aleuts, who live primarily on the Aleutian Is-
lands.347

There is relatively little information on the
health of Alaska Natives, Eskimos, and Aleuts.
Much of the research and information cn Native
American health is focused on American Indian
populations, who face several obstacles to ac-
cessing quality health care. Many of these obsta-
cles represent barriers to quality health care for
other Native Americans, and other minorities, as
well. Nonetheless, it is important for researchers
and government agencies to recognize the health
care needs unique to these communities.

American Indians

At last census count, there were 1,937,391
American Indians in the United States. Accord-
ing to the Census Bureau, the American Indian
Tribes with the largest populations are the
Cherokee, Navajo, Sioux, and Chippewa, all of

2 bid., p. 51.

343 NIH, Women of Color Health Data Book, p. 2.
344 Thid., p. 1.

345 Census, First Americans, p. 13.

346 Thid.

347 Tbid.

which have more than 100,000 members (see
table 2.5).348

California, Oklahoma, Arizona, New Mexico,
Washington, Alaska, North Carolina, and Texas
have the largest Native American populations.34s

Table 2.5
Top 25 U.S. American Indian Tribes, 1990

Percent

change
Tribe Number Percent 1980-90
Cherokee 369,035 19.0 31.0
Navajo 225,298 116 59.0
Sioux 107,321 55 42.0
Chippewa 105,988 55 36.5
Choctaw 86,231 45 440
Pueblo 55,330 29 717
Apache 53,330 28 30.0
Iroquois 52,557 27 48.7
Lumbee 50,888 26 37.5
Creek 45,872 24 777
Blackfoot 37,992 2.0 62.2
Canadian and

Latin American 27,179 1.4 73.0
Chickasaw 21,522 1.1 248.0
Tohono O'Odham 16,876 09 108.6
Potawatomi 16,719 0.9 26.9
Seminole 15,564 0.8 72.1
Pima 15,074 08 50.2
Tlingit 14,417 0.7 286
Alaskan Athabaskans 14,198 0.7 516
Cheyenne 11,808 0.6 40.1
Comanche 11,437 0.6 266
Paiute 11,369 0.6 19.4
Osage 10,430 0.5 515
Puget Sound Salish 10,384 0.5 57.5
Yaqui 9,838 05 89.3
Total 1,396,658 72.1

SOouURCE: U.S. Department of Commerce, Bureau of the Census,
“Table 1. Top 25 American Indian Tribes for the United States:
1990 and 1980," August 1995, accessed at <http://www.census.
gov/population/socdemo/race/findiar/ailang1.txt>.
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348 U.S. Department of Commerce, Bureau of the Census,
“Table 1. Top 25 American Indian Tribes for the United
States: 1990 and 1980,” August 1995, accessed at
<http://www.census.gov/population/socdemo/race/indian/aila
ngl.txt>.

349 U.S. Department of Commerce, Bureau of the Census,
“States ranked by American Indian population in 1997,
Sept. 4, 1998, accessed at <http://www.census.gov/ pnpula-
tion/estimates/state/rank/sori37.txt>.



There are 535 federally recognized tribes,350
seven nations, and approximately 300 American
Indian reservations. Further, there are more
than 300 American Indian languages spoken in
the United States.35! A report of the Washington
State Department of Health describes some of
the issues concerning health care for American
Indians:

For some American Indians, geographic isolation,
lack of transportation, and economic factors are barn-
ers [to receiving quality health care]. For many, cul-
turally rooted differences can pose significant barriers
to accessing mainstream services. Important factors
are language and communication styles, family values
and structure, tribal lifestyles, and spiritual beliefs.
Mainstream health services, which are predicated on
dominant cultural assumptions, are often unaccept-
able to and sometimes ineffective for many Indian
people. A high probability for misunderstanding and
alienation occurs when mainstream providers are
unfamiliar with tribal lifestyles, family values, or
corumuntcation styles.352

There are several issues related to health
status and equal access to quality health care for
Native Americans. Among these are cultural dif-
ferences within the Native American populatioa,
language barriers, traditional beliefs and prac-
tices, and differences between rural and urban
Native American populations. Crowded living
conditions, unchlorinated water, and inadequate
sewage disposal systems contribute to the Native
American’s high rate of communicable gastroin-
testinal diseases.3%3 Further, while the five
leading causes of death for Native Americans as
a whole are heart diseaze, cancer, accidents, dia-
betes, and chronic liver disease,354 several health
conditions deserve attention. This portion of the
Commission’s report touches on buvt a few of
these issues.

350 An additional 100 tribes are not federally recognized.
NIH, Women of Color Health Data Book, p. 1.

361 Tbid.

352 Washington State Department of Health, Office of Com-
munity and Rural Health, American Indian Heglth Care De-
livery Plan, July 1997, p. 2 (hereafter cited as WA State Dept.
of Health, American Indian Health Care Delivery Plcn).

353 WA State Dept. of Health, American Indian Health Care
Delivery Plan, p. 1; NIH, Women of Color Health Data Book,
p.- 3.

354 THS, Trends in Indian Health, p. 62,
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Traditional Beliefs and Practices

One issue of concern to many Native Ameri-
cans is cultural insensitivity and the lack of ac-
ceptance of traditional healing practices and
traditional medicines. Some have argued that
Native spirituality is often ignored or bann :d by
health care practitioners. For example, tradi-
tional practices, such as alternative medicine,
burning tobacco, and dream catchers, may be
discouraged or belittled in a hospital setting.358
Ultimately, this could have a long-lasting effect
on the culture. According to an NIH report:

Poverty has combired with the historical suppression
of indigenous religions and medical practices to place
American Indians/Alaska Natives at health risks due
to environmental degradation. . . . The loss of tradi-
tional environments or ecosystems and the suppres-
sion of religions and medical practices threaten the
body of knowledge developed from plants and herbs.
As the environments supporting plant-derived com-
peunds such as digitoxin and ephedrine are vanish-
ing, the knowledge base among American Indi-
ans/Alaska Natives about the use of plants and herbs
is vanishing even more rapidly.356

Traditional medicine has received little atten-
tion from researchers and medical practitioners,
partly because of a lack of information concern-
ing Native American, particularly Americar In-
dian, traditions. However, according to the
Washington State Department of Health,
“Within the broad scope of American Indian Re-
ligion, each tribe has its own belief system, ritu-
als, and practices.”357 Religion and medicine are
“inextricably linked”; and a priest or shaman is
often the medicine man or woman. According to
traditional beliefs, illness results from dishar-
mony:

Some of the core concepts held by many tribes include
the belief of a Supreme Creator and in the universal-
ity of “spirit,” which permeates all aspects of the
world—animate and inanimate. Each person is
viewed as a three-fold being of body, mind, and an

355 Mark Anthony Rolo, “Native Americans with HIV/AIDS:
The Invisible Victims; Native Community Develops Culture-
Based Services,” Ethnic News Watch, vol. 16, no. 11 (Nov.
30, 1995), p. 6 (hereafter cited as Rolo, “The Invisible Vic-
tims”).

35 NIH, Women of Color Health Data Book, p. 3.

357 WA State Dept. of Health, American Indian Health Care
Delivery Plan, p. 125.



immortal spirit. American Indians believe that well-
ness is harmony of body, mind, and spirit and that
unweliness is disharmony that affects all three com-
ponents.358

Traditional beliefs dictate that each individual is
responsible for his or her owr health and, as
such, must play an active role in aay illness re-
covery.359

Traditional healing practices include sweat
lodges, ceremonial dances, singing, and
prayer.360 According to the Association of Ameri-
can Indian Physicians, alternative medicine,
such as chiropractic services, hypnosis, biofeed-
back, and Native herbal therapy, should be
available to Native Americans.3!1 Those who
practice traditional medicine and healing in-
clude healers, midwives, bone setters, and herb-
alists.362 Commentators have argued that tradi-
tional healers are important in that they often
are familiar with diseases common to their lo-
cality, are aware of changes in the common local
diseases, and often are the first to treat such ill-
nesses.363

A doctor practicing in Washington State pro-
vides an example of the importance of medical
professionals working closely with Native
American healers:

[The doctor] and his traditional healer colleagues
collaborate closely to discuss case histories, medici-
nals and treatments used, and to follow the progress
of their mutual patients. This sharing of information
is especially important to avert potential negative
interactions between Western and traditional medi-
cines and practices. For example, he reports the case
of a diabetic patient who was taking Glyburide to
lower blood gluccse levels and who made three visits
to the emergency room for severe hypoglycemia. After
questioning her closely he learned that she was con-
sulting a traditional healer and was participating in

368 Tbid., pp. 125-26.
369 Thid.
360 [hid., p. 127.

361 Ray Begay, president, Association of American Indian
Physicians, “Unmet Health Care Needs of Native Ameri-
cans,” May 21, 1998, accessed at <http:/www.aaip.
com/policy/testimonay.html>.

362 Nora Ellen Groce and Mary Elizabeth Reeve,
“Traditional Healers and Global Surveillance Strategies for

Emerging Diseases: Closing the Gap,” accessed at
<http://www.aaip.com/tradmed/cdc.htm]>.

363 Thid.
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ceremonies that required her to drink 20 cups a day of
an herbal tea made from devil's club, which has a
potent hypoglycemic effect. He consulted with the
traditional healer and learned that the ceremonies
would last several more months, and so had his pa-
tient temporarily discontinue the Glyburide. “I knew
it would be safe for my patient to go off this medica-
tion for awhile. In fact, the tea maintained good con-
trol of her blood sugar levels . . .,” he said.364

In addition, several IHS facilities permit tradi-
tional healers and medicine men and women to
treat patients in those facilities.365

Another cultural practice that has an effect
on health is tobacco use. According to the Sur-
geon General’s report on tobacco, although atti-
tudes about tobacco use have changed, some Na-
tive Americans have retained traditional prac-
tices surrounding tobacco. For example, in some
American Indian communities tobacco is consid-
ered to be a medicine “that can improve health
and assist in spiritual growth when used in a
sacred and respectful manner.”366

HIV/AIDS

Commentators have noted the unique prob-
lems experienced by Native Americans infected
with HIV. One problem is that many tribes do
not recognize AIDS as a serious health concern;
another is that those infected fear that their con-
fidentiality will not be protected in their small
communities.37 According to one writer:

Many Natives who Lave been infected, or are at risk,
are living outside their community. They are living on
the dark edge of dominant society. They have been
underserved by traditional Indian Health Services,
and by the mainstream AIDS outreach community.
They are an invisible Native population plagued by a
disease that does not discriminate between creed,
class or race.368

Another barrier to addressing HIV/AIDS in the
Native American community is the lack of a cul-
tural definition of the disease. For example,
there is no word for HIV or AIDS in the Lakota

364 WA State Dept. of Health, American Indian Health Care
Delivery Plan, p. 129.

365 NIH, Women of Color Health Data Book, p. 3.

366 CDC, Tobacco Use, p. 210.

367 Lakota, “AIDS in the Native American Community.”
368 Rolo, “The Invisible Victims.”



language, and there are no traditional healing
methods for the disease.369

A report of an HHS work group on health
care access issues for American Indians and
Alaska Natives noted that data on the extent of
HIV/AIDS in the Native American population
are limited. Such data are often based on the
number of clinic attendees, which is then gener-
alized to the larg:r population.37? Thus, the work
group argues, “he percentage of Native Ameri-
cans with HIV infectior probably is underesti-
mated.37!

Diabetes

Diabetes is the fourth leading cause of death
for Native Americans.3”2 American Indians and
Alaska Natives are twice as likely to have diabe-
tes than the rest of the population: the 1996 Na-
tive American death rate due to diabetes was
27.8, compared with 7.3 for whites.3”® Cver age
44, the death rate due to diabetes is higher for
women than for men.37 There are other within-
group differences in diabetes rates. The Pima
Indians of Arizona, for example, have the high-
est rate of diabetes in the worid.3”5 Half of the
adult Pima Indians have type 2 diabetes.376

389 HHS, Public Health Service, Health Resources and
Services Administration, American Indian Alaska Native
Work Group on Barriers to HIV Care, HIV/AIDS Work
Group on Health Care Access Issues for American Indi-
ans/Alaska Navives, DHHS Publication No. HRSA-RD-SP-
93-6, 1992, p. 20 (hereafter cited as HRSA, Healt: Care
Access Issues for American Indians/Alaska Natives).

370 HRSA, Health Care Access Issues for American Indi-
ans/Alaska Natives, p. 18.

371 Ibid.

372 THS, Trends in Indian Health, p. 62.

378 NCHS, Health, U.S., 1998, pp. 96, 302. See app. 2.1.
374 THS, Trends in Indian Health, p. 119.

375 Begay, “Unmet Health Care Needs.”

376 Oxendine, “Who Has Diabetes?” p. 5. Type 2 diabetes is
non-insulin-dependent diabetes, which occurs during adult-
hood. Type 2 diabetes accounts for 90 to 95 percent of all
diagnosed diabetes cases. CDC, Diabetes Fact Sheet, p. 3.
Researchers at the National Institute of Diabetes and Diges-
tive and Kidnev Diseases have studied the nature of diabe-
tes among the ‘1ma Indians of Arizona since 1965, leading
to several discoveries concerning the nature and treatment
of diabetes. National Institute of Diabetes and Digestive and
Kidney Diseases, National Institutes of Health, HHS, “The
Pima Indians: Pathfinders for Health,” accessed at
<http://www.niddk.nih.gov/health/diabetes/pima/pathfind/pa
thfind.htm>.
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Mental Heaith

According to a report of the U.S. Department
of Health and Human Services Substance Abuse
and Mental Health Services Administration
(SAMHSA), Native Americans are more likely to
experience mental disorders than other racial
and ethnic groups in the United States. “Of great
concern is the high prevalence of depression,
anxiety, substance abuse, violence, and suicide.
Other common mental health problems of Native
American individuals are psychosomatic symp-
toms and emotional problems resulting from dis-
turbed interpersonal and family relation-
ships.”3" According to SAMHSA, failure to ad-
dress the “historic trauma” and culture of Native
Americans in health care and other areas “will
only add to the oppression experienced by Native
Americans for decades.”3’® Nonetheless, disen-
tangling socioeconomic factors, cultural influ-
ences, civil rights issues, and the effect of
race/ethnicity is difficult for any health condi-
tion, particularly mental health disorders. HHS
cautions:

Discussion of racial and ethnic differences in the
prevalence of mental illness must be approached cau-
tiously. Studies focusing on the prevalence rates
among ethnic subgroups are limited and often incon-
clusive. Sociceconomic status, education, and em-
ployment status have been found to be related to the
prevalence of mental disorders and explain some of
the variance in the prevalence of mental illnesses
across racial, ethnie, and economically diverse groups.
It is difficult to determine the specific influence of
social conditions such as discrimination and stereo-
typing on disorders with paranoid, depressive, and
antisocial symptomology. However, low socioeconomic
status and education, regardiess of ethnicity, have
been found to be contributing factors in the onset of
certain disorders. Equally important, a discussion of
prevalence rates must consider the cultural meaning
of mental illness. Mental health behaviors need to be
defined in the context of each individual's culture to
determine normative behaviors.37

Women of Color

As has been demonstrated thus far,
race/ethnicity and gender are two of several
categories that can, to a large degree, determine

377 SAMHSA, Cultural Competence Standards, p. 11.
378 Thid., pp. 11-12.

3™ HHS, Healthy People 2010 Objectives, Mental Health and
Menta! Disorders, p. 234.



one’s health. Groups occupying multiple social
categories may have especially poor health
status, such as poor women of color, since the
effects of being among multiple disadvantaged
groups can lead to cumulative vulnerability.380
Women of color share the disadvantages of
women ond racial/ethnic minorities, thus their
health concerns warrant further examination.
Unfortunately, the current health system in the
United States has failed to address the intersec-
tion of the many social factors as they affect
health care and as a result has, to a large de-
gree, ignored the unique yet pressing concerns of
women of color. Minority women in the United
States represent many diverse populations,
however, collectively they use fewer health
services and are in poorer health than white
women.381

Who Are “Women of Color*?

Approximately 26 percent of the total female
population are members of racial and ethnic mi-
nority groups.382 Minority women are more likely
than white women to have lower income levels
and to live in poverty. They tend to have less
education overall, but even when they have the
same amount of education as white women, they
tend to earn less and have fewer assets.383 Many
women of color have marginal jobs with little
training, little security, and no possibility of ad-
vancement.38t For example, many Puerto Rican
and Asian American women work in the textile
industry under sweatshop conditions; other mi-
nority women work as migrant farm workers
under grueling conditions.38® Further, studies
have shown that households headed by women
of color are at a particular disadvantage in the
rental market, making obtaining decent housing
difficult.38¢ Poor health is connected to danger-
ous jobs a::d to marginal low-wage jobs. The in-
ability to find good work. in turn, is related to

380 Williams et al., “The Concept of Race and Health Status.”

381 HHS, Office of Public Health and Science, Office on
Women’s Health, “The Health of Minority Women,” fact
sheet (hereafter cited as OWH, “The Health of Minority
Woman").

382 OWH, “The Health of Minority Women.”

383 Thid.

384 Scales-Trent, “Women of Color and Health,” pp. 1357-68.
385 Thid., p. 1359.

386 Thid., p. 1360.
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poor education, which is related to segregated
housing, which in turn affects health and then
ability to work.387 The cycle repeats itself. There-
fore, health issues are only one thread in a com-
plicated fabric of oppression.388

The “fakric of oppression” that is ingrained in
the lives of women of color requires an under-
standing of how race/ethnicity-specific and gen-
der-specific discriminations intersect to create a
unique experience for women of color. These
specific experiences have been neglected in part
because of the failure to recognize them as more
complex than the concerns of women or minori-
ties when examined independently:

The term “women of color” can be a helpfial political
tool. it is a phrase which is affirming and generous, a
phrase which brings together a powerful coaiition of
women. However, there appears to be some uncer-
tainty as to whether there is such a thing as a “true”
women of color issue because these issues are often
subsumed within the issues of others—white women,
poor women, men of color.38?

Often those issues of concern to women of
color are categorized with issues of an entire mi-
nority community. Other times, issues of concern
to poor women are coilapsed with issues of con-
cern to women of color. There is some confusion
as to what women of color issues are. Are they
the same issues faced by poor white women? Are
they the same issues faced by minority men?
One response is that women of color are faced
with the problems of white women as well as
those faced by minority men. For example, His-
panic and Asian American women deal with the
issues of language and cultural differences just
as their male counterparts must, but they also
must deal with issues related to pregnancy and
childbirth as do all women.3%¢ One commentator
gives the example of a Latina who is pregnant.
Her inability to get good prenatal care may be
influenced by her status as an undocumented
worker or by her lack of fluency with English.
She faces difficulties because she is a woman
and difficulties because she is part of the His-
panic community, which makes this a “women of

387 Ibid.,
388 Ibid.,
389 Thid.,
340 Thd..

p. 1361.
p. 1360.
p. 1364
p. 13635.



color” issue.?! Thus, when there is a greater im-
pact or differential treatment from a general mi-
nority issue or women’s issue, a women of color
issue has been identified. In other words:

A women of color issue can be located by looking at a
woman'’s issue, or at an Asian or black or Indian or
Latino issue, and by pushing further into that issue to
locate the point where women of color look different—
either because they suffer disproportionately or be-
cause they suffer differently.3%2

Specific Health Concerns

Barriers faced by minority women to health
education, health promotion, preventive serv-
ices, and medical care have resulted in dispari-
ties between minority and nonminority women
in mortality and life expectancy, the extent and
geverity of illness, and the risk factors for devel-
oping major diseases.3®® As one commentator
states:

The health status of wemen of coler in the United
States has been determined to a large extent by the
powerful abilities of race and gender to define as well
as institutionalize who has access to resources. how
much and what kind of resources are available to cer-
tain groups, and the manner in which those resor.rces
are provided. . . . In the area of health, more than in
any other sphere of life, the structural restrictions of
race and gender become linked to life and death.3%¢

Unfortunately, however, women of color have
traditionally been a low research pricrity, with
relatively little data available on health issues
specific to minority women. Even though there
have been attempts made to improve the inclu-
sion of women in research, this does not neces-
sarily mean that there will be diversity among
the women studied. Likewise, the inclusion of
minorities in research trials does not guarantee
that women will be among the various racial and
ethnic subjects. Often, when studies look at race
as well as gender, they look at either race or
gender and not a combination of the two.3% In

391 Thid.
292 Thid., p. 1387.
393 OWH, “The Health of Minority Women.”

34 Marcia Bayne-Smith, “I{ealth and Women cf Color: A
Contextual Overview,” p. 1 in Marcia Bayne-Smith. ed.,
Race, Gender, and Health (Thousand Oaks, CA: Sage Publi-
caticns, 1996).

395 Scales-Trent. “Women of Color and Health.” p. 1364.

addition, the inadequate or inaccurate data on
minority populations, which is caused by small
sample sizes, misclassification, and over-
generalized data collection, are major impedi-
ments to a full understanding of minority
women’s health status.3%

The limited research that is available demon-
strates that there are many health-related dis-
parities between minority women and nonmi-
nority women. For instance:

e Agian American and Pacific Islander women
have higher rates of death than white women
for injuries and suicide.397

e American Indian/Aiaska Native women have
higher death rates for diabetes and chronic
liver disease.3%8

e African American women have higher death
rates than white women for heart disease,
stroke, HIV/AIDS, homicide, and alcohol and
drug induced causes.3%

¢ Compared with white women, the death rate
from HIV/AIDS for Cuban women is 2.4 times
higher; for Mexican American women it is 5.4
times higher; and for Puerto Rican women it
is 20 times higher. (More than 75 percent of
women living with AIDS are women of
color.)400

e Nearly half of all black women over the age of
60 have hypertension, and black women have
40 percent higher stroke rates than white
women.*01

e The incidence rate for uterine cancer for
black women is twice that for white women,
and black women have a higher mortality
rate from breast cancer. 402

s Black women are twice as likely to die from
diabetes as white women, but Chinese Ameri-
can and Latina women face greater risk of
developing diabetes during pregnancy than
do black or white women. 403

3% OWH. “The Health of Minoritv Women.”

397 Thid.

398 Thid.

399 Thid.

+00 Thid.

401 Scales-Trent, “Women of Color and Health,” pp. 136162,
402 Thid.

403 Thid.. p. 1362.



e Black women are three times more likely to
die while pregnant than white women. 404

o Alcoholism is a more prevalent problem for
Native American women and Latinas.405

e Resgpiratory diseases are more common
among Latinas. Puerto Rican women have
the highest death rate due to pneumonia and
influenza.06

o Ultimately, life expectancy is lower oversll
for minority women, including American In-
dian/Alaska Natives, Native Hawaiians, His-
panics (except for Puerto Ricans), and African
Americans. 07

One explanation for these disparities is the
unavailability and inaccessibility of preventive
health care services and, when services are
available, differences in utilization patterns. For
example, in 1991 sizable portions of all women
18 years and older reported that they had not
had a Pap test within the past year. At that
time, 37 percent of black women. 43 percent of
Hispanic women. and 55 perceat of Asian
American women reported not having had a Pap
test in the previous year.#08 These numbers have
improved since 1991, but there are still dispari-
ties in use of preventive services among groups
of women. A 1998 survey found that among Afri-
can American women aged 50 and older, ma~-
mography rates increased from 37 percent in
1993 to 56 percent in 1998; for Hispanic women
the rate of mammography increased from 54 to
64 percent.*® However, Asian American women
continue to have the lowest rates of preventive
care; although the sample size of Asian Ameri-
can women over the age of 50 in the survey men-
tioned abuve was too small to estimate the per-
centage of these women who had had a mammo-
gram, the survey ind.cates that less than half
received a Pap test in 1998.410 This is particu-
larly disturbing considering the high rates of
cervical and breast cancer among Asian Ameri-

404 Thid., pp. 1361-62.

05 NTH. Women of Color Health Data Book. p. 41.
408 Thid.

407 Tind.

408 Thyd.. p. 62.

% The Commonwealth Fund. Health Concerns Across A
Woman's Lifespan; 1998 Survev of Women's Heaith, (New
York: The Commonwealth Fund. May 1999). p. 2.

+10 Thid.. p. 40.

can women. Hispanic women and Asian Ameri-
can women were also less likely than either
white or African American women to have had a
physical exam in the past year. 4}

Yet anothcr pertinent health 1ssue for women
of color is viclence. This is a major public health
concern for all women, but specific attention
needs to be given to the high rates at which vo-
lence affects minority women. African American
women are three times more likely to experience
viclent crimes than white non-Hispanic women.
and are much more likely to experience incidents
of viclence by acquaintances or strangers.*i? Al-
though there is little data on domestic viclence
in the Asian community. women's shelters have
revealed an overwhelming need for muldcul-
tural and multilingual counseling and advocacy
services for Asian American women. 413

These examples demonstrate the dire neces-
sity to address the health needs of women of
color. Researchers, health care providers. and
advocacy groups must make a concerted effort to
include minority women in their health care ob-
jectives. Health must become vewed as multi-
dimensional, and as more than merely the ab-
sence of disease. The forces of race znd gender
clearly define the economic. social. en.iron-
mental. and cultural components that chape
health status.s’4 The complexities of the health
status of women of color require that health pe
redefined to include these factors. and that the
health care svstem reassess the practices that
cause minority women's health care needs to
remain unmet. [t has been stated that:

Significant and sustainable improvement in the
health status of womer of color requires the develup-
ment of new paradigms that expand or redefine con-
cept of hezlth in order to encompass many of the cur-
rently ignored essential elements of well-being. Good
health status. as a product. is best defined as the re-

411 Thid.
412 OWH, “The Health of Minont Women.”

413 California Commission for Economic Development. Asian
Pacific Islander Health Coalinon. Califormia Asian Heaith
Issues in the 1990s. A Public Hearing, Aor. 20. 1990

414 Bayne-Smuth. “Health and Women of Celor.” p. 37



sult of vartous kinds of investments 1 the totzl per-
son. . . 415

Underreporting and Misclassification of Race

“Porticularly lacking are data which recogn.ze
that concepts and measurements of health mav
differ within racial/ethnic groups ana that tro-
ditional medical practices are often at odds with
Western medical practice, making standard def:-
nitions of ‘care’ingppropriate. i€

Racial/Ethnic Categories in Federal Data Collection

Current.y. Federal agencies are required to
collect data only on the following racalethmic
groups:

e Amencan Indian or Alaskan Native: “A per-
son hsving origins 1n any of the criginal peo-
ples of North Americs. and who maintains
cultural identification through tribal affilia-
ticu Or community recognition.”

e Asian or Pacfic Islander: “A nerson having
origins in any of the orginal pecples of the
Far East. Scutheast Asia. the Indian subeen-
tinent. or the Paafic Islands. This ares in-
cludes. for example. China. India. Japan. Ko-
rea. the Philippine [slands. and Samoa.”

e Black: “A person having cnigins 1n any of the
black racal groups of Africa.”

e Hispame: “A person of Mexican. Puertwo Ri-
can. Cuban. Central or Scuth American or
other Spanish cuiture or origin. regardless of
race.”

e White: “A person having crigins 1o any of the
ariginal pecples of Europe. Nerth Africa. or
the Middle East.”**"

New racial and ethnic categories will be used for
the year 2000 census. and must be 1ncerporated

415 Marcia Bavne-Smuth and Larna Scars McBaraere.
“Redefiming Health in the 21st Century.” pp. 173-"4 mn Mar-
cia Bayne-Smith. ed.. Race. Gender, and Feaith Thousand
Ozks. CA: Sage Publications. 1996).

416 WA State Dept. of Health. Data Repor! an Penpie af
Color. p. 33.

417 Office of Management and B- t. Statstical Zolicy Th-
rective No. 15. “Race and Ethmic Srendards for Feders] Sta-
tistics and Administratuve Reporting,” 1977, See doseph W
Duncan. directar. Office of Federsl Statistice]l Policy and
standards. U.S. Department of Cammerce. Stansueai Poiicy
Handbook, May 1978. pp. 37-38.

inte new and revised reporung forms by January
2003.48

The revised racal and ethmic defmteons have
five categeres. They invide the Asian or Paafe
Islander categery inte twe groups. A “Natve
Hawauan or Other Pacfc Isiander” categerv
includes any “perscn hasing orgns :n anv of che
ariginal pecples of Hawaun., Guam. Sameca. cr
other Paafic [slands” [ does met include indi-
viduale who are nanve 5o the State of Hawail by
virtue of being bern thers. The second categery.
“Asian.” inciudes any “perscn having argine in
anv of the crginal pecpies of the Far East
Southesst Asia ar the [ndian subconunent -
cluding, fer example. Cambodia. China. India.
Japan. Kares. Malavsia. Pakstan. the Philip-
pume Islands. Thaiand. ang Vietnam.” The cther
defiriticns remain much the same. aithough the
“Hispame” categery 1 ncw  designated  as
“Hispanic cr Laune.” and she “Black™ categary 1s
now “Black or ATcan Amercan.”+® Ta zcccm-
modate pgersons of mixed racal heritage. another
change perm:ts respendents o select cne ar
mcere racal designatiens, 20

Misclassification of Race/Ethnicity

Proper classificaticn of ilnesses and assess-
ment of heaith status require accurate data an
members of certain pepulations. Howsver. Na-
uve Americans. Asian Americans. ana Hispan-
ics. i partcular. are offen musclassifed i sur-
veye, censuses. vital statstics. and disesse regis-
tries. A2 As neted by the Washington State De-
partment of Heaith. @ffcultes :dentifed with
racal and ethmce 2ata ccllectica efforts inciude
11censistent defimitens: misclassificatien of race
d ethmcicy. paracularly on desth certficates:
lack of w.derstanding of racalethnic categeries
v respcncentst and changes to racerethme cate-
reries and rescons:ss cver hme, sl

b

o

¢
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In addition, there is often confusion over clas-
sification of individuals. For example, although
Native Hawaiians are often placed in the Asian
American/Pacific Islander category, in some cir-
cumstances this group can be considered Native
Americans. For the purposes of title VIII of the
Native American Programs Act,423 for instance,
Native Hawaiians, Somoans, and other native
Pacific Islanders are considered to be Native
Americans.*24

Limitations of Racial/Ethpic Data

There are several limitations of existing data
on race and ethnicity. A report by the Utah De-
partment of Health for the University of Utah,
Derartment of Health Promotion and Education,
identified many of the difficulties in studying the
health status of minorities:

The great diversity in health needs and actions
among people within each study population emerged
as the greatest limitation on the breadth and depth to
which we were able to examine health issues. Such
factors as gender, age group, country of origin, docu-
mentation status, generational status or length of
residence in the U.S., geographic location within [the
State], level of family or community support, un-
measured psychological characteristics, health status,
cultural factors and the varied availability of health
insurauce and health services within each population
and sub-group made it impossible to simultaneously
address all 1ssues with all possitle combinations of
ethnicity and these other characteristics.425

In addition, using general racial/ethnic catego-
ries often masks the differences within a par-
ticular community.426 For example, as discussed
earlier, Asian Americans are often considered
the “model minority”; however, when viewed in a
group-specific context, variation is demon-

323 Pub. L. No 8§8-452, title VIII, § 801, as added Pub. L. 93—
644, § 11, Jan. 4, 1975, 88 Stat. 2323 (codified as amended at
42 U.8.C. §§ 2991-2992d (1994 and Supp. II 1996)).

424 42 U.S.C. § 2991a (1994). See also SAMHSA, Cultural
Competence Standards, p. 9 (which classifies Native Ha-
waiians as Notive Americans along with American Indians
and Alaska Natives).

425 University of Utah, Research and Evaluation Program,
Department of Health Promotion and Education, Final Re-
port: Utah Health Status Survey on Ethnic Populations-
Qualitative Component, report prepared for Utah Depart-
ment of Health, Sureau of Surveillance and Analysis and
Statewide Ethnic and Health Committee, Nov. 24, 1997.

426 NTH, Viomen of Color Heath Data Book, p. 93.
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strated. The erronecus assumption of homoge-
neity is compounded by lack of data:

Common data sets combine all subgroups as ‘Asian’
or, even worse, combine all Asian Pacific Americans
with ‘Other Non-White’, which minimizes Asian Pa-
cific American health needs and reduces the possibil-
ity of identifying high-risk Asian Pacific American
subgroups. Furthermore, national and statewide
health and behavior surveys do not sample enough
Asian Pacific Americans to provide meaningful esti-
mates of health status, health care utilization, and
risk factors.427

Similarly, the length of time a minority group
has been in the United States can affect how
they relate to medical practitioners and tahe
care of their health. For example, among Asian
Americans, three groups—Chinese, Japanese,
and Filipino Americans—have the longest his-
tory in the United States and, thus, are more
familiar with Western medical practice and life-
style than other Asian American groups. Thus, it
is “dangerous to generalize the findings from
these groups to recent immigrants, most of
whom are included in the ‘Other Asian Pacific
American’ group, which is itself a large group
with a diverse population.’428

There is also a lack of disaggregated informa-
tion on, and information targetsd to the specific
needs of, specific minority groups.i?® For exam-
ple, there is little information on the differences
between American Indians who live on reserva-
tions and those who live in urban areas. Because
of the mobility between reservation and non-
reservation areas, it often is difficult to collect
data and provide services t¢ many American In-
dians.®30 Similarly, because the classification
“Hispamic” refers to the country of origin of a
person or his or her ancestors, the Hispanic
population comprises several ethnic, cultural,
and racial groups, which further blurs the differ-
ences within the category.43!

427 W\ State Dept. of Health, Data Report on People of
Color, p. 33.

428 Tbid.
428 Ibid., p. 17, 51.

430 Thid., p. 51; HRSA, Health Care Access Issues for Ameri-
can Indians/Alaska Natives, p. 18.

431 WA State Dept. of Health, Data Report on People of
Color, p 69.



Although a discussion of the intricacies of
collecting racial and ethnic data are beyond the
scope of this report, it should be noted that sev-
eral solutions to the problem of incomplete ra-
cial/lethnic data and insufficient sampies have
been suggested. In 1997 the Secretary of HHS
issued the “HHS Policy for Improving Race and
Ethnicity Data,” thereby affirming the need for
comprehensive data collection efforts throughout
HHS.432 The purpose of the policy is to empha-
size the importance of the inclusion of data on
minority groups in HHS research, to monitor
HHS programs to ensure that funds are being
used in a nondiscriminatory manner, and to
promote the standardization of aata collection
across the Department.?32 This policy is consis-
tent with policies already adopted by NIH and
CDC regarding the inclusica of minorities in re-
search.4¥* However, one NIH report takes data
collection one step further by recommending the
oversampling of racial and ethnic groups in na-
tional surveys and/or surveying racial/ethnic
subpopuiations in the areas where they pre-
dominantly are found.*35 The report also recom-
mends collecting information on immigration,
language, and acculturation to fully understand
the health status of different subpopulations.43

As one commentator stated:

Additional data that capture the specific factors that
contribute to group differences in disease must be
collected. However, reductions in racial disparities in
health will ultimately require change in the larger
societal institutions and structures that determine
exposure to pathog:nic conditions. More attention
needs to be given to the ways racism, in its multiple
forms, affects health status. Socioeconomic status is a

432 Donna E. Shalala, Secretary, HHS, memorandum to
Heads of Operating Divisions and Heads of Staff Divisions,
Oct. 24, 1997 (re: HHS Policy for Improving Race and Eth-
nicity Data).

433 Toid.

434 For discussion on NIH and CDC inclusion policies, see
chap. 3.

435 NTH, Women of Color Healith Data Book, p. 93. In sample
surveys, based on the national population, the number of
minorities in the sample is often too small to develop na-
tional estimaies. Thus, it is necessary to “oversample”
groups by, for example, increasing the sample size in areas
where minorities live. See Runald M. Andersen, Ross M.
Mullner, and Llewellyn J. Cornelius, “Black-White Differ-
ences in Health Status: Methods or Substance?” Milbank
Quarterly, vol. 65, suppl. 1 (1987}, op. 73-74.

36 NTH, Women of Color Heaglth Data book, p. 93.

central determinant of health status, overlaps the
concept of race, but is not equivalent to race. Inade-
quate attention has been given to the range of varia-
tion in social, cultural, and health characteristics
within and between racial or ethnic populations.
There is a growing emphasis, both within and without
the Federal Government, on the collection of racial
and ethnic identifiers in health data systems, but
noncoverage of the Asian and Pacific Islander popula-
tion, Native Americans, and subgroups of the His-
panic population is still a major problem. However,
for all racial or ethnic subgroups, we need not only
more data but better data. We must be more active in
directly measuring the health-related aspects of be-
longing to these social categories. 37

Despite the limitations of and difficulties in data
collection, it is important to continue to strive to
collect the most complete data on racial and eth-
nic minorities, and subpopulations. To the extent
that national estimates are unavailable, com-
munity studies and local censuses are crucial to
the understanding and elimination of health
disparities. An absence of appropriate data
should not be an excuse to continue to disregard
the health needs of certain segments of society,
and minorities as a whole.

Absence of Cultural Competency
in Service Delivery

“The widening gap in healthcare between people
of color and white America is not due solely to
economics, but to the lack of culturally relevant
healthcare treatment and medical information
designed to reach the nation’s fastest growing
populations effectively.”™138

As demonstrated, both the delivery of and ac-
cess to health care services are dependent on
many factors. One issue of particular concern to
racial and ethnic minorities, and which is often
neglected, is the cultural competency with which
health care services are rendered. Culturally
competent care is defined as care that “is sensi-
tive to issues related to culture, race, gender and
sexual orientation. . . ."439 According to HHS,

437 Williams, et al., “The Concept of Race and Health
Status.”

438 New America Wellness Group, “Economics Not Sole Rea-
son for Healthcare Inequality Among Minorities,” press
release, Apr. 27, 1999, p. 1.

439 Juarbe, “Access to Health Care for Hispanic Women,” p.
26.



cuitural competency involves ensuring that a
system (e.g., agency, program, individual) can
function effectively in a culturally diverse set-
ting; it involves understanding and respect for
cultural differences. 440

In particular, cultural competency ensures
that health care needs are identified and care is
provided within the cultural context of the pa-
tient. A cultural group shares ccmmon origins,
customs, and styles of living, and provides a
sense of identity and common language. Mem-
bers’ shared history and experiences shape the
group’s values, goals, expectations, beliefs, per-
ceptions, and behaviors.441

When cultural competency is not addressed,
health care may be compromised. There are many
examples of cultural insensitivity/ignorance on
the part of health care providers:

In an effort to be friendly, a doctor greets an African
American grandmother by her first name. The woman
does not respond warmly to what she considers to be
disrespectful behavior.

A Thai patient speaks to an intake worker who takes
notes in red ink. The patient is alarmed because in
Thailand red ink is only used in criminal proceedings.

A Laotian patient at a rural California cliaic is told to
give her child one teaspoon of medicine every four
hours. The only spoon in her house is a porcelain soup
spoon; the medication runs out long before the pre-
scribed ten days.#42

The result is the creation of additional obsta-
cles to health care, which in turn results in inef-
ficient and inappropriate use of health care re-
sources. Patients come to rely on the emergency
room because they avoid seeing a doctor until
medically necessary; they use traditional reme-
dies in addition to or in lisu of Western medicine
because of a reluctance to trust the doctor; and
they do not comply with prescribed treatments
because of a lack of understanding or trust.443

410 HHS, “HHS and Cultural Competency,” draft report, p. 1.
Hispanic Agenda for Action Steering Committee identified
cultural competency as an issue that must be addressed by
all components of HHS. See chap. 4, for a discussion of HHS
initiatives.

441 Sally Kohn, “"Dismantling Sociocultural Barriers to
Care,” Healthcare Forum Journal, May/June 1995, p. 30.

442 Tbid., p. 32.
443 Tbid.
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As one element of cultural incongruence, lin-
guistic barriers play an important role in the
inability to access quality medical care, particu-
larly for Hispanics and Asian Americans. Poten-
tial mechanisms to address linguistic and cul-
tural barriers in health care services are pro-
vided in the protections of title VI of the Civil
Rights Act of 1964.444¢ However, a survey of State
medicaid managed care by the Association cf
Asian Pacific Community Health Organizations
(AAPCHO) found variability in enforcement of
the requirements for linguistically appropriate
care. The survey also found an absence of uni-
form guidelines, limited availability of accurate
information on the number of enrollees who do
not speak English, and a lack of data cn the ac-
tual costs incurred in providing bilingual serv-
ices. 45

The lack of interpretive services ultimately
results in inequities in treatment and service
utilization rates. Findings from a study of Chi-
nese women in California indicate that women
who do not speak English fluently are less likely
to have had mammograms.46 Additionally, the
Korean Health Survey found that only 29 per-
cent of Korean American women had had breast
exams within the previous year, compared with
50 percent of all American women; only 35 per-
cent had ever had Pap smears, compared with
half of all women in the United States.447

Health care services are often unacceptable
for minority groups because they have been de-
signed by members of the medical community
who are not of the same culture. In particular,
women from racial and ethnic minority groups
often face difficulties overcoming the cultural
barriers that may preclude them from accessing
health services. For example, the experiences,
cultural norms, and roles of Hispanic women are
too frequently ignored, fostering a sense of frus-
tration and increasing distrust of the health care

444 Grace M. Wang, “Managed Care and Asian Pacific Island
Women,” Journal of the American Medical Women’s Associa-
tion, vol. 51 no. 4 (August/October 1996), p. 146.

445 Tbid.

446 Thid,, citing to A. Chen, R. Lew, V. Thai, et al., “Behavioral
Risk Factor Survey of Chinese-California, 1989.”

447 Ibid., citing to E. Han, “Korean Health Survey in South-
ern California: A Preliminary Report on Health Status and
Health Care Needs of Korean Immigrants,” a paper pre-
sented at the Asian American Health Forum Conference in
Bethesda, MD, Nov. 17, 1990.



system.#® Traditional health care beliefs and
practices of Hispanic women are rarely recog-
nized or integrated, nor are Hispanic women
included in the process of developing the serv-
ices:

Although Hispanic women’s roles, daily lived experi-
ences and forms of social support have been consid-
ered relevant in understanding their health care
needs, the literature has most often focused on issues
that relate to their reproductive roles. While the cur-
rent literature provides valuable knowledge, most
studies lack a theoretical perspective that (1) permits
an analysis of the sociopolitical and cultural environ-
ment of Hispanic women, (2) recognizes that health
care organizations, structures, and ideologies are of-
ten oppressive to women, and (3) values political ac-
tion and social change as a precursor to women'’s
health.#9

Asian Americans, particularly those whe are
recent immigrants, often face similar difficulties
when seeking health care.4 For many Asian
Americans and Pacific Islanders, Western bio-
medical health care practices conflict sharply
with traditional health and healing practices.5!
As demonstrated earlier, among many Southeast
Asian refugees, traditional concepts of illness,
folk remedies, and unfamiliarity with the U.S.
health system combine with linguistic barriers to
create a pattern of “unexpressed health
needs.”#52 For example, the concept of waiting 2
or 3 weeks for an appointment may seem inap-
propriate to many Southeast Asians, so it may
be difficult getting them to accept the appoint-
ment system.453 It has also been argued that cul-
tural barriers are built into the way Western
medicine is practiced, with a biomedical model
emphasizing isolation and the treatment of spe-
cific ailments rather than a more holistic ap-

448 Juarbe, “Access to Health Care for Hispanic Women,” p.
26.

449 Tbid., p. 24.

450 Many Asian Americans, particularly third, fourth and
fifth generation Americans, are very assimilated and accept
Western medical practic2s. Cultural insensitivity also in-
cludes instances where assumptions are made about an
individual’'s English proficiency or degree of assimilation
based solely on his or her race or ethnicity.

451 Mayeno and Hirota, “Access to Health Care,” 354.
452 Tbid.
453 Thid., p. 354-55.

proach.#4 Often the cultural beliefs of Asian
Americans are cited as the reason for their un-
deruse of services; however, this perspective
nullifies the resporsibility of the health system
to adapt to the increasing multiculturalism of
society. 455

The idea of cultural competency merits fur-
ther examination in the context of immigrant
health. Immigrants face barriers to health care
access not only from the s:andpoint of language
difficulties, but also from less tangible social and
legal isolation. Culitural values and role issues,
along with unique fears and stressors, must be
taken into account when assessing the health
care needs of the immigrant community. There
need to be studies done from a qualitative per-
spective that can bring understanding to immi-
grants’ daily experiences with regard to their
immigration and refugee status, roles, forms of
social support, and how these experiences influ-
ence their health, health care access, and health
care use.4% Additionally, efforts must be made to
overcome barriers created by increasing diver-
sity.

Sociocultural contexts of individuals’ lives
must be taken into consideration when design-
ing health programs if they are to adequately
meet the needs of the communities they serve.
Culturally competent care is compromised be-
cause of prejudice, racism, lack of understand-
ing, and cultural myths.457 The result is that
many racial and ethnic minorities attempt to
seek care outside the norm of public health care,
such as in more expensive private facilities, if
they can afford it; through folk medicine or non-
traditional healing processes; or if these are not
available options, only when an acute need is
present.458

Further, for cultural competence to be com-
pletely integrated into health service delivery,
not only must health care providers understand
the cultural context of their patients, but they
must recognize how their own behaviors and
practices are influenced by culture. According to
one minority health expert:

454 Tbid., p. 355.

455 Jbid.

456 Juarbe, “Access to Health Care for Hispanic Women,” p. 27.
457 Ibid., p. 26.

458 Tbid.



To fully appreciate cultural differences, providers
must also recognize and acknowledge how their day-
to-day behaviors and thoughts have been shaped by
cuitural norms and values of the dominant society,
and reinforced by families, peers and social institu-
tions. A more purposeful self-examination of cultural
influences can lead to a better understanding of the
im»act of culture on one’s own life. Only then can the
complexities of cross-cultural interactions be fully
appreciated.45?

In addition, the development of cultural com-
petence must occur beyond the level of the indi-
vidual provider, to include local, State, and Fed-
eral health care agencies. All health care pro-
grams must assess their level of cultural compe-
tence and devise strategies for achieving broad
based cultural inclusion if equality in health care
is to be attainable.

Profile of the Heaith Care Industry

“Authorities who predicted that oll Americans
would have access to a single health care system
were wrong. The separate and unequal health
care system ts alive cid well, thriving in an envi-
ronment that views healih care as a marketplace
commodity to be bought rather than as a societal
good to be provided as a matter of right.”160

The health care industry has several compo-
nents, including health care professionals, facili-
ties, financing organizations, and research or-
ganizations. Federal, State, and local agencies
are involved in the delivery and oversight of
health care services in the United States. The
structure of the industry, and changes within it,
may affect the health status of certain groups
differently.

Health Care Professionals

Race and Ethnicity

According to the Principal Deputy Assistant
Secretary for Health and the U.S. Department of
Health and Human Services, “Recruitment, re-
tention, training, and promotion of racial and
ethnic minorities within the Nation’s health pro-
fessions workforce will not only help eliminate
disparities in health care received by all minori-

459 Stinson letter, p. 4.
460 Geraldine Dallek, “Health Care for America’s Poor: Sepa-
rate and Unequal,” Clearinghouse Review, special issue,
summer 1986, p. 362.
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ties, it will improve the health of all Ameri-
cans.”#6! However, despite initiatives to increase
minority enrollment in health professional
schools, and to improve the health and science
education of students at earlier ages there re-
mains a shortage of minority health care profes-
sionals.

There were 737,764 medical doctors in the
United States in 1996.462 However, there are
disparities in where doctors are located. Ac-
cording to HHS, minorities are likely to live in
medically underserved areas. For example, poor
urban communities with high proportions of
blacks and Hisparnics average only 24 physicians
per 100,000 people; however, poor urban com-
munities with low proportions of blacks and His-
panics average 69 physicians per 100,000 peo-
ple.463 To address the shortage of health care
providers in these areas, HHS has established
the National Health Service Corps Program
through which culturally competent primary
care professionals are recruited to practice in
underserved communities.*¢* The benefits of
such programs are numerous. As one proponent
states, “There is no doubt that trainees who
spend a significant amount of time in an under-
served community are more likely to understand
those communities better, relate to those com-
munities better, and be more likely to return to
serve in those communities in the long texm.”465

Programs such as the National Health Serv-
ice Corps should place an emphasis on under-
served minority communities, and on the re-
cruitment of minority health care providers.
HHS data shoew that minority physicians are
more likely than other doctors to serve minority
patients. Black physicians are five times more
likely than other doctors to treat black patients.
Similarly, Hispanic physicians are 2.5 times
more likely than other doctors to treat Hispanic

461 Nicole Lurie, “Putting the Right People in the Right
Places: Minority Health Professionals Service Community
Needs,” Closing the Gap, May/June 1999, p. 1.

462 NCHS, Health, U.S., 1998, p. 324.
463 HRSA, Health Care Rx, pp. 10-11.
64 See chap. 4.

465 Carol Greene, U.S. Senate Committee on Health, Educa-
tion, Labor and Pensions, statement at the Capito! Hill
Health Policy Roundtable, “Health Professions Education in
Underserved Communities: Supporting Partnerships
Through Public Policy,” Washington, DC, June 3, 1999.



patients.466 In addition, black, Asian Ameri-
can/Pacific Islander, and Hispanic physicians are
“far more likely to treat Medicaid or uninsured
patients than white physicians from the same
area.”467

A lack of minority doctors may lead to limited
access to health care for minority patients 468
One study of California communities showed
that, independent of income, ccmmunities that
had a high proportion of black and/or Hispanic
residents were likely to have a shortage of physi-
cians. Because black and Hispanic doctors gen-
erally tend to practice in poor areas and areas
with a high proportion of residents of their own
race or ethnic group, minority doctors fill an im-
portant role in the community.469 The authors of
the study conclude that a decrease in the num-
ber of physicians from minority groups may re-
sult in reduced access to health care, reduced
health, and reduced well-being for a large pos-
tion of the minority population.4’® Another
author noted that blacks (and other minorities)
have limited sources of health cars available to
them:

Black communities are much more likely to have a
limited number of health care providers. This in-
cludes both inner cities and rural areas in relatively
poor states. As of 1985, for example, one-third of the
750 American counties with the highest proportion of
black population had been designated by the federal
government as “critical shortage areas” for primary
care physicians; this is half again as common as for
all other counties in the country. Consequently a dis-
proportionate number of blacks rely on hospitals and
community health centers to provide primary care.4™!

This author notes that even when health care
services are available, “blacks may face racial
discrimination that makes it difficult for them to

466 JTHS, Health Care Rx, p. 12.
467 Ibid., p. 13.

468 Miriam Komaromy et al., “The Role of Black and His-
panic Physicians in Providing Health Care for Underserved
Populations,” New England Journal of Medicine, vol. 334
(May 16, 1996), pp. 1305-10.

469 Tbid.
470 Thid.
471 Mark Schlesinger, “Paying the Price: Medical Care, Mi-

norities, and the Newly Competitive Health Care System,”
Milbank Quarterly, vol. 65, suppl. 2 (1987), p. 276.
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obtain care or limits their choices among health
care providers.”472

Thus, it is of grave importance to increase the
number of minority doctors and health profes-
sionals. According to a recent survey of medical
school graduates, racial/ethnic minority physi-
cians are more likely to provide health care to
poor and uninsured patients and to practice in
underserved areas.4’3 An article in the Journal
of the American Medical Association confirmed
that minority physicians:

Have a high proportion of minority patients.
Have a “greater willingness” to practice in
lower income areas.

Enter primary care specialties (such as gen-
eral internal medicine, family practice, and
general pediatrics) at higher rates than non-
minority physicians (thus providing continu-
ity of care and having “the greatest potential
to improve the health status of popula-
tions”174),

Are more culturally sensitive than other phy-
sicians .475

Thus, minority physicians “have had a positive
impact on increasing the access to care of mi-
nority populations.”’4’¢ Because minority physi-
cians often skare and understand the cultural
background of their patients, they understand
the ethnic differences in attitudes, beliefs, and
behaviors that can affect health status and how
patients communicate their health problems.477
Further, students who overcome financial barri-
ers to medical training, who are often minorities,
are more likely to work in medically underserved
areas and are more likely to understand how

472 Ibid., p. 277.
473 Lurie, “Putting the Right People in the Right Places,” p. 1.

474 Herbert W. Nickens, “The Rationale for Minority-
Targeted Programs in Medicine in the 1990s,” Journal of the
American Medical Association, vol. 267, no. 17 (May 6,
1992), pp. 2390, 2395.

475 Tbid., p. 2395. See also Donald L. Libby, Zijun Zhou, and
David A. Kindig, “Will Minority Physician Supply Meet U.S.
Needs? Projection for Reaching Racial Parity of Physicians
to Population,” Health Affairs, July-August 1997 (hereafter
cited as Libby et al., “Will Minority Physician Supply Meet
U.S. Needs?’).

476 Nickens, “Minority-Targeted Programs,” p. 2395.

477 Perez-Stable et al, “The Effects of Ethnicity and Lan-
guage,” p. 1212,



cultural and economic circumstances affect
health.478

An examination of the demographic composi-
tion of the work force in the health care industry
reveals that minorities are underrepresented in
the health professions that require extensive
training. As shown in table 2.6, African Ameri-
cans are most likely to be nursing aides, order-
lies, and attendants, holding 34 percent of these
jobs. Hispanics are most likely to be in the field
of dental laboratory and medical appliance tech-
nician, and account for 12.6 percent of that occu-
pational category.4’® While African Americans
are well represented in some of the health pro-
fessions requiring substantial formal education,
such as dietitian and social worker, they remain
underrepresented as many other professionals,
including speech therapists, dentists, pharma-
cists, and physicians. Similarly, Hispanics are
well represented among dental assistants and
dental laboratory and medical appliance techni-
cians, but are not found in large numbers in
other health professions requiring formal train-
1ng.480

Recently much emphasis has been placed on
the racial composition of medical schools and
other institutions Jor training in health-related
fields.48! As shown in figure 2.4, white students
far cutnumber ininority students in all health-
related fields. Of the almost 67,000 students
studying allopathic medirine in 1995~96, 67 per-
cent were white. Asian Americans accounted for
11 percent of such students, while blacks, His-
panics, and Native Americans represented 8
percent, 7 percent, and 1 percent, respectively, of
the student population.#8? Similarly, white stu-
dents accounted for 68 percent of the dentistry
students, while Asian Americans, blacks, and
Hispanics accounted for 21 percent, 6 percent,
and 5 percent of the dental students in 1995—
96.483 1t should be noted that while Asian Ameri-

478 Claude Earl Fox, “HRSA Opens Doors for Minorities in
Health Professions,” Closing tne Gap, May/June 1999, p. 3.

479 Miguvel R. Kamat, “Educating Health Professionals: Are
We Failing Minorities?” Closing the Gap, May/June 1999, p.
8

480 Tbid.
481 Americaa Association of Medical Colleges, Project 3000

by 2000: Progress to Date, Year Four Progress Report, April
1996 (hereafter cited as AAMC, Project 3000 by 2000).

482 NCHS, Health, U.S., 1998, p. 331.
483 Tbid.

cans as a group are no longer considered
“underrepresented” in many fields of medicine,
certain Asian subpopulations, such as Native
Hawaiians, Pacific Islanders, and Scutheast
Asians, are still cignificantly absent.44
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Table 2.6
Minority Empioyment in Health Prcfessions, 1998
Health profession % Black % Hispanic
Speech therapist 1.9 6.3
Dentist 2.8 2.0
Dental hygienist 39 39
Pharmacist 4.1 5.1
Physical therapist 42 5.4
Physician 49 48
Dental assistant 6.1 121
Occupational therapist 6.5 0.7
Dental laboratory and medical

appliance technician 6.8 126
Radiologic technician 8.2 20
Registered nurse 9.3 3.2
Psychologist 10.2 4.0
Physician assistant 106 2.8
Respiratory therapist 11.7 2.0
Clinical laboratory

technologist/ technician 15.0 6.4
Licensed practical nurse 17.4 58
Dietitian 18.2 4.3
Social worker 23.4 6.4
Health aide (except nursing) 24.4 9.3
Nursing aide, orderly,

attendant 340 9.8

SOURCE: Miguel R. Kamat, “Educating Health Professionals:
Are We Failing Minorities?" Closing the Gap, May/June 1999,
p. 8 (using Current Population Survey data).

One factor that contributes to the dearth of
minorities in medical professions is the high cost
of medical education. Because minorities are
more likely to come from low-income families,
they are less likelv to be able to afford medical
education. This presents not only a financial
barrier, but a psychological one. According to ore
commentator:

For a youngster from a poor family that is earning
$20,000 or less, the idea of going to medical school
and owing more than $100,000 in debt at the time of
graduation is a critical psychological impediment,
much more so for such a student than for a student
from a middle income family. So again, the major im-

484 Stinson letter, p. 5.



pediment for minorities and the poor is the cost of
medical education and the lack of available financial
resources for scholarships. 485

Figure 2.4
Enroliment of Minorities in Schools for Seiected
Health Occupations, 1995-1986
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SOURCE: U.S. Department of Health and Human Services,
National Center for Health Statistics, Health, United Statss,
1998 with Socioeconomic Status and Heaith Charthook, 1998,
pp. 331-32.

Another barrier to entering medical school
and other postgraduate health professional pro-
grams is lack of preparation and academic skills.
According to research by the Association of
American Medical Colleges (AAMC), the Na-
tion’s schools and colleges have not academically
prepared minority students for health profes-
sional schools.486 Although the proportion of mi-
norities taking advanced math and science
courses dorbled between 1982 and 1992, com-
pared with Asian Americans and whites, African
Americans, Hispanics, and Native Americans
still are more likely to be in remedial math

485 Louis Sullivan, president, Morehouse School of Medicine,
telephone inter.iew, May 2, 1999, p. 11.

488 Herbert Nickens and Timothy Ready, “Project 3000 by
2000: Expanding Qur Network,” Closing the Gap, May/June
1999, p. 4 (hereafter cited as Nickens and Ready,
“Expanding Qur Network”).
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classes in high school.#8” There also are substan-
tial differences between whites’ and minorities’
scores on achievement tests. Using data from the
U.S. Department of Education’s National As-
gsessment of Education Progress, the AAMC es-
timated that there are approximately 334,000
white 17-year-olds with advanced skills in the
science, and only 3,500 black and 4,500 Hispanic
17-year-olds with equivalent skills.488 According
to the Administrator of the Health Resources
and Services Administration:

Before minorities can become health professicnals,
they have to become health profession students. This
is a feat often more difficult for racial and ethnic mi-
norities and students from disadvantaged back-
grounds. Math and science requirements are de-
manding. Test scores must be high. Students have to
be motivated. They also have to believe they can suc-
ceed.48?

The American Medical Association has rec-
ommended several measures to increase minor-
ity representation in mnedicine, including:

(1) expansion of recruitment efforts, including special
premedical and precollegiate programs for minority
students, (2) greater government financial aid to
those in need at both the collegiate and medical
school levels, (3) affirmative action in medical scheol
admission and faculty-hiring decisions, (4) more sup-
portive academic programs for minority students
(through tutorials and academic assistance, deceler-
ated schedules as required, and early orientations),
and (5) competent and sensitive student counseling
and advisory services.4%

According to HHS. several schools and
training programs that have received funds from
HHS have made progress in increasing the
number of minorities graduating from their pro-
grams. Minorities represent 33 percent of the
professionals in general practice dentistry resi-
dency training programs and 32 percent of those

487 Kamat, “Educating Health Professionals,” p. 9.

488 Nickens and Ready, “Expanding Our Network,” p. 4

489 Fox, “HRSA. Opens Door,” p. 2. HRSA has implemented
several programs aimed at recruiting minorities in medical
professions. For example, the Health Careers Opportunity
Program was desigred to increase the number of minority
physicians, dentists, nurses, and other health professionals.
See chap. 4.

190 AMA, “Black-White Disparities in Health Care,” p. 2346.



in physician assistant training programs.! In
addition, minorities account for 26 percent, 21
percent, 20 percent, and 19 percent, respectively,
of the persons enrolled in HHS-funded public
health traineeships, advanced nurse education,
nurse special projects, and preventive medicine
residency.492

To address the shortage of minority students
in medical schools, the American Association of
Medical Colleges instituted Project 3000 by 2000
in 1991. The goal of the project is to “increase
the number of underrepresented minority
(URM) students entering the nation’s 125 medi-
cal schools each year to 3,000 by the year
2000.7493 The AAMC has found that underrepre-
sentation of minorities in health professions is
related to two factors: (1) a scarcity of minorities
who are interested in the health professions, and
(2) the relatively small number of minority stu-
dents who have the academic qualifications
needed to pursue medical study. According to
the AAMC, these factors are due to “educational
disadvantages that disproportionately affect the
same minority communities that have borne the
brunt of prejudicial treatment throughout most
of American history.”494

Progress reports for Project 3000 by 2000, as
it nears the end of its projected goal date, indi-
cate that although its ultimate goal has not been
reached, progress has been made in minority
student enrollment. The AAMC attributes the
lack of goal attainment toc some extent to the af-
firmative action backlash of the early 1990s. De-
spite this, there has been an 18 percent increase
in the number of underrepresented minority ma-
triculants since the project began, and the num-
ber of underrepresented minority applicants has
increased by 24 percent.4% Project 3000 by 2000
is just one example of the types of initiatives
necessary to foster an increase in minority par-

491 HHS, Health Care Rx, p. 16.

492 Thid.

493 AAMC, Project 3000 by 2000, p. 1.

494 Thid.

485 Information on “Project 3000 by 2000” was cbtained
through correspondence with Timothy Reudy of the Associa-
tion of American Medical Colleges. Statistics were taken
from William T. Butler, MD, “Project 3000 by 2000: Progress
during Tumultuous Times,” Academic Medicine, vol. 74, no.
4 (April 1999 pp. 308-09. See USCCR, The Health Care
Challenge, vol. 11, chap. 3, for a discussion of medical school
admissions.
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ticipation in medical professions. This initiative,
and other similar ones supported by the Na-
tional Science Foundation and the National In-
stitutes of Health, indicate a recognition of the
necessity of an ethnically and racially diverse
medical community.1%6

Nonetheless, according to a recent article in
HHS' Office of Minority Health’s newsletter,
Closing the Gap, the United States is “nowhere
near eliminating the gaping racial disparities in
health and education that have plagued our na-
tion” and there is now “a backlash against initia-
tives designed to enhance racial and ethnic di-
versity in higher =ducation and the profes-
sions.”497 According to the article, efforvs to in-
crease minority enrollment in medical schools
have been in place since the 1970s. However,
elementary schools, high schools, and colleges
failed “to produce a sufficient number of aca-
demically well-prepared minority students.”498
Thus, the AAMC's approach to increasing mi-
nority enrollment in health professional schools
includes addressing the academic of needs of
students from the precollege years through pest-
graduate medical education, and creating part-
nerships among elementary, junior high, and
high schools; colleges; health professional
schools; and other organizations.4%®

The American Dental Association (ADA)
similarly is aware of the need tc address diver-
sity in its programs and initiatives, and has de-
vzloped a program to increase minority dental
school eurollments, which is modeled after the
AAMC’s Project 3000 by 2000.5% According to its
strategic plan for 1998 to 2001, “the ADA is
committed to creating an inclusive environment
that values and embraces diversity.”5?! For ex-
ample, in 1997 the ADA published a Resource
Kit for Recruitment of Women Deniists into Or-

496 See Butler, “Project 3000 by 2000.” See also USCCR, The
Health Care Challenge, vol. 11, chap. 3.

497 Nickens and Ready, “Expanding Our Network,” p. 5.

498 Tbid., p. 4.

499 Ibid., p. 5.

500 John S. Zapp, executive director, American Dental Asso-

ciation, letter to Mireille Zieseniss, USCCR, Apr. 5, 1999,
pp. 1-2 (hereafter cited as Zapp letter).

501 Arnerican Dental Association, Strategic Plan: 1998-2001,
“Guiding Principles, Values and Beliefs.” The ADA also be-
lieves that “[e]nhancing the quality, availability, affordabil-
ity and utilization of oral health care benefits the public’s
generai health and well-being.” Ibid.



ganized Dentistry, and, in 1998, the ADA con-
ducted a session on cultural diversity in its an-
nual conference on membership risk.502? In addi-
tion, the ADA has done several surveys ad-
dressing race, ethnicity, and gender issues in
dentistry.503

The 1996 ADA survey of all individuals en-
rolled in or who graduated frcm an accredited
dental school in the United States revealed sev-
eral reasons why an increase in the number of
minority dentists is beneficial. Minority dentists
are more likely to serve patients of their own
race or ethnicity. In fact, in the study, 62 percent
of the patients of black dentists were black;54 45
percent of the patients of Hispanic dentists were
Hispanic;505 25 percent of the patients of Asian
American dentists were Asian, a larger percent-
age of Asian patients than were served by den-
tists of any other race or ethnicity;5% and 10 per-
cent of the patients of American Indian dentists
were American Indian. Only 1 percent of the to-
tal patients that dentists of other races and eth-
nic backgrounds served were American In-
dian.507

Minority dentists in private .ractice are also
more likely than whites to provide free or re-
duced rate dertal care to patients who may have
difficuity in paying for, or otherwise obtaining,
dental care. For example, 27 percent of black
private practitioners, 25 percent of American
Indian private practitioners, 21 percent of His-
panic private practitioners, and 19 percent of
Asian American private practitioners provided
free or reduced rate dental care to HIV/AIDS

502 Zapp letter, enciosure, “Summary of Diversity Initiatives:
American Dental Association,” p. 3.

503 See, e.g., American Dental Asscciation (ADA), “1995 Sur-
vey of Dentists: A Comparison of Male and Female Dentists:
Work-Related Issues,” November 1997; ADA, “1996 Dentist
Profile Survey: Black Respondents,” February 1998
(hereafter cited as ADA, “Blacks”); ADA, “1996 Dentist Pro-
file Survey: Hispanic Respondents,” February 1998
(hereafter cited as ADA, “Hispanics”; ADA, “1996 Dentist
Profile Survey: White Respondents,” February 1998
(hereafter cited as ADA, “Whites”); ADA, “1996 Dentist Pro-
file Survey: American Indian Respondents,” March 1998
(hereafter cited as ADA, “American Indians”); ADA, “1996
Dentist Profile Survey: Asian Respondents,” March 1998
(hereafter cited as ADA, “Asians”).

564 ADA, “Blacks,” figure 11, p. 12.

505 ADA, “Hispanics,” figure 11, p. 12.

506 ADA, “Asians,” figure 11, p. 12.

507 ADA, “American Indians,” figure 8, p. 11.
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patients, but only 15 percent of white private
practitioners did.5%8 Similarly, private practitio-
ners of minority groups are more likely to pro-
vide free or reduced rate dental care to migrant
workers (31 percent, 24 percent, 24 percent, and
20 percent of Hispanic, Asian, American Indian,
and black dentists served migrant workers, re-
spectively) than were whites (of whem only 19
percent served migrant workers).509

At the same time, minorities who went to
dental school have lower incomes, less prestig-
ious jobs and, in the case of blacks, are less likely
to actually be practicing dentistry than whites.
Fifty six percent of black, 52 percent of Hispanic
and Asian American, and 42 percent of Ameri-
can Indian dentists make less than $100,000
gross annual income, compared with 38 percent
of whites.510 Minority dentists are also less likely
to be specialists than whites. Fourteen to 16 per-
cent of black, Hispanic, Asian American, and
American Indian dentists are specialists; but 18
percer:t of whites are.5!! Finally, 3 percent of
blacks who graduated from dental school were
not practicing, compared with 1 or 2 percent of
whites or other persons of color.512

Gender

Like racial and ethnic minorities, women also
traditionally have been absent from the high
ranks of the health care profession, particularly
as physicians and researchers. In 1995 women
made up only 20.7 percent of all physicians.
While this number is up from 11.6 percent in
1980, it demonstrates a continuing scarcity of
females in medicine. Of these women, 84.7 per-
cent are in patient care, and only 1.6 percent are
in research positions; in fact, in 1995, women

508 ADA, “Blacks,” table 9, p. 20; ADA, “American Indians,”
tabie 9, p. 17; ADA, “Hispanics,” table 9, p. 20; ADA,
“Asians,” table 9, p. 20; ADA, “Whites,” table 8, p. 20.

509 ADA, “Hispanics,” table 9, p. 20; ADA, “Asians,” table 9,
p. 20; ADA, “American Indians,” table 9, p. 17; ADA,
“Blacks,” table 9, p. 20; ADA, “Whites,” table 8, p. 20.

510 ADA, “Blacks,” figure 6, p. 8; ADA, “Hispanics,” figure 6,
p. 8; ADA, “Asians,” figure 6, p. 8; ADA, “American Indians,”
figure 5, p. 8; ADA, “Whites,” figure 6, p. 8.

511 ADA, “Blacks,” table 6, p. 6; ADA, “Hispanics,” table 6, p.
6; ADA, “Asians,” table 6, p. 6; ADA, “American Indians,”
table 6, p. 6; ADA, “Whites,” table 5, p. 6.

512 ADA, “Blacks,” table 6, p. 6; ADA, “Whites,” table 5, p. 6;
ADA, “Hispanics,” table 6, p. 6; ADA, “Asians,” table 6, p. 6;
ADA, “American Indians,” table 6, p. 6. For a statistical
summary, see app. 4.



Table 2.7
Female Physicians by Activity, 1980 and 1995

1980

Total
Total physicians 467,679

Activity:

Patient care 376,512
Office-based practice 272,000
Hospital-based practice 104,512

Resident/fellows 62,042
Fuil-time staff 42,470

Other professional activity 38,404
Medical teaching 7,942
Administration 12,209
Rescarch 15,377
Other 2,876

Not classified 20,629

Inactive 25,744

Unknown 6,390

1995

Women Total Women
54,284 720,325 149,404
39,969 582,131 126,583
20,609 427,275 79,843
19,360 154,856 46,740
13,332 96,352 32,797
6,038 58,504 13,943
4,737 43,312 7.621
1,090 9,469 2,142
1,178 16,345 2,399
2,077 14,340 2,442
392 3,158 638
4,030 20,579 5,924
3,773 72,326 8,755
1,775 1,977 521

SOURCE: American Medical Association, “Physician Characteristics and Distribution in the U.S., 1996-97," table ee.

only made up 17 percent of al!l medical research-
ers (see table 2.7).513

These numbers are expect:d to increase, as
more women are entering medical professions
than ever before. In academic year 1997-98,
women made up 42.6 percent of all students en-
rolled in medical school and 41.5 percent of all
graduates.514 Despite gains in medical school
enrollment, women currently make up only 11
percent of clinical faculty in medical schools and
only 9 percent of tenured professors.515 Women's
salaries in academic medical instituticns are 5 to
11 rercent lower than their male counterparts,
and among practicing physicians, women’s sala-
ries are 30 percent lower for comparable jobs.516
This is true in dentistry as well. Women dentists

513 American Medical Association, Department of Data Sur-
vey and Planning. Physician Characteristics and Distribu-
tion in the US, 1996-97 (Chicago, IL: American Medical
Association, 1997), p.14 (hereafter cited as AMA, Physician
Characteristics 1996-97).

514 Barbara Barzansky, Harry S. Jonas, and Sylvia 1. Etzel,
“Educational Programs in US Medical Schools, 1997-1998,”
Journul of the American Medical Association, vol. 280, no. 9
(Sept. 2, 1998), p. 806 (hereafter cited as Barzansky et al.,
“Educational Programs in US Medical Schools.”)

516 Elena V. Rios, and Clay E. Simpson, Jr., “Curriculum
Enhancement in Medical Education: Teaching Cultural
Competence and Women's Health For a Changing Society,”
Journal of the American Medical Women'’s Association, vol.
53, no. 3 (suppl. 1998).

516 Thid.
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earn, on average, $26,000 (22 percent) less per
year than men, even when controlling for age
and experience.517

Furthermore, there still appears to be a clus-
tering of women in specific areas of medicine.
Several scholars have theorized that this is due
to the categorization of medical students and the
subsequent steering of female students toward
the more “accepted” specialties such as pediat-
rics and general practice.5!8 One study concluded
that medical schools do indeed steer women into
traditional medical fields. Only 8 percent of the
women in the study had originally named pedi-
atrics as their chosen specialty, but one-third of
the respondents eventually entered pediatric
residencies.5!® As one commentator states, “If
this trend continues, medicine will become a
two-tiered system, with women in the moder-
ately remunerated areas of family medicine and
primary care, and men in the richly rewarding

517 I,. Jackson Brown and Vicki Lazar, “Differences in Net
Incomes of Male and Female Owner General Practitioners,”
Journal of the American Dental Association, vol. 139 (March
1998), pp. 373-78.

518 Leslie Laurence and Beth Weinhouse, Outrageous Prac-
tices: The Alarming Truth About How Medicine Mistreats
Women (New York: Ballantine Books, 1994), p. 37.

519 See ibid.



surgical subspecialties.”520 Almost 60 percent of
the women practicing medicine in 1995 were
clustered in five areas: internal medicine, pedi-
atrics, family practice, obstetrics/gynecolegy, and
psychiatry.521

It is often assumed in the male-dominated
medical arena that women are “good with pa-
tients,” so female physicians are frequently
guided toward clinical medicine, while their
male counterparts dominate the more lucrative
and prestigious research arena.5?2 The difficulty
women face breaking into medical research is
compounded by the uneven distribution of grant
support. Women receive only 21.5 percent of all
research project funds, and their grant awards
are, on average, $30,000 less than those of male
researchers.523 In addition to the lack of research
funding, women face other barriers in biomedi-
cal careers. The Office of Research on Women’s
Health (ORWH) at the National Institutes of
Health (NIH) has made the development of re-
search opportunities and support for recruitment
and advancement of women in biomedical ca-
reers one of its main objectives.524¢ The ORWH
has identified nine general barriers and issues
that are common to female biomedical profes-
sionals, regardless of race, ethnicity, culture, or
scientific discipline. Among the barriers to bio-
medical success are low visibility and the lack of
role models and mentors; reentry into a biomedi-
cal career after professional separation; family
responsibilities; and sexual discrimination and
sexual harassment.525

Despite the growing numbers of women prac-
ticing medicine, Hispanic women are still se-
verely underrepresented, making up less than 2
percent of those in health professions that re-

520 See ibid. Also see USCCR, The Health Care Challenge,
vol. II, chap. 3, for a discussion of the need for OCR policy
guidance on affirmative action measures for minorities and
women in medical schools admission and placement.

521 AMA, Physician Characteristics 1996-97, p.14.

522 Laurence and Weinhouse, Qutrageous Practices.

523 Tbid., citing to “Women in NIH Extramural Grant Prc-
grams,” Fiscal Years 1981 to 1992, Division of Research
Grants, National Institutes of Health.

524 HHS, National Institutes of Health, Office of Research on
Women's Health, “Biomedical Career Development for
Women,” fact sheet, revised November 1998.

525 Tbid. For a more indepth discussion of NIH initiatives to
address women in biomedical careers, see chap. 4.
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quire advanced degrees.5?6 Current rates of
medical school enrcllment among Hispanic
women suggest that this percentage is not likely
to change unless these women are actively re-
cruited into medicine.5?” In academic year 1997—
98, Hispanic women made up less than 3 percent
of all medical students.528

In much the same way that minority physi-
cians have had a positive impact on minority
communities, women physicians have the poten-
tial to affect positively female patients. Increas-
ing the numbers of women in medicine has the
potential to encourage the development of mul-
tidisciplinary and commuaity-based curricula,
contribute to the expansion of information on
women’s health, and increase attention to
women’s health research.52? Evidence also indi-
cates that the practices of women physicians also
have the potential to improve the quality of pa-
tient care, particularly for female patients. Pa-
tient-doctor communication has been cited as an
important mechanism for effective health care
treatment. For example: “Recent evidence of dis-
parities in the use of major diagnostic and
therapeutic interventions for women compared
with men, particularly in terms of coronary
heart disease, may be a reflection of failed com-
munication between patients and their physi-
cians that might be partly attrioutable to gen-
der.”530

There are manry potential benefits to having
female health care providers, including in-
creased access to diagnostic procedures for
women’s specific health needs. A study of medi-
cal visits also revealed that female physiciana
spend more time with their patients, particu-
larly with women patients:

Female physicians engaged in significantly more posi-
tive talk, partnership building, question asking, and

526 Ruth E. Zambrana, “The Uaderrepresentation of His-
panic Women in the Health Professions,” Journal of the
American Women's Medical Association, August/October
1996, pp. 147-52.

627 7hid.

528 Barzanesky et al., “Educational Programs in US Medical
Schools,” p. 807.

529 Rios and Simpson, “Curriculum Enhancement in Medical
Education.”

530 Sheryle J. Gallant, Gwendolyn Puryear Keita, and Renee
Royak-Schaler, eds., Health Care for Women: Psychological,
Social, and Behavioral Influences (Washington, DC: Ameri-
can Psychological Association, 1997), p. 57.



information giving, both biomedical and psychosocial.
Patients, both male and female, engaged in signifi-
cantly more positive talk and more partnershup talk
and were more likelv to ask questions. give substan-
tially more biomedical information, and engage in
almost twice as much psychosocial talk when with
female rather than male physicians. . . . This effect
was especially evident when female doctors were with
female patients.53!

This extended interaction could not only have a
positive effect on the willingness of women to
receive medical attention, but also on the quality
of care women receive.

Health Care Facilities

In 1996 there were 6,201 hospitals in the
United States providing more than 1 million
hospital beds. Of these hospitals, 290 were oper-
ated by the Federal Government and the re-
maining 5,911 were ncn-Federal hospitals.’32 [n
1994 there were more than 3,000 mental hospi-
tals/organizations, including State and county
mental hospitals, private psychiatric hespitals,
non-Federal hospital psychiatric services, De-
partment of Veterans Affairs psychiatric serv-
ices, and residential treatment centers.533 In ad-
dition, in 1996 there were more than 17,000
nursing heoines in the United States.53¢ Deaspite
the many choices of facilities, it has been argued
that discrimiuation continues to exist in health
care delivery, as the lingering effect of a history
of discriminatory practices.535 According to one
scholar:

Federal afforts at eliminating segregation [in nursing
homes] have been more limited [than in hospitals],
given the limited involvement of the Medicare pro-
gram and the direct financing of long term care. In
addition there is far more public ambivalence in
forcing the issue of integration for nursing homes.
There is a persistent assumption that cultural differ-
ences explain the differences in use of nursing homes
between whites and nonwhites, even though this does
not held up well under scrutiny.53¢

531 Tbid., p. 61.

532 NCHS, Health, U.S., 1998. p. 334.
533 Thid., p. 335.

534 Tnd., p. 339.

535 Smith, “Racial Inequities.”

53 David Barton Smith, “The Racial Integration of Health
Facilities,” Journal of Health Poliiics, Policy and Lauw, vol.
18, no. 4 (winter 1993), pp. 851-69.

This erroneous assumption makes it imperative
that OCR become involved in resclving inst.nces
of discrimination in nursing homes and other
health facilities to ensure that practices result-
ing in differential treatment are eliminated.

Hospitals

Prior to the 1960s, hospitals were voluntary
organizations and. as such. did not face the same
legal requirements as public institutions. In ad-
dition, hospital medical staffs were self-
governing, which gave them freedom to select
members, choose patients, and adopt payment
policies as they saw fit.33" Health care services
and providers also were segregated in most of
the country. Separate medical schools, nursing
programs, and hospitals for blacks were devel-
oped to provide services to those who were dis-
criminated against.538

Ancther important faality providing health
care services as well medical research is the
teaching hospital, a facility that plays a major
role in serving underserved populations. Ac-
cording to the Association of American Medical
Colleges, 52 percent of patients hospitalized in
major teaching hospitals have one or more risk
factors for underservice.?® Risk factors include
being medically indigent, of a racial or ethnic
minority group, or poor. The AAMC also con-
cludes that as the number of uninsured or un-
derinsured people in the United States continues
to grow, and hespital survival increasingly be-
ccemes a business venture, teaching hospitals will
be less able to previde care to these populations.

Currently, teaching hospitals receive funds
from various sources: direct and indirect medical
education, known as graduate medical education
payments which provide for the salaries and
training of residents and faculty, and for over-
head expenses; and disproportionate share ad-
justments which are given to hospitals that
serve a high volume of medicare and medicaid

537 Smith, “Racial Inequities.”

53 Thd.

539 Association of American Medical Colleges, “Meeting the
Needs of Communities: Teaching Hospitals and Their Poten-
tially Underserved Patient Populations,” fact sheet, vol. 2,
no. 9 (August 1998), accessed at <http: //www.aamc. org/
about/progemph/camcam/factshts/vol2_no9.htm>.



patients.5¥ With the shift toward mansged care.
and movement toward reductione in medicare
spending, however. teaching hospitals are in
particular jeopardy for losing much needed on-
erational funds.5¢!

Nursing Homes

Nursing homes are also a large segment of
the Nation's health care industrv. However. be-
fore the 20th century. nursing homes were vir-
tually indistinguishable from hospitals. Valun-
tarv and public hospitals provided mest of the
long-term care for indigents, while the more af-
fluent clderly received in-home care.’2 Gradu-
ally, however. the facilities that offered acute
and long-term care separated into hospitals and
nursing homes. Medicaid offered reimburse-
ments for indigent care. which spurred an in-
crease in the number of nursing homes.5¢¥ The
nursing home industry by 1975 was character-
ized by corporate chains that took advantage of
the economies of scale brought about by the in-
creased standardization induced by medicaid
regulations. In general. these insttutions
boasted more beds than hospitals.> In addirion.
the medicaid program paid more for indigent
care in nursing homes than it did for acute care
for indigents in hospitals. In 1995 public funds
(overwhelmingly medicaid funds) accounted for
58 percent of all nursing home revenue.5¢5

State governments were also apprehensive
about ensuring title VI compliance by nursing
homes, because of the increasing costs of medi-
caid.?6 Requiring nursing homes to admit moere
indigent and minerity patients would increase
State costs. Moreover. the failure of nursing
homes to abscrb these patients would usually
result in a backlog of hospitalized patients on
waiting lists. These patients would continue to
be eligible for medicare while awaiting nursing
home placement, which came directly from the

540 Rebecca Adams, “Teaching Hospitals Lobby to Block
Medicare Cuts,” Congressional Quarteriv Weekly, May 15.
1999. p. 1149

541 See Ibid.

542 Smith, Health Care Divided, p. 238.
543 Ihid.. p. 243

544 Thid., pp. 244-—45.

%5 Ibid.

546 Thid.. p. 249.

Federal budger. easing the State medicaid budg-
R

As medicaid costs for leng-term care .n-
creased. State medicaid agencies and aurang
homes were 1n constant batiles cver medicaid
funde. States fought to keep casts down. and
nursing homes pushed for higher reimbursement
rates. > After much debate. most States devised
compromise plans with the nursing hemes thev
reguiated. Each plan was based on State control
of the number of medicaid patients ehginle for
nursing home benefits. and nursing hcme con-
trol of admissions deasicns. The Statas accom-
plished their end of the bargain through three
methods: (1) restrictung the number of nursing
home beds. (2) reducng payments @ the homes.
and/ar (3} resmicting eligibility fur medicaid
benefits.54¢

Heaiti: Care Financing

Americans pay for heaith care primarly
through health 1nsurance. Howewver. before
Warld War I few pecple had hesalth :nsurance.
People received care at tesching hespitals ar
pald what theyv could ro a physician when health
care wae needed.? By the 1940s, private insur-
ance pians began to compete with Blue Cross
and Blue Shield. which had been develaped in
the 1920s and 19530s in response to the Depres.
sion.55! After World War II. Government price
controls. unicnization (and collectively bargained

547 Ihid.

546 Thid., pp. 252-53. Nursing hames rely an medic:id znd
other public funds for a substanueal porton of thewr reve-
nues. For example. 1 1995 almost 30 percent of nursing
home revenues nationally csme from public funds. Ihid

¢ Thid. See aiso Gordon Bornyman. managing stiarney.
Tennessee Justice Center. letter to Angel Zebert. Cffice of
U.S. Representauve Pete Stark. Sept. 10. 1297 (re: medicaid
fraud and abuse in the nursing home industrv citing the
practice of limited bed certification). See TSCCR. The
Heaith Care Chailenge. vol. II. chap. 3. for a discussion of
the need for OCR policy guidance an nursing homes.

550 Curus P. McLaughlin. “Mansaged Care and its Relauon-
shup 0 Public Health: Barrrers and Opportunies.” pp. 41—
72 in Paul K. Halverson. Arnaid D. Raiuzny Curne P
McLaughlin. and Glen P. Mays. Managed Care 1nd Pubiic
Health (Gaithersburg, MD: Aspen Publishers. Inc., 1298) p
43 (hereafter cited as McLaughlin, “Managed Care™.

551 Joseph A. Snos, American Heaitsi Care Deiive
(St. Paul MN: West Group. 1998). pp. 18-21 ‘here ted
as Snoz. American Heaith Care Detivers Svaiermsr Blue

ross provided insurance for hospital serviass: Slue Shieid
provided for medical services. Jhid. p. 21




fringe benefits), and medical innovations (such
as antibiotics) changed the wa; health providers
and consumers related to one another.332

Today, financing for health care is provided
by a number of eutities. Employer-provided
health plans cover some of the costs of health
care; others rely on private health insurers, in-
cluding managed care organizations, such as
heaith maintenance organizations. However,
other individuals, incluiing those without insur-
ance, must rely on financial assistance to obtain
health coverage. Those who de not have health
insurance may qualify for certain types of public
assistance, such as supplementary security in-
come (SSI).553

Priva*e Insurance

Private insurance is often provided through
managed care organizations. Generally, tie term
“managed care” describes a network of health
service providers governed by rules that are de-
signed to lower health care costs and provide
greater access to health care. For example, most
managed care organizations require their mem-
bers to receive health services only from provid-
ers participating in the network and to work
with a primary care physician who is required to
make referrals to specialists, when needed %4
Managed care organizations fecus on coordina-
tion of services through = case manager, con-
trolled access to services, and identification of
treatment alternatives.555 The American Medical
Association (AMA) defines managed care as
“processes and techniques vsed by any entity
that delivers, admiuisters, and/or assumes risk
for health services in order ¢o coutrol or influ-
ence the quality, accessibility. utilization, costs
and prices, or outcomes of such services provided
to a defined population.”5%

552 McLaughlin, “Managed Care,” p. 43. See also Snoe,
American Health Care Delivery Systems, chap. 1.

558 NCHS, Health, U.S., 1998, p. 428. See “Public Insurance”
below.

5534 I ourdes A. Rivera, Carolyn V. Brown, Lisa Handwerker,
and Paula Ortiz. “What is Managed Care?” Netuc -k News
(National Womrea's Health Network), vol. 22, no. 3 May
1997}, p. 1 (hereafter cited as Rivera et al., “What is Man-
aged Care?).

555 American Medical Association, “Principles of Managed
Care,” accessed at <http://www.ama-assn.org:80/advocacy
mgdcare/preface. htm>,

558 Tbid.

Managed care systems include a variety of
components. such as point of service arrange-
ments, health maintenance organizatioas
(HMOs), and preferred provider organizations.
An HMO is a health plan that provides prepaid
health care to members through designated pro-
viders.557 M. mbers pay a monthly payment as
well as a deductible, copayment, or coinsurance
at the time of services.?8 HMOs are often set up
in the following ways: in the form of a group of
physicians who provide all health services, by
reliance on contracts with individual practice
associations (IPAs), or a hybrid of the twn.559
Physicians usually are paid a fee for each pa-
tient enrolled in the plan, an arrangement
known as capitation.’¥ With an HMO, a physi-
cian serves as the primary care provider who
must approve referrals to specialists.56!

Similar to an HMO, preferred provider or-
ganizations (PPOs) provide health services to
plan members {(usually an employer or an insur-
ance company) at discounted rates.36? Financial
incentives are provided for members to use
health care providers who are under contract to
the PP0.363 Point of service plans permit mem-
bers to use providers whe are not within the
plan network. Members pay a higher fee for such
services.36:

Barollment in managed care plans has in-
creased rapidly in the pust 20 years. In 1976
there were 174 health plans with 6 millior. .<o-
ple (2.8 percent of the population) enrolled. By
1997 that number had increased to 651 plans
with enrollment of almost 67 millioa people (25.2
vercent of the population).’5 However, enroll-
ment in HMOs varies across the country. Be-
tween 30 and 40 percent of the population in
Connecticut, Delaware, the District of Columbia,
Florida, Marylanu, Minnesota, Missouri, New
York, Pennsylvania, and Utah were enrolled in
HMOs in 1997. Comparatively, in Alabama, Ar-
kansas, Georgia, Idaho, Mississippi, Montana,

5537 Snoe, American Health Care Delivery Systems, p. 361.
558 NCHS, Health, U.S., 1998, p. 428.

552 Ibid.

560 Rivera et al., “What is Managed Care? p. 1.

561 Thid.

562 Snoe, American Health Care Delitery Systems, pp. 357-58.
33 NCHS, Health, U.S., 1998, pp. 440—41.

564 Rivera et al., “What is Managed Care?’

385 NCHS, Health, U.S., 1998, p. 365.



North Dakota, South Dakota, West Virginia, and
Wyoming, less than 10 percent of the population
was enrolled in an HMO at that time.5%6

As enrollment in managed care organizations
increases, policymakers have begun to examine
managed care. Several bills are pending in Con-
gress that would address consuners’ concerns
related to the administration of health plans.567
Concern also has been expressed about the po-
tential for managed care organizations to dis-
criminate against individuals of certain
groups.5%® Restrictions on service areas, enroll-
ment, and formation of provider networks may
restrict access to certain groups.3® For example,
plans often fail to include inner cities in their
service areas, thereby excluding members of mi-
nority groups who may be concentrated in the
inner city.5’®¢ Others have noted that because
managed care organizations are not fee-based
but prepaid, there may be an incentive for man-
aged care networks to lower costs by excluding
those providers who treat more costly patients,
resulting in discrimination against patients who
have poorer health. According to one commenta-
tor:

Doctors who serve poor and minority patients will rot
fare well in [a managed care] envirnnment. When
making decisicns regarding the sclection or dismissal

—

56 Ibid., p. 378.

567 See Mary Agnes Carey and Sue Kirchoff, “GOP’s Managed
Care Bill Rushes Through House,” Congressional Quarterly
Weekly, July 25, 1998, pp. 2007-09; David Nather, “Fore Helps
Senate Democrats Push GOP For Debate on Patients’ Bill of
Rights,” Daoily Labor Repori, Aug. 3, 1998, ©. A-S; “Clinton
‘Threatens to Veto Republican Bills, Sets Tests for ‘Real Pa-
tients’ Bill of Rights’,” Daily Labor Report, Aug. 11, 1998, p. A—
8.

58 Sara Rosenbaum, Rafael Serrano, Michele Maga:, and
Gilliap Stern, “Civil Rights in a Changing Health Care Sys-
tem,” Health Affairs, vol. 16, no. 1 (January/February 1967),
pp. 90-105 (hereafter cited as Rosenbaum et al, “Civil
Rights in a Changing Health Care System”); see also Smith,
“Racial Inequalities.”

569 {Jnder the Hill-Burton Act, & service area is defined as
the geographic area designated by the facility in the most
recent State plan approved by the Secretary under title VI of
the Public Health Service act. The term is cften used loosely
to refer to the geographic areas where the users of the facil-
ity rveside. A hospital’s service area is the geographica area
from which the hospital draws, or is supposed to draw, the
bulk of its inpatients. OCR, “Analysis of Civil Rights Data
Trai:..eg Workbook,” p. 12.

270 Rosenbaum et al., “Civil Rights in a Changing Health
Care System,” p. 98.

of physicians, HMOs value cost-effectiveness in addi-
tion to medical quality. They value doctors who per-
form few procedures, order a low number of prescrip-
tions, and minimize referrals. Because physicians
serving poor and minority commuaities are faced with
a high percentage of sick patients who necessarily
demand a more intense and costly provision of serv-
1ces compared to a healthier groups of patients, these
physicians. no matter how skilled and diligent, will
appear to be less attractive to managed care groups
as a result of the needs of the population that they
serve. Therefore, managed care groups will not value
physicians who treat poor and minority communities
as highly as physicians who serve more affluent
communities.57!

Some commentators caution that as the
health care system moves to a new form of or-
ganization—managed care—there may be incen-
tives for discrimination.’’ One of the regional
managers for HHS/OCR stated that the issue of
managed care presents a challenge to civil rights
enforcement in that many of tae traditional civil
rights issues are not applicable in a managed
care setting.5"® According to one group of
authors:

[T}he very characteristic that gives managed care its
power—the promise of care—also gives the system a
powerful reason to discriminate against patients who
are costly, difficult, and above all. undesirable. At
their extreme., managed care plans’ controls can re-
sult in the segregation of certain racially identifiable
enrollee groups into health care systems that are less
accessible and of poorer quality than are plans offered
to other organization membe.s. . . . these differentials
in treatment may have no legitimate business ba-
sis 57

According to these authors, the characteristics of
managed care may lead to discrimination. For
example, managed care plans may limit their
service areas to suburcan areas, which tend to
have a smaller percentage of minority residents
than inner cities. Plans also can celect which

571 “The Impact of Managed Care on Doctors Who Serve
Poor ard Minority Patients,” Harvard Law Review, vol. 108
(May 1995), pp. 1628-29.

572 Geiger, “Race and Health Care,” pp. 815-16; Rosenbaum,
et al,, “Civil Rights in a Changing Health Care System.”

373 Tra Pollack, regional manager, Region IX, OCR, HHS,
telephone interview, Feb. 17, 1999, p. 7.

574 Rosenbaum, et al., “Civil Rights in a Changing Health
Care System,” p. 96.



health services providers to contract with, poten-
tially leaving out providers that have tradition-
ally served the minority population.5’s

These authors state that there i3 evidence
that managed care plans foster “segregated pro-
vider networks for both primary care and spe-
cialized services that cannot be explained by the
residential location of the providers, the special
skills or services of certain providers, or the spe-
cial needs of patients.”3’ For instance, managea
care plans have been found to limit medicare
enrollees to only certain providers in their net-
works of providers, essentially segregating the
network. Similarly, minority physicians may
find themselves receiving selected member as-
signmcats from the managed care plan. In other
cases, managed care organizations have required
member physicians to hold board certification,
although many minority health care providers
are not board certified.577

These authors note that “it is important to
ensure that the new health care system does not
perpetuate and deepen practices found in the old
system.”3’® To do this, the authors recommend
that Federal and State agencies collect informa-
tion on plan structures, care processes, and
treatments for all groups served. The authors
also suggest that the Federal Government pro-
vide State officials and officials in the health
care industry guidance on the unlawful prac-
tices.57

Other criticisms of managed care plans come
from enrollees who have complained that they
have had problems getting permission from
managed care plans to see medical specialists or
pay emergency room bills, and they have no
place to turn when a claim is denied.38® Practices
such as these have tne potential to dispropor-
tionately affzct low-income individuals who may
be unabls to pay for services denied by their
managed care plan. Managed care plans have
also been attacked for shortening pstients’ hos-

575 Tbid., pp. 98-99.

578 Ibid., p. 99.

577 Ibid., pp. 98-99.

578 Ihid., p. 101.

579 Ibid., pp. 101-102. See USCCR, The Health Care Chal-
lenge, vol. 11, chap. 3, for a discussion of the need for OCR
policy guidance on managed care issues.

580 Adriel Bettelheim, “Anxiety Over Health Care Quality,”
Congressional Quarterly Outlook, May 1, 1999, pp. 8-15.
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pital stays in an effort to cut costs. In addition,
customers }.ave been denied important consumer
information before enrolling, such as the back-
ground of network physicians and the level of
satisfaction of current enrollees.58!

Republicans and Democrats agree on broad
principles for overhauling the managed care sys-
tem, including greater protection for patients
when dealing with their health plans. Proposed
improvements would include better access to
emergency care, greater choice in the selection of
doctors, and the ability to appeal a health plan’s
denial of treatment.3¥ However, the resulting
“Healthcare Research and Quality Act of 1999,”
bill S. 326, which was approved by the Senate
Health, Education, Labor, and Pensions Com-
mittee, does not provide comprehensive protec-
tion for all managed care plan enrollees.383 The
bill extends protection to the 48 million Ameri-
cans who are insured through an employer, since
these plans are exempt from State regulations,
including patient protection laws.58% The other
113 million Americans who are enrolled in man-
aged care plans—including State employees,
those who have independently purchased health
insurance, and those whose jobs provide fully
insured health coverage—are covered by State

regulations, and will not be protected by S.
226.585

Public Insurance

As defined by NCHS, public assistarce for
health care takes the form of receipt of medicaid,
medicare, Aid to Families with Dependert Chil-
dren (AFDC), or supplemental security income
(S8I).58 Although the idea of a Government fi-
nanced health insurance program has existed
since the early 190Cs,%7 it was not until the mid-
1930s that legislation was enacted. in response

581 Ibid., p. 9.

882 Karen Foerstel, ‘Jebate on Managed Care Legislation
Diverges Along Familiir Lines,” Congressional Quarterly
Weekly, Mar. 20, 1959, p. 701.

583 S. 326, 106th Cong. (1999). This bill was approved 10-8,
with all Republicans voting for it and all Democrats voting
against it.

584 Foerstel, “Debate on Managed Care,” p. 702.

586 Thid.

586 NCHS, Health, U.S., 1998, p. 428.

587 HHS, Health Care Financing Administration, “Brief
Summaries of Medicare and Medicaid,” accessed at
<http://www.hcfa.gov>.



to the social and economic pressure created by
the Great Depression, President Franklin D.
Ruosevelt signed into law the Soctal Security Act
of 1935.588 This act implemented various pro-
grams for the general welfare, and it also cre-
ated an old-age insurance program.58® This leg-
islation laid the foundation for the current medi-
care and medicaid programs, established in
1965.

Medicare provides health insurance coverage
for persons aged 65 years and clder, individuals
with disabilities, and persons with permanent
kidney failure.’® Medicare provides health care
coverage for more than 38 million people at a
cost of approximately $200 billion.5#! Medicaid
provides health care coverage for low-income
individuals. It is administered by the States with
matching funds from the Federal Government.%92
In fiscal year 1996, the medicaid program cov-
ered nearly 37 million people at a cost of ap-
proximately $163 billion. States have the option
to cover other low-income persons and provide
medical services not mandated by Federal
law.593 While medicaid rules and policies are set
and monitored by Federal and State agencies,
the administration of the programs is run by in-
surance companies, such as Blue Cross.5%4 More
recently, managed care organizations have be-
come involved in medicaid and medicare.5%5

588 The Social Security Act of 1935, Pub. L. No. 74-271, ch.
531, 49 Stat. 620 (codified in scattered sections of 7, 11, 16,
22, 28, 33, 42, and 43 U.S.C. (1994 & Supp. III 1997)).

589 HHS, Social Security Administration, “A Brief History of
the Social Security Administration,” accessed at <http:
/lwww .ssa.gov/history/pdf/histdev.pdf>.

590 HHS, Health Care Financing Administration, “Overview
of the Medicare Program,” accessed at <http:/fwww.
hcfa.gov/medicare/careover.htm> (hereafter cited as HCFA,
“Overview of Medicare”).

591 HHS, Health Care Financing Administration, fact sheet,
February 1997, p. 1, accessed at <http://www.hcfa.gov/
facts/1970b.htm> (hereafter cited as HCFA, Fact Sheet).
Figures are for FY 1996.

592 HCFA, “Overview of Medicare.”
593 HCFA, Fact Sheet, p. 2.
594 Snoe, American Health Care Delivery Systems, p. 25.

595 William J. Scanlon, director, Health Financing and Sys-
tems Issues, Health, Educatioa, and Human Services Divi-
sion, U.S. General Accounting Office, Medicare Managed
Care: HMO Rates, Other Factors Create Uneven Availability
of Benefits, testimony before the Special Committee on Ag-
ing, U.S. Senate, May 19, 1997 (GAO-T-HEHS-97-133), p.
2. See aiso Jon Hamilton, “Federal Largess Brigthens 1998
Medicaid Outlook,” chap. 1 in 1998 Medicaid Mai.aged Care
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No Insurance

Those who are unemployed, work part time,
o - are retired often do not have adequate health
insurance coverage. Most of the uninsured are
minorities and women with children.5% In 1985
the Consolidated Omnibus Budget Reconciiia-
tion Act (COBRA)%7 included provisions man-
dating health insurance companies to provide
the option of continuing health insurance plan
enrollment under a former employer’s group
health plan.?®® However, the COBRA does not
require employers to offer discounted premiums
to former employees as it does to current em-
ployees.59?

Despite the option of COBRA coverage many
individuals remained without health insurance.
In addition, the fear of losing insurance coverage
because of preexisting conditions discouraged
many people from changing jobs.5% To remedy
gaps in coverage caused by downsizing, layoffs,
retirements, and job changes, Congress enacted
the Health Insurance Portability and Account-
ability Act of 1996.60! The act prohibits discrimi-
nation pased on health status and guarantees
access to group health insurance plans, regard-
less of certain preexisting conditions.6¢2

Nonetheless, lack of health insurance contin-
ues to be a serious issue in the United States. A
General Accounting Office (GAO) study found
less than 40 percent of private employers offer
health insurance to retirees (down from 60 to 70
percent in the 1980s).693 Thus, 14 percent of
those in the 5564 age group do not have health
insurance.®% This is similar to the national av-

Sourcebook: A Progress ieport and Resource Guide on Man-
aged Care Progrems .n the States (New York: Faulkner &
Gray, 1997).

536 See NCHS, Health, U.S., 1998, pp. 361-62.

597 Section 1867 of the Social Security Act, Aug. 14, 1935, Pub.
L. No. 74-271, ch. 531, 49 Stat. 620, as amended by Pub. L.
No. 99-272, § 9121 (b), 100 Stat. 227 (codified as amended at
29U.S.C. §§ 1161-1168 (1994 & Supp. III 1997)).

598 Snoe, American Health Care Delivery Systems, p. 80.

599 Tbid., p. 81. In fact, employers may require the individnal
to pay up to 102 percent of the applicable premium. Ibid.

600 Tbid., pp. 102-103.

601 Pub. L. No. 104-191, title VI, § 601, 110 Stat. 1936
(codified at 42 U.S.C. §§ 300gg—300gg-92 (Supp. II 1996)).

602 Snoe, American Health Care Delivery Systems, pp. 102-63.

603 U.S. Genera) Accounting Office, Private Health Insur-
ance: Declining Employer Coverage Mcy Affect Access for 55-
to 64-Year Olds, GAO/HEHS-98-133, June 1998, p. 7.

604 Thid., p. 2.



erage for all ages. In 1994-95, i8 percent of
adults aged 18 to 64 and 14 percent of children
under age 18 did not have health insurance cov-
erage.S% Reasons for the decline in the number
of persons with health insurance include rising
costs for health care and decreases in family in-
come and hourly wages. In addition, employers
have increased the number of part-time and con-
tract positions, which usually do not receive
health benefits.606

Persons without health insurance are less
likely to have a usual source of health care, re-
ceive preventive health care services, and have
their health care needs met.5%7 Lack of insur-
ance, or insufficient coverage, also can result in
inadequate care.6% According to one study:

Lack of health insurance is associated with lower
health care access measures. Once uninsured persons
enter the health care system, they are at greater risk
of suffering meuical injury as a result of substandard
medical care. The lack of health insurance results in
undesirable health care outcomes. Moreover, if the
urinsured are a sicker population than their insured
counterparts, then this imposes a more serious health
problem because persons with the most need for
health care are also the least likely to receive 1t.609

Indeed, studies have shown a relationchip be-
tween receipt of health insurance and health
status. One study found that persons with pri-
vate insurance reported the best health, while
those with public insurance reported the worst
health.619 Minorities and women are usually
those who have public insurance or no insur-

805§ NCHS, Health, U.5., 1998, pp. 74, 124.

806 Paul Fronostin, Lawrence G. Goldberg, and Philip K.
Robins, “An Analysis of the Decline in Private Health Insur-
ance Coverage between 1988 and 1992, Social Science
Quarterly, vol. 78, no. 1 (March 1997), pp. 62-63 (hereafter
cited as Fronstin et al., “Decline in Private Health Insurance
Coverage”).

807 NCHS, Health, U.S., 1998, p. 124.

608 Fronstin et al., “Decline in Private Health Insurance
Coverage,” p. 45.

609 Trevifio et al.,, “Health Care Access Among Mexican
Americans,” p 113.

610 Beth Hahn and Ann Barry Flocd, “No Insurance, Public
Insurance, and Private Insurance: Do These Options Contrib-
ute to Differences in General Health?”’ Journal of Health Care
for the Pcor and Underseruved, vol. 6, no. 1 (1995), pp. 55-57.
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ance, resulting in unequal access to health
care.51!

Alarmingly, as private insurance increasingly
comes under the control of managed care organi-
zations, assistance to those without health in-
surance may disappear. An American Medical
Association study estimates that doctors cur-
rently provide about $11 billion worth of free or
discounted care annually.612 However, according
to a recent study in the Journal of the American
Medical Association, as physicians become affili-
ated with managed care organizations and
larger group practices. they “have less autonomy
and centrol over the patients they see in practice
arrangements that are more formal, centralized,
and serve a defined population.”s13 As a result,
phaysicians have less latitude to provide charity
care to members of the community who cannot
afford health care.814 A recent study of 12,000
physicians found that doctors whosz income de-
pends on managed care organizations devote, on
average, 40 percent less time to charity care
than doctors who are not involved in managed
care.515 According to one commentator:

Charity care by physicians 1s eroding at the same
time the dominart facilities that care for poor pa-
tients—the community clinics ard public hospitals
that traditionally kave formed the nation’s medical
“safety net’—are themselves resting on increasingly
shaky ground. In many communities around the
country. *hose clinics and hospitals are less able to
take care of their clientele of uninsured patients as
they struggle to cope with changes i states’ Medicaid
programs and new limits on financial help from the
federal government.516

611 See, e.g., Trevifio et al., “tHealth Care Access Among
Mexican America.is.”

612 43 Million Americans Now Uninsured,” Congressional
Quarterly Outlrok, May 1, 1999, p. 22.

613 Peter J. Cur.ningham, Joy M. Grossman, Robert F. St.
Peter, and Cara S. Lesser, “Managed Care and Physicians’
Provision of Charity Care,” Journal of the American Medical
Assoctation, vol. 281, no. 12 (Mar. 24/31, 1999), p. 1087.

614 Thid., p. 1091.
61 “43 Million Americans Now Uninsured,” p. 22.

616 Amy Goldstein, “Physicians Cutting Back Charity Work:
Study Links Trend to Managed Care,” Washington Post,
Apr. 5, 1999, p. A-6.



Appendix 2.1

Age-adjusted Death Rates for Selected Causes of Death by Gender, Race, and Ethnicity, 1996

Cause of reath

All causes
Natural causes
Disease of the heart
Ischemic heart disease
Cerebrovascuiar diseases
Malignant neoplasms
Respiratory system
Colorectal
Prostate
Breast
Chronic obstructive puimonary
disease
Pneumonia and influenza
Chronic liver disease
Diabetes mellitus
Human immunodeficiency virus
infection
External causes
Unintentional injuries
Motor vehicle-related injuries
Suicide
Homicide and legal intervention

Al
persons
491.6
440.6
134.5
86.7
264
127.9
39.3
12.2
14.9
20.2
21.0

12.8

75
13.6
11.1

50.9
304
16.2
10.8

8.5

Male Female

623.7
547.2
178.8
119.3
28.5
153.8
54.2
14.8
14.9
N/A
259

16.2
10.7
14.9
18.1

76.5
43.3
223

18
13.3

381.0
354.8
98.2
60.4
246
108.8
27.5
10.2
N/A
20.2
17.6

10.4
45
125
42

28.2
17.9
10.2
4
36

White

466.8
419.2
129.8
86.4
24.5
125.2
38.9
11.8
13.5
19.8
215

12.2
7.3
12
72

475
29.9
16.3
11.6

4.9

Biack

738.3
662.3
191.5
89.4
442
167.8
48.9
16.8
33.8
26.5
17.8

17.8

9.2
28.8
414

76
36.7
16.7

6.6
30.6

365.9
316.9
88.6
58.2
19.5
77.8
15.4
7.3
9.9
12.8
8.9

9.7
12.6
18.8
16.3

49
29
16.1
6.7
124

American
Indiany  Asian/
Alaska Pacific
Native Isiander Hispanic
456.7 2774
3745 250.3
100.8 717
63.8 448
21.1 23.9
849 76.3
244 17.4
8.5 7.7
9.8 58
12.7 8.9
12.6 8.6
14.0 9.9
20.7 26
27.8 8.8
42 22
82.1 271
57.6 16.1
34 9.5
13 6
10.1 4.6

Source: U.S. Department of Health and Human Services, National Center for Health Statistics, Health, United States, 1998 with
Sociceconomic Status and Health Chartbook, 1998, p. 203.
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Appendix 2.2

Educational Attainment by Age, Race, and Hispanic Origin

Age, Race, Hispanic Origin
(percentage of population)
25-64 years of age
All races
White, non-Hispanic
Asian or Pacific Islander
Black, non-Hispanic
Hispanic

65 years and over
All races
White, non-Hispanic
Asian or Pacific Islander
Black, non-Hispanic
Hispanic

Less than 12

years

14.3

9.5
14.0
20.3
443

381
31.0
37.2
58.6
69.8

12 years

335
344
21.0
371
271

34.0
36.1
27.1
235
16.2

Educational attainment

13-15 years

26.3
273
200
279
18.9

17.0
181
153
105

82

16 or more
years

258
28.2
451
14.8

9.7

13.9
14.8
19.8
74
6.0

SOURCE: U.S. Department of Health and Human Services, National Center for Heaith Statistics, Health, United States, 1998
with Socioeconomic Status and Health Chartbook, 1998, p. 145.

Appendix 2.3

U.S. Resident Population by Race and Hispanic Origin, 1980-1995, and Projections 2000-2G50

Year Total
1980 226,546
1985 237,924
1990 248,765
1985 262,761
2000 271,237
2005 276,990
2010 281,468
2015 285472
2020 288,807
2030 291,070
2040 287,685
2050 282,524

Hispanic
6.0%
7.7%
9.0%

10.4%
11.2%
12.1%
13.0%
14.0%
12.0%
17.1%
19.5%
22.0%

NOTE: Population totals are in thousands.

Source: U.S. Department of Commerce, Economics and Statistics Administration, Bureau of the Census, Statistical Abstract of
the United States, 1998, 118th edition, table 19.

White
79.9%
77.7%
75.7%
73.5%
72.1%
70.6%
69.1%
67.7%
66.2%
63.0%
59.5%
55.8%

71

Black
11.5%
11.7%
11.8%
12.0%
12.3%
12.5%
12.7%
12.9%
13.1%
13.5%
13.8%
14.2%

American Indian/

Eskimo, Aleut
0.6%
0.7%
0.7%
0.7%
0.8%
0.8%
0.8%
0.8%
0.8%
0.9%
0.9%
1.0%

Asian/Pacific
islander

1.1%
2.2%
2.8%
3.3%
3.7%
4.0%
4.3%
4.6%
4.9%
5.6%
6.3%
7.0%



Appendix 2.4

Profile of Dentists
Race/Ethnicity of practitioner
American
White Black Hispanic Asian Indian
Race/Ethnicity of patients
White 76.6% 27.0% 43.6% 47.5% 62.7%
Black 10.5% 61.8% 9.8% 11.5% 10.0%
Hispanic 8.5% 7.9% 45.4% 14.5% 10.1%
Asian 3.2% 2.3% 3.0% 25.1% 8.5%
American Indian 1.4% 1.0% 1.1% 1.3% 10.3%
Total* 100.2% 100.0% 102.9% 99.9% 101.6%
Private dental practitioners providing free or reduced dental care to . . .
HIV/AIDS patients 15.2% 27.1% 20.8% 18.6% 25.0%
Migrant workers 18.8% 19.6% 30.7% 24.1% 23.8%
Gross annual income of dental school graduates or enrollees
Less van $100,000 38.5% 56.4% 52.1% 51.9% 42.3%
$100,000 or more 61.5% 43.7% 48.0% 48.1% 57.7%
Total* 100.0% 100.1% 100.1% 100.0% 100.0%
Current specialty areas of dental school graduates or enrollees
General practitioners 79.9% 81.8% 82.1% 83.9% 82.7%
Specialists 18.4% 15.1% 16.5% 14.5% 15.5%
Not practicing 1.7% 3.1% 1.4% 1.5% 1.8%
Total* 100.0% 100.0% 100.0% §9.5% 100.0%

* Columns do not always total 100% because of rounding error and persons who identify themselves as having more than one
race or ethnicity.

SOURCES: American Dental Association, "1996 Dentist Profile Survey: White Respondents,” February 1958, tables 5 2nd 8, figures 6
and 11, pp. 8, 8, 12, 20, American Dental Association, "1936 Dentist Profile Survey: Black Respondents,” Fekbruary 1998, tables 6
and 9, figures 6 and 11, pp. 6, 8, 12, 20; American Dental Association, "1996 Dentist Profile Survey: Hispanic Respondents,”
February 1998, tables 6 and 9, figures 6 and 11, pp. 6, 8, 12, 20; American Dental Association, "1996 Dentist Profile Survey: Asian
Respondents,” March 1998, tabies 6 and 9, figures 6 and 11, pp. 6, 8, 12, 20; American Dental Association, "1996 Dentist Profile
Survey: American Indian Respondents,” March 1998, tables 6 and 9, figures 5 and 8, pp. 6, 8, 11, 17.
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Chapter 3
Cender, Race and Ethnicity:

Experiences with Three Health Care Related Issues

To facilitate greater understanding of dis-
parities based on race and gender within the
health care system, it is helpful to look at the
health experiences of minorities and women.
These experiences reveal the importance of vig-
orous civil rights enforcement efforts applied to
the Nation’s health care system. Inequalities in
access to quality health care can be observed in
three broad contexts relating to health care: de-
livery of services, availability of financing, and
appropriate research on health-related issues.

Access to Health Care

Despite civil rights legislation, equal treat-
ment and equal access with’.: the health care
industry are not a reality for racial/lethnic mi-
norities and wemen. Many barriers limit the
quality of health care for these groups, including
geographical distances, shortage of primary care
providers in minority communities, and dis-
crimination, both overt and subtle. According to
one author, the factors that determine access to
health care include:

1) need for health services, which includes variables
such as perception of need, health status, risk for spe-
cific health conditions, and indications for preventive
health services; 2) availability of specific services; 3)
ability to obtain services, including ability to pay,
opportunity to obtain services, and transportation to
services; and 4) acceptability of the services, particu-
larly in terms of language and cultural compatibility.1

The Departme. * of Health and Human Serv-
ices (HHS) has reco mized the importance of in-
creasing acc.ss to quality health care in its

! Lillian Gonzalez-Pardo, “Women’s Health Care: Limited
Access Despite Majority Status,” Kansas Journal of Law
and Public Policy, fall 1993, pp. 57-62.

Healthy People 2010 objectives.? According to
HHS:

Having adequate access to health care services can
significantly influence patient use of the health care
system and, ultimately, improve health outcomes.
Consequently, measures of access to care provide an
important mechanism for evaluating the quality of
the Nation’s health care system. Limitations in access
to care extend beyond such simple causes as a short-
age of health care providers or facilities in some ar-
eas. Even where health care services are readily
available, individuals may not have a usual source of
care or may experience multiple barriers to receiving
services, such as financial (e.g., lack of insurance or
being underinsured), structural (e.g., lack of nearby
facilities or service providers), and personal (e.g., cul-
tural, language, knowledge barriers, physical barriers
for the handicapped). In addition, populations with
special needs, such as the disabled, elaerly, chroui-
cally ill, and HIV infected, require access to providers
with the requisite knowledge and skills to address
their needs.?

Despite acknowledging disparities, HHS thus far
has not sufficiently addressed the issue of access
to quality health care for minorities and women.
For example, racial and ethnic disparities and
other civil rights issues are only indirectly ad-
dressed in HHS’ discussion of access to health
care. Although language and cultural barriers,
and populations with special needs are men-
tioned, civil rights enforcement is not integrated
into the goal of improving access and eliminating
disparities.

2 U.S. Department of Health and Human Services (HHS),
Office of Public Health and Sc:ence, Healthy People 2010
Objectives: Draft for Public Comment, Sept. 15, 1998, Access
to Quality Health Services, p. 10-3 (stating as its goal to
“improve access to comprehensive, high quality heulth care
across a continuum of care”) (hereafter cited as HHS,
Hea.thy People 2010 Objectives).

3 Ibid., Access to Quality Health Services, p. 104.



Race and Ethnicity

“The causes of these access and treatment differ-
ences are multifaceted and complex, but geogra-
phy, culture and cultural insensitivity, racial
stereotyping, the lack of minority health profes-
stonals, and institutional racism all factor ixrto
the causal equation.™

Members of racial and ethnic minority groups
face multiple restrictions to health care delivery.
From lack of insurance to lack of transportation,
minorities are disproportionately affected by
such barriers.? For example, it is sometimes dif-
ficult to take a day off of work to get health care
services, find someone to care for one’s children
while in the hospital, or pay for services such as
nursing homes.¢ Sometimes the existence of such
barriers is perceived, but the effect is the same.
Cultural barriers also exist in the form of mis-
understood customs, the inability to express
one’s health needs, and lack of faitk or trust in
the health care system.? In addition, stereotypes
cloud health care professionals’ judgment ir
some cases, and mistrust impedes doctors and
patients from effectively communicating with
one another.8 In other instances, discrimination
and policies that result in : disparate impact on
certain groups, and disparate treatment of indi-

4 Sidney Dean Watson, “Minority Access and Health Reform:
A Civil Right to Health Care,” Journal of Law, Medicine and
Ethics, vol. 22, no. 2 (summer 1994), pp. 127-37.

5 See, e.g., Roni Rabin, “The Health Divide: With No Car,
Care is a Big Challenge,” Newsday, Dec. 2, 1998, p. A-78;
Jane W. Peterson, Yvonne M. Sterling, and DeLois P.
Weekes, “Access to Health Care: Perspectives of African
American Families with Chronically Il Children,” Family
Community Health, vol. 19, no. 4 (1997), p. 64 (hereafter
cited as Peterson et al., “Access to Health Care”).

6 See Peterson et al., “Access to Health Care.”

7 Claudia L. Schur and Leigh Ann Albers, “Language, Socio-
demographics, and Health Care Use of Hispanic Adults,”
Journal of Health Care for the Poor and Underserved, vol. 7,
no. 2 (1996), p. 140; Sally Kohn, “Dismantling Sociocultural
Barriers to Care,” Heaithcare Forum Journal, May/June
1995, pp. 30-33; Tracy A. Lieu, Paul W. Newacheck, and
Margaret A. McManus, “Race, Ethnicity, and Access to Am-
bulatory Care ameng US Adolescents,” American Journal of
Public Health, vol. 83, no. 7 (July 1993), pp. 963-64
(hereafter cited as Lieu et al., “Race, Ethnicity, and Access”).

8 “End Racial Health-Care Inequities,” Newsday editorial,
Dec. 13, 1998, p. B-03; Ford Fessenden, “The Health Divide:
a Difference of Life & Death: For Blacks, Medical Care and
State of Health Trail Whites,” Newwsday, Nov. 29, 1998, p. A-
04 (hereafter cited as Fessenden, “Difference of Life &
Death”).
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viduals, further deterio:.te the health care
services available to and received by racial and
ethnic minorities.?

In her remarks concerning the fiscal year
2000 budget, Secretary of Health and Human
Services, Donna E. Shalala, stated:

[Tloo many of our citizens face a higher risk of illness
and death for only one reason: the color of their skin.
For example, African-Americans have ap infant mor-
tality rate that remains more than twice that of Cau-
casians. And American Indians and Alaska Natives
are more than three times as likely to die from diabe-
tes, as are other Americans. . . . In this nation, being
a member of a minority group shouldn’t be hazardous
to your health.10

From the perspective of the Commission’s review
of the HHS civil rights program, there seems to
be more rhetoric than committed action to ad-
dress this proclamation. Overall, HHS lacks a
vigorous civil rights enforcement program, and
the activities of OCR appear to have little impact
on the agency as a whole.!!

Discriminatory Poiicies and Practices

As a reswt of a history of discriminatory
medical practices, many racial and ethnic mi-
norities distrust the health care system. African
Americans’ distrust is rooted in slavery, Jim
Crow laws, disenfranchisement, segregation,
insufficient health care, and inappropriate scien-
tific experimentation.i2 Many Hispanics perceive

9 For example, policies on organ transplantation have a dis-
parate impact cn minorities. See generally, Izn Ayers, Laura
G. Dooley, and Robert S. Gaston, “Unequal Racial Access to
Kidney Transplantation,” Vanderbilt Law Review, vol. 46
(May 1993), pp. 805-63. See also U.S. Commission on Civil
Rights (USCCR), The Health Care Challenge: Acknowledg-
ing Disparity, Confronting Discrimination, and Ensuring
Equality, Vol. II. The Role of Federal Civil Rights Enforce-
ment Efforts, September 1999, chap. 3 (hereafter cited as
USCCR, The Health Care Challenge, vol. II).

10 Donna E. Shalala, Secretary, HHS, Remarks at the Fiscal
Year 2000 Budget Press Conference, Washington, DC, Feb.
1, 1999, pp. 3—4.

11 See USCCR, The Health Care Challenge, vol. 11, chaps. 3-5,
for a discussior of the organization of civil rights efforts and
civil rights enforcement within HHS. See also TISCCR, The
Health Care Challenge, vol. 11, chap. 1, for a discussion of the
history of deficiencies within HHS' civil rights program.

12 Vernellia R. Randall, “Does Clinton’s Health Care Reform
Proposal Ensure Equality of Health Care for E_ anic Ameri-
cans and the Poor?" Brooklyn Law Review, vol. 60 (spring
1994), p. 206, n. 175 (hereafter cited as Randall, “Clinton’s
Health Care Reform Proposal”).



providers in the current system as obstacles to
receiving meaningful help; msny Southeast
Asians equate the health care system with
death.13 After years of neglect and culturally in-
gensitive care, combined with discriminatory
practices, it 18 no wonder that there is a deep
mistrust of the health care system:

Obviously, a significant question is how this general
distrust will be impacted by a system of health care
designed to deny health care rather than to provide
services. In particular, utilization review processes
may a'low providers to make decisions which will
adversely impact persons of color more than Euro-
pean Americans. When that happens, some ethnic
Americans’ distrust in the health care system may be
reaffirmed.14

HHS has the responsibility to address the
fears and concerns of racial/ethnic minorities,
and in particular to reexamine the discrimina-
tory practices that have led to such fears. One
attorney at HHS stated:

I think the first [recommendation] would be to try and
address what I call the trust gap. There’s a big dis-
parity in health outcomes based on race, and the
various parts of the Dep.rtment [HHS] have tried to
attack that in various ways. When the doctors come
at it, they see it as a medical, scientific issue. They
may not think about discrimination. They think they
don't discriminate. They think their fellow colleagues
are all bright and dedicated and don’t discriminate. I
think that the part that the Office for Civil Rights
needs to address is the trust issue....There are sur-
veys out there that basically say that African Ameri-
cans don’t trust medical personnel to do the right
thing at the same rates that whites do, and there is
anecdotal evidence that people, particularly African
Americans, will go to the doctor later, theyll wait un-
til they are really sick because, even more than eve-
rybody else, they don’t regard the doctor as an inher-

ently goed thing.15

The policy and structural barriers that must be
addressed are numerous and far reaching, be-
cause they have a significant effect on the ability

13 Ibid.
14 Ibid.

15 George Lyon, assc-aate general counsel, Office of Genersl
Counsel, Civil Rights Division, HHS, interview in Washington,
DC, Dec. 22, 1998, pp. 15-16. Lyon further stated that he
believed it was necessary for HHS to make sure that minority
populations, in particular, are aware that there is an agency
(OCR) to address discrimination in bealth care. Ibid.
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to access quality health care for racial/fethnic
minorities and women. A commentator, writing
on legal issues of barriers to health care access
for minorities, described a meeting of members
of a public housing complex in New York held in
the early 1990s.16 The tenants met with attor-
neys retained in a race discrimination case
against a New York hospital. The tenants, most
of whom were members of minority groups,
spoke abour their experiences in receiving medi-
cal treatment at the nonprofit hospital nearby on
which they relied for health care. The commen-
tator described this meeting as follows:

Residents spoke of chaos in the emergency room of a
not-for-profit hospital located nearby: One woman,
Mrs. C., knew a neighbor who suffered 1th the ef-
fects of cancer and, yet, had lain in the emergency
room for days. He was told that there was no bed for
him. . . Mrs. C. also knew a young girl who went to
the emergency room iil; after a wait, the girl was sent
back home, where she died. . ..

Residents spoke of racial and economic segregation at
the local not-for-profit: the hospital put the rich in one
wing and the poor, including people with Medicaid, in
another. The hospital’s -taff treated their two catego-
ries of patients differently. For example, the hospital
would not move poor patients out of the emergency
room into beds that were available in the “private”
wing. Moreover, the conditions in the private and
public wings coutrasted sharply. The public wings, or
poor people’s wards, were “different worlds.” Resi-
dents spcke of inferior fcod and a lack of privacy.
They had seen feces in open areas. In the public ward,
they stated, patients did not get their beds changed as
often or often enough. In the public ward, patients did
not get their medicine on time.

A young father of four, Mr. E., spoke about his stays
in the public and private wings. In the public ward,
his IV bag would empty and no one would change it
until hours later. He watched other patients and
learned how to shut off the IV himself. If a patient
were in pain and asked for Tylenol, hospital staff
would not give the patient the medication and, in-
stead, would say that he had tn wait until the next
moruing. In the private units, by contrast, appropri-
ate medicines were listed on the charts and patients
were able to get pain killers right away.

16 See Marianne L. Engleman Lado, “Breaking the Barriers
of Access to Health Care: A Discussion of the Role of Civil
Rights Litigation and the Relationship Between Burdens of
Proof and the “xperience of Denial,” Brookiyn Law Review,
vol. 60 (spring 1994), pp. 246—47.



Mr. S., who had also stayed on both wings, stated that
physicians had different attitudes in the private wing
and that nurses there provided more attention. Mr. S.
stated that he felt badly when he left his bed in the
private unit, because on his way out he had passed a
number of poor people in need of beds—including
someone with appendicitis. He knew that there were
beds for insured people but not for the people he saw
in the emergency room.7

The commentator who described this meeting
observed that, for many years “private facilities
have used specific, identifiable tactics to avoid
treating poor people of color altogether or limit-
ing their numbers.”!8 She noted that some of the
tactics are structural, meaning “designed to or
with the effect of limiting access for the poor,
and disproportionately, people of color.”!® Among
these tactics are “[m]edical practices or facilities
[that] are set up, or structured, so as to motivate
barriers to entry.”2® She has written:

Such actions preclude the need for making further
discriminatory determinations to exclude people of
color on an individual basis. These structural deci-
sions can sometimes be explained as motivated on
another basis, but exclusion or change in patient
“mix” 18 at least part of the reason for the action. . . .

For example, some facilities relocate from African-
American or Latino communities to predeminantly
white, suburban communities.2! Other facilities close
or move the typical paths of entry for poor people—
emergency and obstetrical care units. The privatiza-
tion of public and not-for-profit heaith faciiities is
another technique for excluding the poor.22 And still
other facilities adopt restrictive hospital admissions
policies, limit the size of their emergency room, or
simply refuse to admit poor people of color as a gen-
eral practice, ‘dumping” lower income patients on
other facilities.?3 One survey conducted in Chicago
showed that of patients transferred from emergency
rooms at private hospitals to the local public hospital,

17 Ibid., p. 247, citing Meeting in Manhattan Residence Be-
tween Attorneys Retained in Mussington v. St. Luke’s Roo-
seveit Hospital Center and Tenants of New York City Public
Housing, Aug. 27, 1991 (Lado changed names for reasons of
confidentiality).

18 Ibid., p. 248.

19 Thid.

20 Ibid.

21 Tbid.

22 1bid., p. 249 (internal cites omiited).
23 Thid. (internal cites omitted).
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a grossly disproportionate percentage were poor peo-
ple of color.?* Private nursing homes are particularly
noteworthy for their exclusionary policies. They prop-
erly have been described as the most segregated of
the country’s publicly licensed health care facilities.25

Another author recounted the story of a black
woman who discovered a lump in her breast:

When she went to a private hospital, she was denied
treatment because she was indigent and her case was
not considered an emergency. A public hospital per-
formed a biopsy, which was positive, and gave her an
appointment for treatment three weeks later. When
Mrs. Kirchik arrived for treatment, however, the
public hospital turned her away because she had not
vet applied for Medicaid. Mrs. Kirchik tried another
public hospital, but she was turned away because she
was not a resident of the hospital's service area.
When Mrs. Kirchik’s story appeared in the newspa-
per, the first public hospital admitted her—to a pri-
vate room~—four months after she had first discovered
the lump. Two weeks later, Mrs. Kirchik died.2é

This author nnted that the focus appears to be
on the cost of health care, rather than on im-
proving health status.

Inner-city residents, who are primarily mi-
norities, have less access to quality health care
than persons living in the suburbs, despite hav-
ing more health problems.2” According to the
author:

Inner-city residents suffer from hypertension, heart
disease, chronic bronchitis, emphysema, sight and
hearing impairments, cancer, and congenital anoma-
lies at a rate 50% higher than suburbanites. The rate
of neurclogical and mental disorders in inner-city
residents is nearly twice that of suburbanites.28

Inner-city residentc also face far greate: health
hazards than suburban residents because of
higher exposure to nealth hazards such as pol-
Inted air and water, crime, and drugs.2?

24 Ibid. {internal cites omitted).
25 Ibid., pp. 242-50 (internal cites omitted).

% Sidney D. Watson, “The Urban Crisis: The Kerner Com-
mission Report Revisited: Health Care in the Inner City:
Asking the Right Question,” North Carolina Law Review,
vel. 71 (June 1993), p. 1646 (hereafter cited as Watson,
“Health Care in the Inner City”).

27 Thid., p. 1649.

28 Tbid., pp. 1648-49.

29 Ibid.



Discriminatory policies and practices, such as
medical redlining, excessive wait times for care,
unequal access to emergency care, and lack of
continuity of care have a disparate impact on
minorities. In other cases. overt discrimination
and denial of quality health services endangers
the lives of racial and ethnic mincrity patients.
One author, citing several examples and studies
of health care discrepancies, said, “Race dis-
crimination is an almost salient yet pervasive
problem in American health care.”3® The author
identifies the following facially neutral policies
and practices that disproportionately afiect ra-
cial and ethnic minorities:

e Refusing to admit patients who do not have
a physician with admitting privileges at that
hospital.

¢ Requiring a deposit to treat a person in the
emergency room or to admit a person for in-
patient care.

o Refusing to deliver a baby if the mother has
not received a specified amount of prenatal
care.

o Excluding medicaid patients from hospitals
and nursing homes.

e Failing to provide interpreters and transla-
tions of signs and forms for patients who do
not speak English.

o Inquiring into a patient’s citizenship, na-
tional origin, or immigration status before
admitting thLat patient to the hospital.3!

The author concivdes, “Each of these polices op-
erates to exclude a disproportionately large
number of minorities. Each may foreclose access
to health care if there are no alternative health-
care facilities in the area or may relegate minori-
ties to second-class care if the only alternative is
inferior.”32

An example of an overtly discriminatory pol-
icy 18 California’s Proposition 187, which pro-
hibits people without legal residency status from
obtaining any healtnh care, other than emergency
medical services, from publicly funded facili-

30 Sidney D. Wateon, “Reinvigorating Title VI: Defending
Health Care Discrimination—It Shouldn't be so Easy,”
Fordham Law Review, vol. 58 {April 1990), p. 939.

31 Ibid., pp. 941-92.
32 Ihid., p. 942.
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ties.33 The impact of Proposition 187 on imnmi-
grants and their children is potentially devas-
tating, since most health care facilities in the
State receive some public funding.34

After conducting a series of interviews about
the potential effects of Proposition 187, re-
searchers found that immigrant women's fears
centered around the denial of services, costs for
gservices, and threats of deportation. The re-
searchers quoted several women who expressed
concern with the law. For example, one immi-
grant woman said, “I'm afraid you'll go into a
place and thev won't help vou or that we'll go to
the hospital and they'll say, ‘Hey, vou go back to
Mexico.” That makes one fearful.”3> Another re-
spondent said, “They're not going to give us
services, not us. If we don't qualify for MediCal,
not even the children who are born here, they're
not going to see us. And even if you're sick they
won't give you medical care, sc I think we are all
going to infect each other. This affects me and
my child. .. 36

Other studies confirm that the passage of
Proposition 187 affected immigrants’ use of
health services. For example:

Half the directors of a representative sample of Cali-
fornia primary care clinics zerving lew-income pa-
tients reported a decrease in the number of patient
vigits after the election. Directors of clinics serving a
greater proportior of Latinos were significantly more
Likely to perceive a decrease in visits, particularly
among those seeking prenatal and obstetric services.
The decrease was reported to last for a median of
seven weeks following the election. A time-series
analysis showed a 26 percent decrease in the initia-

33 1994 CalL. LEGIS. SERV. Prop. 187 (Deering) {(codified at
CAL. EDUC. CUDE §§ 48215(a) (Deering 1987 & Supp. 1999);
CaL. HEALTH & SAFETY CODE § 130(a) (Deering 1990 £
Supp. 1999); CaL. PENAL CODE §§ 113, 114 (Deering 1985 &
Supp. 1999); Cai. PENAL CODE § 834b (Deering 1998); CAL.
WELF. & INST Co0o® § 10001.5 (Deering 1985 & Supp. 1999).

34 Nancy Moss, Lisa Baumeister. and Judith Biewener,
“Perspectives of Latina Immigrant Women on Proposition
187, Journal of the American Medical Women's Association,
vol. 54, no. 4 (August/October 1996), pp. 161-65. Proposition
187 was overwhelming approved by voters (with 59 percent
of the vote) in 1994. In March 1998, a U.S. district court
granted a permanent injunction, enjoining the state from
implementing and enforcing sections 4, 5, 6, 7, and 9 of
Proposition 187. League of United Latin Am. Citizens v.
Wilson, Case Nos. 94-7569, 94-7570. 94-7571, 94-7652. 95—
0187, 1998 'J.S. Dist. LEXIS 3368 (C.D. Cal. Mar. 13, 1998).

% Ibid., p. 163.
3 Thid., p. 164.



tion of outpatient mental health services by younger
Hispanics at selected sites in San Francisco after the
1994 election. The decrease was associated with sub-
sequent increase in use of crisis services.37

Immigrants, and particularly immigrant
women, face considerable economic, legal, lan-
guage, and cultural barriers to health care serv-
ices.3® Early entry into primary health care is
one of the most effective ways to ensure positive
health practices and early diagnosis of diseases,
when they can be treated most effectively and
inexpensively.3® Statutes like Proposition 187
limit, and in some cases eliminate, access to care
and have a resoundingly adverse effect on the
health of immigrant communities. Despite
Proposition 187s eventually being ruled par-
tially unconstitutional, its overwhelming ap-
proval among voters reflects the strong anti-
immigrant sentiment, particularly concerning
issues of public assistance.40

The policies and practices cited here are just
a fow examples of the many that disproportion-
ately disadvantage racial and ethnic minorities.
It is often difficult to assess the effects of so-
called facially neutral policies and practices. To
eliminate these practices it is necessary to in-
crease awareness among health care providers of
the negative effect of standard discriminatory
procedures.

One vehicle for achieving this is to incorpo-
rate standards for nondiscrimination into the
accreditation process. Accreditation is the proc-
ess by which facilities are certified as meeting
the standards for providing quality heal.h care,
as determined by the accrediting organizations.
HHS often relies on the accreditation status of
facilities in determining eligibility for funding.

37 Ibid., p. 164--65.

38 Francesca Gany and Heike De Bocanegra, “Overcoming
Barriers to Improving the Health of Immigrant Women,”
Journal of the American Medical Women’s Association, vol.
51, no. 4 (August/October 1996), pp. 155-60.

39 Ibid., p. 155.

40 See Victor C. Romero, “Broadening Our World: Citizens
and Immigrants of Color in America,” Capital University
Law Review, vol. 27, no. 13 (1998), pp. 13-34; Berta Es-
peranza Hernandez-Truyol, “Building Bridges III: Personal
Narratives, Incoherent Paradigms, and Plural Citizens,”
Chicano-Latino Law Review, vol. 19 (spring, 1998), pp. 303—
29; Alison Fee, “Forbidding States From Providing Essential
Social Services to Illegal Immigrants: The Constitutionality
of Recent Federal Action,” Boston Public Interest Law Jour-
nal, vol. 7 (winter 1998), pp. 93-115.
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Accreditation agencies, such as the Joint Com-
mission on Accreditation of Healthcare Organi-
zations (JCAHO), already recognize the impor-
tance of patients’ rights, particularly for access
to care. The JCAHO's standards for patient
rights state that health care facilities must es-
tablish and maintain organizational structures
that provide for the patient’s right to reasonable
access to care.¥! These standards must be taken
a step further to address those policies that par-
ticularly affect minorities. Further, HHS must
see to it that all accreditation standards for
health care facilities receiving medicare, medi-
caid, and other Federal funding incorporate the
facilities’ responsibilities under Federal civil
rights laws.

Inequities in Treatment and Services

“The subtle effects of racism still exist in our sys-
tem. . . . Studies suggest that there is subtle, un-
conscious bias in the system. Health care profes-
sionals who believe that they are free of bias and
free of prejudice, nevertheless can be shown in-
deed to be biased in their decision making in
ways that they are not aware of.”2

According to the Council on Ethical and Judi-
cial Affairs of the American Medical Association
(AMA), “Underlying the racial disparities in the
quality of health among Americans are differ-
ences in both need and access.”8 According to
the council, black persons are more likely to re-
quire health care services but are less likely to
receive such services than are white persons.
They are also less likely than whites to receive
certain treatments or therapies. Racial dispari-
ties have been found in the likelihood of under-
going bypass surgery and receiving a kidney
transplant and other life-saving procedures.

41 Joint Commission on Accreditation of Healthcare Organi-
zations (JCAHO), 1999 Hospital Accreditation Standards
(Oakbrook Terrace, IL: JCAHO, 1999), p. 50.

42 Louis Sullivan, president, Morehouse School of Medicine,
telephone interview, May 2, 1999, p. 8 (hereafter cited as
Sullivan interview).

43 American Medical Association, Council on Ethical and
Judicial Affairs, “Black-White Disparities in Health Care,”
Journal of the American Medical Association, vol. 263, no.
17 May 2, 1990), p. # 44 (hereafter cited as AMA, “Black-
White Disparities”)

44 Ibid., pp. 234445.



One practice that has led to a dieparity in
health service delivery is kidney allocation to
potential transplant recipients.®5 Currently,
preference for available kidneys is given to re-
cipients who are genetically compatible with the
donor. This is determined by the antigens pres-
ent in the cells.#6 Recipients with antigens simi-
lar to those of the donor are less likely than
other recipients to reject the kidney. Because
most kidney donors are white, most recipients
with matching antigens are white as well. The
wait for black kidney patients tc receive a kid-
ney transplant is twice as long as that for white
patients. Further, white patients are 75 percent
more likely to receive a transplant than black
patients.4” However, according to some commen-
tators, mandated antigen matching is no longer
necessary because of lower rejection rates in
kidney transplants.48

Other commentators have written about ra-
cial and gender disparities in the treatment of
emergency room patients complaining of chest
pain.4® These researchers found a statistically
significant difference between the amount of
time females and males waited to see a physi-
cian in the emergency room, with females wait-
ing longer than males. Although the results were
not statistically significani for the waiting time
between black and white patients, a dispropor-
tionate number of both blacks and females re-
ported waiting for more than an hour.50

The authors of this study concluded that pre-
vious differential access to medical care may
cause a difference in emergency room wait times
among blacks and whites, and males and fe-
males. Because white patients were more likely
than black patients to have seen a private physi-
cian before going to the emergency room, their
conditions may have been considered to be more

45 See generally Ayres et al., “Access to Kidney Transplanta-
tion.” See also USCCR, The Health Care Challenge, vol. 11,
ckap. 3.

46 Tbid., pp. 807-08.

47 Ibid., p. 808.

48 Tbid., p. 811. See also Barbara A. Noah, “Racist Heal:h
Care?” Florida Law Review, vol. 48, pp. 362-65.

4% See Chelmer L. Barrow, Jr., and Kirk A. Easley, “The Role
of Gender and Race on the Time Delay for Emergency De-
partment Patients Complaining of Chest Pain To Be Evalu-
ated by a Physician,” Saint Louis University Public Law Re-
view, vol. 15 (1996), pp. 267-77.

50 Ibid., p. 275.

79

serious than that of patients who had not previ-
ously seen a doctor.5! The article states that in-
tentional discrimination could not be & factor
because the doctors represented both genders
and different races, and because the physicians
did not see the patients until they entered the
examination room.52 However, the authors did
not take into account the admitting staff or other
factors. Further, the authors state, “The current
medical literature indicates that there is no data
to justify the longer waiting times experienced
by black and female patients in this study.”s3
Absent medically sound reasons for such dispari-
ties among wait times, researchers need to focus
attention on possible sources of discrimination.54

Many news reports have detailed the inequi-
ties confronting racial and ethnic minorities in
the health care system. For example, a series of
articles published in Newsday in Novem-
ber/December 1998 chronicled the disparities in
health care on Long Island in New York.55 After
a year of analyzing hospital records and data-
bases and researching health care in the region,
reporters came to the following conclusions,
many of which have been reached by other re-
searchers:

Compared with black patients, whites re-
ceive more advanced and intensive treat-
ment.

Blacks are more likely than whites to receive
more radical, severe treatments, such as
amputation.

Blacks wait longer than whites fo: kidney
transplants.

Sterectypes about the treatment of minori-
ties pervade the medical community.56

51 Tbid., p. 276.

52 Tbid.

53 Thid.

54 See generally Jackie Barrow, “Implications of the Emer-
gency Medical Treatment and Active Labor Act (EMTALA)
on Differences Based on Race and Gender in the Treatment
of Patients Presenting to a Hospital Emergency Department
with Chest Pain,” Saint Louis University Public Law Re-
view, vol. 15, no. 2 (1996), pp. 278-302.

55 Fessenden, “Difference of Life & Death.”

5 Ibid. Other disparities noted in the Newsday series in-
cluded: there appears to be feelings of distrust between black
patients and white physicians; blacks are more likely than
whites not only to be overweight and get less exercise, but
they are also more likely to live in dangerous places and expe-
rience more stress; and whites live longer than blacks. Ibid.



The Newsday series provided several exam-
ples of diagnoses made on race-based assump-
tions. One article told of a doctor who informed a
patient that although he had high blood pres-
sure, it was not a problem because he was Afri-
can American.5? (High blood pressure is more
common among African Americans, so the condi-
tion was accepted as “normal”). Another News-
day reporter retold the story of a black woman
who was referred to an ophthalmologist for her
blurred vision. The doctor assumed she was
Asian because of her last name and when he
found that she was black, he told her she was
diabetic and had glaucoma. The patient, who
was not diabetic, later had surgery for a nerve
problem, not glaucoma. She felt she received
poor care from the ophthalmologist who as-
sumed she was diabetic because she was black
and did not look for another explanation for her
blurred vision.58 Another article reported cases
in which doctors assumed black patients with
symptoms of sickle-cell disease wers drug ad-
dicts and withheld the narcotic-grade drugs
normally used to treat the disease.5?

In a study of access to long-term care, re-
searchers found that nonwhite patients experi-
ence longer delays than white patients in being
placed in nursing homes.8® Even after controlling
for several factors, including patient age, gender,
health conditions, special care requirements,
behavior, financing, and cooperation of family,
racial differences persisted in the wait time to be
discharged from a hospital and placed in a
nursing home, suggesting that nursing homes
pair patients by race or “defer to the racial pref-
erences of the patients” when assigning room-
mates.8! The authors concluded, “The inescap-
able conclusion is that nursing howunes discrimi-
nate on the basis of race in admitting patients.
This practice is patently objectionable; it also is
costly to hospitals, thus to society, since hospi-

87 Ibid.

88 Curtis L. Taylor, “Mistakes in the Past, Fears in the Pres-
ent,” Newsday, Dec. 4, 1998, p. A-08.

8 Delthia Ricks, “Medical Myths: Black Patients Fight
Against Harmful Silent Curriculum,” Newsday, Dec. 6, 1998,
p. A-04.

80 David Falcone and Robert Broyles, “Access to Long-Term
Care: Race as a Barrier,” Journal of Health Politics, Policy
and Law, vol. 19, no. 3 (fall 1994), p. 592.
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tals bear the direct costs of delayed discharges
and hospitals do not keep costs to themselves.”62

Another study found a statistically significant
relationship between patient race and the serv-
ices received in hospitals. Using regression
analysis, the researchers found that nonwhite
pneumonia patients received fewer hospital
services than white patients. For example, non-
white patients were less likely than whites to
have necessary surgery. Such differences in the
intensity of care were not explained by source of
payment, health status, or location of hospital.s3

Other studies have found discrepancies in the
treatment of breast cancer. According to one
author, minority women have higher death rates
from cancer and/or receive less breast care than
other groups.®¢ For example, women in lower
income groups are less likely to receive breast
cancer information and screening. The author
cites studies that indicate that black women re-
ceive different breast cancer treatments than
white women; doctors are less likely to recom-
mend breast cancer screening for Hispanic
women; and breast cancer often is undetected
and untreated in the Chinese American commu-
nity.%5

Researchers at the Health Care Financing
Administration (HCFA), noting the disparities
by race in the use of medicare services, studied
the effects of race and income on the use of such
services. These researchers found that black and
low-income beneficiaries have fewer mammo-
grams, influenza immunizations, and visits to
physicians for ambulatory care. However, these
groups have higher hospitalization rates, higher
mortality rates, and greater instances of ampu-
tation.%® In comparing mortality rates the re-

62 Ibid., p. 583.

63 John Yergan, Ann Barry Flood, James P. LoGerfo, and
Paula Diehr, “Relationship Between Patient Race and the
Intensity of Hospital Services,” Medical Care, vol. 25, no. 7
(July 1987), pp. 592, 600.

64 Yolanda Vera, Kimberly Lee, and Amybeth Garcia-Bokor,
“Breast Cancer and Poverty: Challenging Goliath with a
Slingshot,” Clearinghouse Review, May 1996, pp. 3-19
(hereafter cited as Vera et al., “Breast Cancer and Poverty”).

65 Ibid., p. 6.

66 Marian E. Gornick, Paul W. Eggers, Thomas W. Reilly,
Renee M. Mentnech, Leslye K. Fitterman, Lawrence E.
Kucken, and Bruce C. Vladeck, “Effects of Race and Income
on Mortality and Use of Services Among Medicare Benefici-
aries,” New Englond Journal of Medicine, vol. 335 (Sept. 12,
1996), »p. 791-99.




searchers found that black male medicare bene-
ficiaries were 19 percent more likely to die {2
mortality ratio of 1.19) than white male benefi-
ciaries. For women, blacks were 16 percent more
likely to die (a mortality ratio of 1.16).6”

In addition, the authors noted that many
black beneficiaries do not opt for many common
elective surgical procedures, suggesting that
“there may be barriers to elective surgical proce-
dures for some groups of beneficiaries.”68 Ac-
cording to the authors, these results may indi-
cate that black and low-income beneficiaries may
receive less preventive care than other benefici-
aries.®® Thus, the authors concluded:

The implementation of Medicare was necessary to
provide access to care for the elderly. However, the
differential patterns in the use of many specific serv-
ices according to race and income indicate that the
provision of h- alth insurance alone does not suffice to
promote effective patterns of use by all beneficiar-
ies.70

In 1994 the Agency for Health Care Policy
and Research (AHCPR) reported disparities in
hospital treatments performed on black and
white patients. Using data from the Hospital
Cost and Utilization Project, AHCPR conducted
a longitudinal study of 172 medical procedures.”
The agency found that for 36 of the procedures,
whites had higher procedure rates than blacks
for at least 7 of the © years of the study. White
patients received more procedures related to the
circulatory and musculoskeletal systems than
did blacks.”? Further, more whites than blacks
received coronary bypass, a rate of 71.6 per
100,000, compared with 21.7 per 100,000. In ad-
dition, white patients’ procedure rate for ar-
throscopy was 83.1, compared with 42.4 for black
patients.” In contrast, compared with whites,

67 Ibid., p. 793.
68 Ibid., p. 798.
69 Thid.
0 Tbid.

7t HHS, Public Health Service, Agency for Health Care and
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1994), pp. 5-7 (hereafter cited as AHCPR, Trends in Hospi-
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81

blacks received more procedures related to renal
failure, abortion, and glaucoma. AHCPR data
also showed that blacks were more likely than
whites to receive an amputation of a lower ex-
tremity.”4

A more recent study examined differences in
doctors’ recommendations concerning chest pain.
The researchers attempted to control for all in-
tervening variables by having similarly dressed
actors use the same script in videotaped inter-
views, thus ensuring that information on the
“patients,” such as occupation, insurance status,
and risk status, was consistent.”> The taped in-
terviews were provided to 720 doctors for their
recommendations. The study results indicate
that men and whites were the most likely pa-
tients to be referred for cardiac catheterization.
The researchers concluded that “the race and sex
of the patient influence the recommendations of
physicians independently of other factors . . .
[which] may suggest bias on the part of the phy-
sicians.”’® However, the authors stated that they
could not identify the form of bias. According to
the authors:

Bias may represent overt prejudice on the part of
physicians or, more likely, could be the result of sub-
conscious perceptions rather than deliberate actions
or thoughts. Subconscious bias occurs when a pa-
tient's membership in a target group automatically
activates a cultural stereotype in the physician’s
memory regardless of the level of prejudice the physi-
cian has.”?

The results of studies such as these lead
other commentators to conclude that health care
providers are “less aggressive” in their treat-
ment of minorities.” According to one commen-
tator:

4 Ibid., pp. 9, 14.
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Physicians’ treatment decisions may reflect some un-
stated prejudices—negative or pessimistic assump-
tions about their African-American patients’ family
support networks, dietary practices, or adherence to
recommended post-treatment care regimens. In this
sense, unconscious racism may be one factor that per-
petuates the cycle of poorer health among African-
Americans when compared to the white population.”

Uneven Healith Care Use

An indication of access problems is the lower
rates of use of health services by racial and eth-
nic minorities. The low utilization rates could
give the impression that there are fewer health
problems among these populations, but studies
have shown that factors such as barriers to care
directly affect utilization rates for these popula-
tions.8 Asian Americans in particular exhibit
low use rates for health services. A study of Ko-
rean Americans in Chicago found that 49 per-
cent of those surveyed did not have a regular
source of medical care.8! Even when lack of
health insurance is not the main barrier to care,
use patterns of Asian Americans are different. A
San Diego study of Southeast Asians showed
that despite the fact that 9 out of 10 had health
coverage, 44.5 percent had never had a general
checkup 82

The low use rates stem from several inequali-
ties in treatment. In the words of one Vietnam-
ese patient:

Peopie and staff at [the facility] treat me well and
care about me, but because they do not have enough
money and staff, I wait and wait from 8 in the morn-
ing to 6 o'clock in the afternoon. I wait for a transla-
tor, I wait for my appointment, I wait for my medica-
tions in the pharmacy. The waits drain so much of my
energy, it has really discouraged me from getting
health care, even though I really need it.83

™ Ibid., p. 361.

8 Laurin Mayeno and Sherry M, Hirota, “Access to Health
Care,” pp. 347-75, in Nolan W. S. Zane, David T. Takeuchi,
and Kathleen N.J. Young, eds., Confronting Crit:cal Health
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83 California Commission for Economic Development, Asian
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Issues in the 1990s, public hearing, Apr. 20, 1990. Informa-
tion was provided by Asian Health Services. Sze Sherry
Hirota, executive director, Asian Health Services, Oakland,
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Other studies have shown a significant dif-
ference in the number of doctor’s office visits be-
tween whites and blacks. Such differences per-
sist even after the researchers control for vari-
ables such as income, education, and insur-
ance.84 One study found unexplained racial dis-
parities in health care delivery and health status
even after controlling for race-related stress
(measured with a series of questione to deter-
mine unfair treatment).85 The authors noted
that, compared with whites, African Americans
reported lower levels of psychological well-being,
higher rates of ill health, and more bed-days.8

There are also disparities in preventive care,
with subpopulations lagging behind whites. HHS
found that children who are members of ra-
cial/ethnic minority groups are immunized far
less frequently than white children.8” Prenatal
care is one preventive measure that has been
shown to reduce mortality. According to HHS,
“Failure tn receive prenatal care during the first
trimester can cause missed opportunities to pre-
vent irreversible damage and lifelong handicaps
to the newborn.”® In 1996, 82 percent of moth-
ers received prenatal care in the first trimester
of pregnancy. However, there were substantial
variations among racial, ethnic, and socioeco-
nomic groups, as shown in table 3.1. Eighty-nine
percent of dJapanese American and Cuban
American expectant mothers received prenatal
care in their first trimester of pregnancy; 84 per-
cent of white expectant mothers received prena-
tal care in their first trimester of pregnancy.
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American Indian and Alaska Native mothers
were the least likely to receive prenatal care at
67.7 percent.8®

Table 3.1
Prenatal Care for Live Births by Race and Ethnicity,
1980-1996

Race/Ethnicity 1280 1990 1996
White, non-Hispanic 792 792 840
Black, non-Hispanic 624 606 714
American Indian or Alaska Native 858 579 677
Asian or Pacific Islander 73.7 751 81.2
Chinese 826 813 868
Japanese 86.1 870 893
Filipino 773 771 825
Hawaiian or part Hawaiian - 658 785
Other Asian or Pacific islander - 719 784
Hispanic 60.2 602 722
Mexican 596 578 707
Puerto Rican 8§51 635 750
Cuban 827 848 892
Central and South American 588 615 750
Other and unknown Hispanic = 664 664 746

Source: U.S. Department of Health and Human Services,
National Center for Health Statistics, Health, United States,
1998 with Socioeconomic Status and Health Chartbook, 1998,
p. 176

In a study of differences in health care access
among adolescents, researchers found striking
differences in the types of care received by white
and minority patients. Minority adolescents had
“markedly worse health status” and were less
likely to use health care than white adoles-
cents.% The study also found that minority ado-
lescents lacked a usual source of care, which
may affect their overall heaith status. The re-
searchers concluded that although several other
factors may affect differences in health status
and access (such as a lack of minority physi-
cians, long waiting times at clinics, and dissatis-
faction with physicians), they “cannot rule out
the possibility of discrimination in either institu-
tional access or physician behavior.”®! Findings
such as those illustrated above led one commen-
tator to conclude:

8 Ibid., p. 176.
% Lieu et al., “Race, Ethnicity, and Access,” p. 963.
91 Tbid., p. 964.
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With major confounding variables increasingly con-
trolled and adjusted for, investigators tend to invoke
unspecified cultural differences, undocumented pa-
tient preferences, or a lack of information about the
need for care as reasons for the differences. The al-
ternative explanation is racism—that is, racially dis-
criminatory rationing by physicians and health care
institutions. We do not yet know enough to make that
charge definitively. Furthermore, if racism is involved
it is unlikely to be overt or even conscious. . . . The
answers we need are to questions that are at a more
personal level. What choices are black patients and
white patients actually offered by their physicians?
What do they hear? Do their physicians make specific
recommendations? Do the patients participate fully in
the decision-making process? What criteria do physi-
cians use in making these clinical judgments? Are
they applied equitably, : are they subtly influenced
by racial stereotyping on the part of time-pressured
physicians, reinforced both by institutional attitudes
and unwarranted assumptions about prevalences and
outcomes?92

Further, although it is often acknowledged that
differences in health care use rates exist, they
are frequently dismissed as lack of initiative on
the part of the minority patient and not the more
probable reason which is lack of choice. One
author states:

The more fragmented, less preventive, and episodic
use of health care by blacks is translated as a lack of
personal responsibility rather than as a reflection of
the differences in the nature of the institutions pro-
viding care and their relationships with their pa-
tients. At least some of the reported differences in
rates of drug addiction, sexually transiuitted diseases,
and possibly even infant mortality reflect differences
in the screening and reporting practices cf the set-
tings in which care is provided to blacks as opposed to
those catering to whites. Such screening and report-
ing is more likely to be a part of the standard operat-
ing procedures of the more urban clinic settings
where blacks disproportionately receive their care. In
effect, these differences in procedures amount to an
institutionalized form of racial profiling.93

92 H. Jack Geiger, “Race and Health Care—An American
Dilemma?’ New England Journal of Medicine, vol. 335
(Sept. 12, 1996), pp. 815-16.

93 David Barton Smith, Health Care Divided: Race and Heal-
ing A Nation (Ann Arbor, MI: University of Michigan Press,
1999), pp. 319-20.



Gender

“Women and men have unique medical problems
and health care needs. At a time when there have
been improvements in the health status of men,
the health status of women does not appear to be
tmprouing, perhaps because of the long-held as-
sumption that disease patterns for women are the
same as those for men.”

Gender disparities in access to health care
persist in this country. As demonstrated below,
women and men often receive differing treat-
ments for similar conditions, differ in health-
related behaviors, and use health services differ-
ently. Further, women’s health care issues are
often neglected or misunderstood by health nro-
fessionals, and available care may not always be
appropriate. According to HHS:

Gender appropriateness also plays a significant role
in determining health outcomes, behaviors, use pat-
terns, and aititudes within all age groups. Women
often are the health care decisionmakers and caregiv-
ers in their communities. When provided with ena-
bling services and health promotion and prevention
information, they can make better health choices and
better navigate the health care system to get the care
they and their families need.%

Some commentators contend that decisions
on what aspect of health to study, what symp-
toms to acknowledge, and who will receive life-
saving treatments are not based on scientific
merit alone, but on judgment of social worth.%
Women all too often fall outside the scope of
medical interests and are short changed in the
delivery of medical services.

Inequities in Treatment

‘/Gender bias] pervades medicine, beginning
with medical school admissions and education,
encompassing research facilities and medical
journals, and culminating in how women are

94 Jennifer Haas, “The Cost of Being a Woman,” New Eng-
land Journal of Medicine, editorial, vol. 338 (June 4, 1998),
pp- 1694-95.

9 HHS, Healthy People 2010 Objectives, Educational and
Community-Based Programs, p. 4-8.

% Eileen Nechas and Denise Foley, Unequal Treatment:
What You Don’t Know About How Women are Mistreated by
the Medical Community (New York: Simon and Schuster,
1994), p. 14.
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treated as patients in clinics, huspitals, and phy-
sicians’ offices across the country.”™7?

Gender bias extends to all areas of health
care, but is perhaps most visible in the inequities
with which women are treated as patients. The
gender differences in medical utilization and
treatments may be the result of gender-related
biological differences that have been obscured by
the exclusion of women from research, different
expectations of medical care between men and
women, or gender bias by health care provid-
ers.® Women tend to undergo more examina-
tions, laboratory tests, and blood pressure checks
than men, but are less likely to receive major
diagnostic or therapeutic interventions.®®

Many studies suggest that inequities in
treatment continue to be a common occurrence
in a variety of medical procedures. Some exam-
ples are: men are more likely than women to be
referred for diagnostic testing for lung cancer
even when the risk factors are equal; women in
need of kidney dialysis are approximately 30
percent less likely than men to receive a trans-
plant; men are 6.5 times more likely than
women to be referred for cardiac catheterization;
and physicians are twice as likely to attribute
symptoms of heart disease in women to psychi-
atric and noncardiac causes.1%

Heart disease is the number one cause of
death among women, and women are 20 percent
more likely than men to die of a heart attack.10!
Yet the misperception of heart disease as a pre-
dominantly male issue persists, resulting in
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and Judicial Affairs, “Gender Disparities in Clinical Decisioa
Making,” Journal of the American Medical Association, vol.
266, no. 4 (July 24/31, 1991), p. 559 (hereafter cited as AMA,
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2.1.



misdiagnosis and often preventable mortality.
For example:

Kathy O’Brien (not her real name), a forty-two year
old smoker, had been experiencing chest pains on and
off for about a year. Her father and two of her uncles
had died of heart attacks when young. She went to a
clinic in the rural area of northwest New Jersey
where she lived, and the local doctors told her she
probably had gallstones. When the pain got worse,
she went back to the clinic, where they told her she'd
have to have a sonogram of her gallbladder. She left
without having it done. Instead, Kathy went home,
collapsed from chest pain, and nearly died. She had
suffered a massive heart attack and gone into cardiac
arrest. Technically dead, she had to be defibrillated
with electrical shocks on the way to the hospital. The
following day she was transferred to a larger teaching
hospital, where doctors did an angiogram and found a
blockage in a major kiood vessel. She recovered well.
But why, wondered the cardiologists at the larger
hospital, didn’t anyone recognize heart disease in a
heavy smoker with chest pain and a serious family
history of death from heart attack?102

One study found that early mortality after
myocardial infarction (heart attack) was at least
40 percent higher among women than men.
Even after controlling for age (women tend to
suffer from heart attacks at more advanced ages
than men) excess mortality rates were approxi-
mately 20 percent more frequent in women.103
The authors of this study further state that
there is evidence that women are less likely to
receive fibrinolytic therapy, in part because
women are considered ineligible for such therapy
since they tend to be older, suffer myocardial
infarction later after the onset of symptoms, and
have other coexisting conditions.’%4¢ The re-
searchers said that a tendency toward less ag-
gressive management of myocardial infarction in
women may be an explanation for some of the
excess mortality observed among women.10%

Researchers have also found that there are
other heart disease therapies and treatments,

102 Laurence and Weinhouse, Outrageous Practices, p. 85.

103 Roberto Malacrida, Michele Genoni, Aldo Pietro Mag-
gioni, Vito Spataro, Sarah Parish, Alison Palmer, Rory Col-
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England Journal of Med:cine, vol. 338 (Jan. 1, 1998), pp. 8-
14.

104 Thid., p. 13.

105 Thid.

-including coronary angioplasty and revasculari-
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zation procedures, that are less likely to be per-
formed on female patients.1% These differences
in treatment rates have been attributed to sev-
eral factors:

Men may undergo more procedures than
women if physicians view coronary heart
disease as more severe among men because
of their higher incidence of the disease (once
coronary heart disease is clinically manifest,
however, the case fatality rate for women ex-
ceeds that for men).

The rates at which procedures are performed
may be influenced by physicians’ perceptions
of gender-related differences in risk and effi-
cacy.

If clinical criteria or patients’ preferences do
not explain these differences in the use of
procedures, they may represent a gender
bias in the delivery of medical care.07

Thus, women may not have equivalent access to
procedures even though the incidence of heart
disease among women is increasing. Patterns of
similar magnitude for gender differences are
reported with other diseases, such as dialysis
and kidney transplantation in patients with end-
stage renal disease.208

In a study on whether utilization rates for
treatments for HIV patients differ by gender,
researchers found that women receive fewer
medical care services than men. Women with
AIDS receive fewer services than male intrave-
nous drug users with AIDS, and asymptomatic
women with HIV infection are less likely to re-
ceive AZT.1° The study also found that there are
indications that many HIV-infected women are
not being diagnosed accurately and are at ele-
vated risk of having a primary health care pro-
vider who knows little about HIV.110
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The difficulty women face accessing adequate
health care is not limited to illnesses that affect
both men and women. Rather, there is evidence
that women often find it difficult to access qual-
ity health care related to gender-specific ili-
nesses such as breast cancer. One story illus-
trates this problem:

When Lorraine Pace found the lump in her breast one
day in 1991, her doctor told her not to worry, it was
probably just scar tissue from a cyst she’d had re-
moved a few years earlier. When nothing showed up
on a mammogram, Pace was happy to let the subject
drop. . . . Eight months later, on a flight from Florida
back to New York, Pace struck up a conversation with
the pleasant middle-aged man sitting next to her. He
told her he was a mortician. . . . What he said next
startled her even more: He was disturbed by all the
young women he was being asked to bury—women
who had died in their thirties and forties of breast
cancer. The next day Pace made a beeline for her doc-
tor’s office. “You told me not to worry about the lump.
I want it out.” Certain the lesion was benign, her doc-
tor performed the surgery on an outpatient basis us-
ing only local anesthesia. Fifteen minutes later he
was standing in front of Pace telling her, “You have
invasive breast cancer.” Recuperating from her lum-
pectomy, . . . Pace received more bad news. The can-
cer had spread to her lymph nodes. She’d need radia-
tion and chemotherapy.!1!

Because breast cancer is rare in young
women, doctors tend to believe thes: women are
not at risk. The stories of young women being
discouraged from receiving preventive care are
numerous:

After performing a routine Pap and pelvic, [Cass]
Brown's doctor offhandedly said, “You don't need a
breast exam, do you?” Brown was taken aback. She
certainly wanted an exam, but if her doctor didn’t
think she needed one, who was she to argue? Who
was she to tell a doctor how to do his job? Three
weeks later Brown felt a lump above her breast on
ber chest wall. Although the mammogram showed a
highly suspicious mass, the surgeon to whom Brown
was referred didn’t want to waste his time following it
up. “Who ordered this mammogram? he barked.
“Youre too young.” By now, Brown was angry. So
what if she was only thirty-two. She wanted to have a
biopsy. It didn’t matter that her surgeon disapproved,
that only 25-30 percent of biopsies came back posi-
tive. She wanted to be sure. Brown remembers the

111 Laurence and Weinhouse, Outrageous Practices, pp. 111—
12

86

day her surgeon called with the results. Uncomfort-
able and embarrassed, he couldn’t choke out the word
cancer. Instead, he said, “It's something that can be
handled short of mastectomy.” As if that were some
kind of consolation. “Is it malignant?” Brown finally
asked. “Yes, but you don’t need a mastectomy.” Brown
was livid. “Everything about breast cancer is breast,
breast, breast. The reason the emphasis is on the
breast and not your life is because it's men who lose
your breast.” But for Brown the biggest fear was of
the cancer, of death.!12

Inequities in treatment are further fueled by
the role of gender in the physician-patient rela-
tionship. Studies evaluating the relationship
between the gender of the physician and the of-
fering of gender-related diagnostic procedures,
such as breast exams, Pap smears, and mammo-
grams, have shown that gender bias does indeed
exist. Women who reported having a male physi-
cian were less likely to receive these procedures
than women who had a female physician.113 Fur-
ther, women physicians are more likely to exer-
cise greater diligence in offering screening tests,
and women patients are more likely to follow
through with obtaining tests suggested by
women physicians.!4 Because communication is
fundamental to achieving the intended goals of
health care, the relationship between the patient
and provider is central to health care delivery.

Another study of more than 8,000 women
found that 69 percent reported having a usual
provider, but only 9.8 percent of those previders
were women. The study concluded that women
with male providers were less likely to receive
screening for cancer in primary care, including
such diagnostic procedures as Pap tests, and
were less likely to report ever having a mammo-
gram.!16 These findings are significant consid-
ering the much greater numbers of male doctors.

An additional symptom of gender bias is the
way in which women’s medical concerns are not
taken as seriously as men’s, if not trivialized al-
together. In a recent study, one out of four
women (compared with 12 percent of men)
stated that they had been “talked down to” or
treated like a child by their physician, and
nearly one out of five women had been told that

112 Ibid., pp. 116-17.

113 Rothenberg, “Gender Matters,” pp. 1211-12.

114 Ibid., p. 1212.

115 Franks and Clancy, “Physician Gender Bias,” pp. 216-17.




a reported condition was “all in your head.”116
Women’s complaints are disniissed by doctors far
too often. One study found that primary care
physicians judged 65 percent of women’s symp-
toms to be influenced by emotional factors and
women’s complaints were more than twice as
likely as men’s to be identified as psychoso-
matic.!'” Two authors provide the story of a
woman whose health problems were not taken
seriously by her physicians:

Shortly after the birth of her first child, Patricia Ni-
emin began experiencing a light fluttering sensation
in her chest. Her doctor, a family practitioner, as-
sured her that it was normal, that this happened to
women all the time. During her second pregnancy, the
palpitations disappeared, only to return less than a
year after her son was born. Over the next five years,
instead of having palpitations one to two times a day
for a few seconds each, she had them almost con-
stantly. . . . By 1980, almost ten years after the palpi-
tations began, Niemin's resting heart rate had in-
creased from a worrisome canter to a fast-and-furious
gallop.

Without running any tests, her doctor put her on digi-
talis. Although it slowed her racing heart, her family
was not sold on the treatment. . . . Niemin consulted
an internist who immediately took her off the digitalis
and immediately hospitalized her for tests. . . . But all
the tests came back negative. With nothing organi-
cally wrong, the hospital cardiologist questioned her
about her home life. When Niemin said that she was
in the middle of a divorce, she could almost see the
light bulbs go off above her doctor’s head. “Honey,” he
said, patting the back of her hand, “go home and take
some stress out of your life.” “Wait a minute,” Niemin
said. “I den’t operate badly under stress. I enjoy cer-
tain kinds of stress.” What's more . . . Niemin was
happier than she’d been in more than ten years. She
was under less—not more—stress. She’d been reading
medical books and she had her own theories about
what was wrong with her. “It's got to be my thyxroid,”
she told her doctors. “Everything points to my thy-
roid.” “No,” she heard over and over again, “that’s not

possible.”

Over the next decade Niemin had accumulated a grab
bag of strange symptoms. . . . By January 1993, at the
age of 40, she had lost 30 pounds, her cheeks were
hollow, and her skin had taken on a grayish deathlike
pall. Hot all the time, and extremely fatigued, she

116 Rothenberg, “Gender Matters,” p. 1213, citing The Com-
monwealth Fund, Survey of Women’s Health (New York: The
Commonwealth Fund, July 1993).

117 Laurence and Weinhouse, Outrageous Practices, p. 259.
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couldn’t walk from one room to another without
gasping for breath. . . . The endocrinolugist she con-
sulted took one look at her and said, “I can tell you
what’s wrong with you. You've got a thyroid problem.”
Finally, some twenty years after her initial symptoms
had appeared, Niemin’s condition had a name. She
had Graves' disease, a thyroid disorder that affects
three women for every marp. The chilling part of her
story is that, had she gone much longer without
treatment, she could have been courting a fatal heart
attack. 118

The tendency to dismiss women’s health
complaints stems from the belief that women are
more emotional than men. In addition, because
women do receive more health care services, are
more concerned about their health, and tend to
be more vocal about their medical problems,
physicians often unfairly stereotype them as
“overanxious” or “hysterical.”’1’® In general,
women report greater communication problems
with their physicians and are more likely to
change physicians because they are dissatisfied
(41 percent of all women and 27 percent of men)
with service. According to one author:

Women’s roles and experiences within the health care
system differ from those of men. Professional patterns
of dominance not only mirror, but reinforce social ex-
pectations of men as knowledgeable authorities and of
women as differential servants who follow but do not
initiate treatment programs. The gender imbalance
within health care structures encourages doctors to
accept prevailing social attitudes about women and
illness. In appropriating the authority to define what
is normal and healthy for women, male professionals
have ensured women’s continuing dependency on

them.120

Uneven Health Care Use

Men and women differ in health-related be-
haviors and the use of health care services. One
study suggested several reasons for gender dif-
ferences in health care use, noting that men and
women have different attitudes on health and
medical care.!?! Because women view doctor’s

118 Thid., pp. 259-60.

119 Ibid., pp. 261-62.

120 Rothenberg, “Gender Matters,” pp. 1216-17.

121 Peter Franks, Martha R. Gold, and Carolyn M. Clancy,
“Use of Care and Subsequent Mortality: The Importance of
Gender,” Health Services Research, vol. 31, no. 3 (August
1996), pp. 347-63 (hereafter cited as Franks, et al., “Use of
Care and Subsequent Mortality”).



visits and checkups as preventive measures,
they are more likely than men to schedule such
appointments. Men, however, are most likely to
obtain a checkup when required by their job or
insurer. The authors also found in their study
that men were more likely to have had a recent
checkup, although they did not tend to have a
usual source of care.!?2 Another reason for in-
creased utilization rates ameng women may be
that because women continue to have a domi-
nant role in caring for children, arranging for
the health care needs of children may bring
women into contact with physicians more often
than men, leading to increased opportunities for
the use of health care services.123

Other studies have shown that although
women receive more health care services overall
(more physician visits per year and services per
visit), there are differences in types of health
care use by men and women.1?4 Part of this is the
result of necessary gynecological and obstetrical
care. Obstetricians/gynecologists account for
nearly one-third of all office visits to specialists
by women between the ages of 18 and 44.125 One-
third of diagnostic procedures performed on
women are related to reproductive health.126 Be-
cause women rely on multiple caregivers, a key
issue in improving the delivery of care for
women is better coordination between providers,
for example between a primary care practitioner
and a gynecologist.127

Additionally, throughout their lives, women
have more acute symptoms, chronic conditions,
and short-term and long-term disabilities arising
from health problems, even when excluding re-
productive problems, which require greater use
of the health care system.128 This gap in utiliza-

122 Ibid.

123 Cameron A. Mustard, Patricia Kaufert, Anita Kozyrskyj,
and Teresa Mayer, “Sex Differences in the Use of Health
Care Services,” New England Journal of Medicine, vol. 338
(June 4, 1998), pp. 1678-83.

124 AMA, “Gender Disparities,” p. 559.

125 Karen Scott Collins, Diane Rowland, Alina Salganicoff,
and Elizabeth Chait, Assessing and Improving Women's
Health, A Women's Health Repo:t of the Women’s Research
and Education Institute (New York: The Commonwealth
Fund, 1994), p. 33 (hereafter cited as Collins et al., Assessing
and Improving Women's Health).

128 Thid., p. 41.

127 Thid.

128 Gonzalez-Pardo, “Women'’s Health Care,” p. 57.

tion rates between men and women narrows
with age. As women grow older, they require less
reproductive care and more care from other phy-
sicians. Hospitalization rates for women over the
age of 45 are lower than for their male counter-
parts, and women are consistently more likely to
use outpatient care.!?? Further, as stated earlier,
even when reporting the same type of illness or
medical need, womern receive more examina-
tions, laboratory teste, blood pressure checks,
drug prescriptions, and return visits than men.
However, studies have shown that women have
less access to certain diagnostic and therapeutic
interventions, such as kidney dialysis and trans-
plantation and catheterization for coronary by-
pass surgery. Biological differences between men
and women do not necessarily explain gender
disparities in disease rates, diagnoses, or treat-
ment,!3 and thus do not necessarily explain dif-
ferences in use of services.

Specific groups of women also show differ-
ences in utilization rates and patterns. For »x-
ample, while Hispanic women are more likely
than their male counterparts to have a :¢gular
source of care and use preventive services, the
most frequent source of their care is the emer-
gency room.!3! Access to health care for Hispanic
women has often been defined in terms of socio-
economic status, education, and language rather
than as an issue of ethnicity and gender. It is
assumed that access to health care is affected
primarily by the lack of health insurance. Fur-
ther, while access may be a condition for using
services, other issues affect the use of services
and access itself.132 Having access does not nec-
essarily mean that individuals will use services.
One study of poor Hispanic women showed that
ihe convenience of and satisfaction with services
were important in woemen’s decision to seek
care.133

128 Collins et al., Assessing and Improving Women's Health,
p. 34.

130 A MA, “Gender Disparities,” p. 560.

131 Teresa C. Juarbe, “Access to Health Care for Hispanic
Women: A Primary Health Care Perspective,” Nursing Out-
look, vol. 43 (1995), pp. 23-28.

132 Ibid., p. 24.

133 Tbid., citing S.E. Radecki and G.S. Bernstein, “Use of
Clinic Versus Private Family Planning Care by Low-Income
Women: Access, Cost and Patient Satisfaction,” American
Journal of Public Health, vol. 79 (1986) pp. 692-97.



Many Hispanic women wko have special risk
behaviors or who are at risk for developing cer-
tain diseases do not receive preventive health
care. For example, researchers havc speculated
that the higher mortality rates of Hispanic
women with hypertensive disease may be attrib-
uted to limited access to health care.!3¢ De-
creased access to health care limits the possiblity
of receiving primary, preventive, or curative
care.

Neglect of Women's Health Issues

Several health issues unique to women re-
ceive differing attention in both the health care
delivery and health research arenas. Gender-
specific health issues, such as reproductive
health and violence against women,!35 need to be
recognized and addressed by health care practi-
tioners.136 According to a law professor at the

134 Juarbe, “Access to Health Care for Hispanic Women,” p. 24.

135 The term “violence against women” incorporates issues
such as “domestic violence,” “sexual abuse,” and “violence
against intimates.” Domestic violence includes “a range of
violent experiences that women may endure at any point
during their lives,” including: “[p]hysical and sexual abuse
during childhood, partner (or domestic) violence, and elder
abuse during adulthood.” Women’s Health Equity Cam-
paign; Maine lepartment of Human Services, Bureau of
Health, Division of Community and Family Health; and
Maine Department of Mental Health, Mental Retardation
and Substance Abuse Services, Women’s Health: A Maine
Profile (Augusta, ME: Medical Care Development, Inc., un-
dated), p. 9 (hereafter cited as ME Dept. of Human Services,
et al., Women's Health). The Department of Justice defines
“violence against intimates” as “incidents of viclence against
a current or former spouse, boyfriend, or girlfriend.” Bureau
of Justice Statistics, Violence by Intimates: Analysis of Data
on Crimes by Current and Former Spouses, Boyfriends, and
Girlfriends, NCJ-167237, March 1998, p. 1 (hereafter cited
as DOJ, Violence Against Intimates). Sexual assault can be
defined as “any sexual act performed by one person on an-
other without that person’s consent. Important components
of the definition include the use of threat or force, the in-
ability of the victim to give appropriate consent, or both.”
Harriette L. Hampton, “Care of the Woman Who Has Been
Raped,” New England Journal of Medicine, vol. 332, no. 4
(Jan. 26, 1995), p. 439.

138 See, e.g., American Association of University Women,
“Contraceptive Coverage in Insurance Plans,” January 1999,
p. 1 (hereafter cited as AAUW, “Contraceptive Coverage in
Insurance Plans”); The Commonwealth Fund Commission
on Women’s Health, Addressing Domestic Violence and Its
Consequences (New York: The Commoawealth Fund, Febru-
ary 1998). For example, the Commonwealth Fund notes that
“domestic violence is both a crime and a public health prob-
lem,” further, “[w}hile low-income, less educated urban
women are at somewhat greater than average risk, domestic
violence occurs in urban, rural, and suburban communities
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University of Virginia, the women’s movement of
the 1960s criticized the health care industry
charging that:

The way medicine was practiced was often sexist and
denied women autonomy and control over their bod-
ies. The result, they said, was poor quality care, pro-
vided in a demeaning manner, which often reduced
rather than improved the quality of women's lives.
The medical profession, these groups also eaid, inap-
propriately medicalized social problems . . . 137

Further, during this time, medical professionals
ignored health problems that primarily affected
women, and medical institutions lacked a female
perspective, resulting in inadequate health
care.i® This lack of attention to women’s issues
has consequences for tcday’s health care delivery
and treatment.

According to one author, “The interpretation
of standard indicators of gender differences in
health is not . . . straightforward.”!3® This author
states:

[Tlhere are a number of diseases for which etiology,
disease presentation, or disease course differ for
women and men. For example some STDs [sexually
transmitted diseases] are asymptomatic in women
and therefore may be detected and treated later than
in men; consequently women are more likely than
men to suffer long-term effects of these diseases, in-
cluding pelvic inflammatory disease, reproductive
problems, and infertility. AIDS manifests itself differ-
ently in women than in men, and the 1993 Centers for
Disease Control's expanded definition of AIDS recog-
nized such female symptoms as persistent vaginal
yeast infections and invasive cervical cancer. Heart
disease typically occurs about ten years later in
women than in men, in part because of the protective
effect of estrogen in premenopausal women; further

and affects women at all levels of income and education.”
Ibid,, p. 3.

137 Marc A- Rodwin, “Patient Accountability and Quality of
Care: Lessons From Medical Consumerism and the Patients’
Rights, Women’s Health and Disability Rights Movements,”
American Journal of Law and Medicine, vol. 20 (1294), p. 157.
138]hid. For example, between the 1940s and the 1970s, the
drug diethylstilbestrol (DES) was prescribed to over 3 million
women to prevent miscarriages, despite several studies that
suggested it was ineffective. In the 1970s, it was discovered
that women whose mothers had taken DES were at risk of
developing a rare form of vaginal cancer during puberty.
Nonetheless, NTH continued to fund studies of DES. Ibid.

139 Carol S. Weisman, Women's Health Care (Baltimore, MD:
The Johns Hopkins University Press, 1998), p. 99.



more, the first sign of heart disease in men is often a
heart attack, whereas the first sign in women is often

angina. 40

According to this author, women’s health care
has been “fragmented” between reproductive
and nonreproductive health. The consequences
of this division of services for women include in-
efficient delivery of health care services to
women, and access burdens, gaps, and redun-
dancies.! Accordingly, “since no provider has
been trained in, or is accountable for, care of the
whole woman, important health problems—such
as the health consequences of sexual abuse or
domestic violence—have been neglected both in
research and clinical practice.”142

Domestic violence disproportionately affects
women, and, until recently, has been overlooked
to a large extent by medical practitioners. Ac-
cording to one expert, “Women are more likely
than men to be victims of domestic violence and
sexual abuse, and health consequences to women
of these experiences are just beginning to be un-
derstood.”!43 Statistics from the Department of
Justice reveal that women are approximately 85
percent of the victims of violence against inti-
mates.! According to the Maine Department of
Human Services, Bureau of Health, the conse-
quences of violence for women are “enormous.”146
Women who experience domestic violence are
more likely than other women to have poor
health, infrequently see a doctor, abuse drugs
and alcohol, experience depression, and consider
suicide.!46 Victims of sexual assault also suffer
both physical and psychological harm:

140 Ibid. (citations omitted).

11 Ibid., p. 121.

142 Tbid., pp. 121-22.

143 Tbid., p. 99 (citations omitted).

144 DOJ, Violence by Intimaotes, p. 1. DOJ reports that the
highest incidence of intimate violence occurs among black
women, women aged 16 to 24, low-income women, and
women living in urban areas. Ibid., p. 11.

145 ME Dept. of Human Services, Women's Health, p. 9.

146 Tbid. See also The Commonwealth Fund, Health Concerns
Across A Woman’s Lifespan; 1998 Survey of Women's Health,
(New York: The Commonwealth Fund, May 1999). The
Commonwealth Fund’s report also found that women’s expe-
rience with violence may lead to behaviors that could put
them at greater health risk: they are twice as likely to
smoke and nearly 40 percent more likely to drink alcohol
regularly than other women. Ibid., p. 9.
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Threats, intimidation, and other acts of mental cru-
elty are common. The predominant fear of most rape
victims is that they will be killed. The assault is often
followed by a “rape trauma syndrome.” The short-
term phase my last for hours or days and consists of
the emotional shock, disbelief, and despair caused by
a life-threatening event. The woman's outward re-
sponse during this phase varies from emotional in-
stability to a well-controlled behavior pattern. Com-
mon signs include somatic symptoms, eating and
sleeping disturbances, and emotional reactions such
as mood swings, anxiety and depressions. The long-
term phase of the syndromie, during which the victim
attempts to restructure her life and relationships,
may last months or years.!47

Despite the disturbing health consequences of
domestic violence and sexual assault, such
health problems are often overlooked or treated
inappropriztely. As a result, women who have
experienced violence or abuse appear to have
greater difficulty accessing health care than
other women. More than one third of women
who had experienced violence or abuse reported
a time when they did not get needed care.148 Re-
searchers have charged that although health
care providers are “in a unique position to detect
abuse and offer help” (because many domestic
violence abuse victims seek care in emergency
rooms and other health care facilities), they “are
often criticized for not detecting the abuse or for
giving inappropriate care.”!4? These authors note
that although training on domestic violence has
increased, there has been very little research
done on the impact of domestic violence.150

Because domestic violence is an issue that
disproportionately affects women, health practi-
tioners must take care to ensure that such issues
are not overlooked when providing care. As one
expert explained:

147 Hampton, “Care of the Woman Who Has Been Raped,” p.
439.

148 Commonwealth Fund, Health Concerns Across a
Woman's Lifespan, pp. 7-9.

142 Danijel G. Saunders and Phillips Kindy, “Predictors of
Phvsicians’ Responses to Women Abuse: The Role of Gender,
Background, and Brief Training,” Journal of General Inter-
nal Medicine, vol. 8 (November 1953), p. 443.

160 Tbid. These researchers found that, comparced with male
physicians, female physicians detected abuse earlier and
were more likely to make a referral for additional services
related to abuse. Ibid., p. 445.



An understanding of violence as a public health
problem begins by differentiating our experience of
violence in ways that support effective interventicn
and prevention strategies. When violence occurs
among persons who are or have been social partners,
women are injured and men perpetrate the assault in
the vast majority of cases. Thus a consideration of
gender is key to strategies to reduce or prevent this
type of violence.15!

This author further states:

Without a gender understanding of domestic violence,
it seems reasonable to soine that we might address
the needs of adult women by adapting mandatory
reporting by medical personnel to protective services
as other medico-legal strategies used since the mid-
1960s to address abuse of children and disabled.

Ia fact, the health system has established mandatory

reporting and protective services for those who are
not able to care for themselves. Children, the dis-
abled, and the frail elderly for instance, are all de-
pendent groups who either lack civil rights or who
lack the capacity to exercise their civil rights. Women
who are victims of domestic violence are socially
adult, fully comnpetent individuals; while they may not
yet have fvil equality before the law, including equal
protection, they are certainly capable of exercising
their civil rights. And, most importantly, . . . they are
rarticipants in—not objects of—our medical care ef-
turts.152

HHS has acknowledged the effect of domestic
violence in its Healthy People 2310 objectives.
HHS notce that in 1994, over 500,000 women
went to hospital emergency roome for injuries
related to domestic viclence, the victims of which
“guffer physically and emotionally.”153 HHS rec-
ognizes the lack of research and information on
this issue:

Because of the nature of intimate partner violence
and sexual violence, the problems are difficult to
study. Consequently much remains unknown about
the factors that increase or decrease the likelihood
that men will behave violently towards women, the
factors that endanger or protect women from violence,

151 Anne H. Flitcraft, “Clinical Violence Intervention: Les-
sons from Battered Women,” Journal of Health Care for the
Poor and Underserved, vol. 6, no. 2 (1995), p. 188.

152 Ihid., pp. 424-25.

163 HHS, Healthy People 2010 Objectives, Injury/Violence
Prevention, p. 7-23.
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and the physical and emotional consequences of such
violence for women and their children.154

Heaith Care Financing

“Today, those who are not insured either must
suffer needless pain or early death because
health care costs too much or they must face fi-
nancial disaster when stricken with a serious
illness. A disproportionate number of those who
live with these undesirable alternatives are mi-
norities and women. Their plight cannot ; ) un-
heeded.”%5

According to a 1998 survey, one of the most
prevalent health care concerns of Americans is
that they will not be able to afford health insur-
ance if costs continue to rise.1% Although there is
some debate over the reasons for the high costs
of health care, there is agreement that one of the
main causes is new medical technology. As tech-
nology improves not only do the costs of service
risc, but people live longer and in turn require
extended health care services.!” For most
Americans health insurance coverage provides
the means to overcome financial barriers to care.
People who lack insurance are far less likely to
receive adequate car=.!58 Financing, thus, con-
tinues to remain a barrier to health care access,
A former Secretary of HHS cites lack of health
insurance as the greatest challenge to access to
health care for minorities:

fLack of health insurance] really constitutes a signifi-
cant barrier or impediment to getting health care. . . .
{W]hat happens is that eventually people do get care
who do not have insurance, but it is delayed. They
often delay going to see a doctor or to an emergency
room. When they do, the condition which they have is
often more advanced and more difficult to treat. ... It
has a significant impact on not only people getting

184 Tbid., p. 7-24.

185 USCCR, Health Insurance: Coverage and Employment
Opportunities for Minorities and Women, 1982.

188 1 ouis Harris and Associates, The Future of Health Care
(New York: Louis Harris and Associates for Baylor College
of Medicine and Texas Children’s Hospital, 1998).

187 “Technology and Longer Lives Leading to “ligher Health
Bills,” USA Today Newsview, Dec. 1998. The article also
points out that although the elderly are living longer, they
are not working longer, so there are more years of retire-
ment (and thus health care) to finance.

158 Collins et al., Assessing and Improving Women's Health.



care, but really the outcome of care when they do get
it.189

According to the Agency for Health Care Pol-
icy and Research (ACHPR) in HHS, almost 13
niillion families (11.6 percent of all families) in
the United States did not receive needed health
care or had difficulty getting medical care in
1996.16¢ The most common cause of this problem
was the inability to afford healtk care. In addi-
tion, 18 percent of the U.S. population (46 mil-
lion people) had no routine source of health care
services.!'s! Data from NCHS show that more
than 15 percent of all men and women under age
65 have no form of health insurance.!62 In 1997
an estimated 43.4 million people were without
any health insurance coverage during the entire
calendar year.163 Health care economists blame
increasingly expensive premiums, cutbacks in
employer coverage, and other cost pressures re-
sulting from the changing health care indus-
try.164 However, additional factors increase an
individual’s likelihood of being uninsured.

According to the U.S. Department of Com-
merce, Economics and Statistics Administration,
key factors related to not having health insur-
ance include: (1) age—persons between 18 and
24 are most likely to be uninsured; (2) race and
Hispanic origin—over 30 percent of Hispanics
lack health insurance coverage; (3) educational
attainment—the likelihood of being uninsured is
inversely related to educational attainment; (4)
work experience—the unemployed and those
who work part time are more likely to be unin-
sured than those who work full time; (5) foreign

169 Sullivan Interview, p. 6.

160 Office of Mirority Heaith Resource Center, Office ¢4 Mi-
nority Health, HHS, “Access Problems Worsening,” Minority
Health Update, winter 1998, p. 1.

161 Tbid.

162 HHS, National Center for Health Statistics, Health,
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Chartbook, 1998, app. II, pp. 361-62 (hereafter cited as
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163 J.S. Department of Commerce, Economics and Statistics
Administration, “Health Insurance Coverage: 1997, Current
Population Reports, Sept. 1, 1998, pp. 2—4 (hereafter cited as
Commerce, “Health Insurance Coverage”). Despite the
medicaid program, 11.2 million poor people—nearly one-
third of all poor people—were withcut health insurance in
1997. Ibid.

164 “43 Million Americans Now Uninsured,” Congressional
Quarterly Outlook, May 1, 1999, p. 22.
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birth—34.3 percent of the foreign-born popula-
tion had no insurance coverage in 1997; (6) pov-
erty—for each of the risk factors above, being
poor increases the likelihood of not having
health insurance.165

The .umber of persons who are uninsured
varies greatly by State and region of the country.
In 18 States, many in the southern hslf of the
Nation, and the District of Columbia, m.ore than
25 percent of the low-income population is unin-
sured, compared with 13 States with less than
20 percent of the low-income population unin-
sured66 (see figure 3.1).

It is projected that the numbers of uninsured
Americans will continue to grow. According to
the Health Insurance Association of America,
the number of uninsured Americans is likely to
rise to more than one in five by the year 2007,
even if good economic conditions continue.16”7 The
relationship between insurance premiums and
income is the determinative factor in who has
insurance. Six of 10 uninsured people have in-
comes below 200 percent of the poverty level.168

Health insurance coverage is an integral part
of access to health care. Without insurance, indi-
viduals are not likely to receive appropriate
health care. Numerous researchers have shown
this to be the case:

Persons without health insurance coverage often ex-
perience greater difficulty in obtaining access to
health care, and lack of health care access leads to
unfavorable health care outcomes. Moreover, if the
uninsured happened to be a sicker population than
the insured, then the problem magnifies and imposes
a more serious health threat. . . . This paradox re-
flects the vexing health care situation in the United
States that individuals at highest risk for medical
iliness are the individuals most likely to receive
care.169

165 Commerce, “Health Insurance Coverage,” pp. 2—4.

166 Henry J. Kaiser Family Foundation, Kaiser Commission
on Medicaid and the Uninsured, “The Uninsured and Their
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and Underserved, vol. 7, no. 2 (1996), p. 118.



Figure 3.1

Low-income Uninsured Population by State, 1994-1995
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SOURCE: Henry J. Kaiser Family Foundation Commission on Medicaid and the Uninsured, “The Uninsured and Their Access to

Health Care,” Uninsured Facts, fact sheet, October 1998, p. 2.

Another author points to the problems in the
health care financing system that lead to the
provision of fewer health services for those who
cannot afford insurance:

American businesses today pay drastically higher
premiums than they once did and, ironically, provide
less health care for their employees. State govern-
ments appropriate ever increasing amounts of money
for what is now their firast or second largest expendi-
ture, the Medicaid program. More and more Ameri-
cans are uninsured and hospitals complain that they
can no longer bear the cost of treating increasing
numbers of uninsured patients. Meanwhile, insurance
companies are increasingly reluctant to underwrite
the costs of care for the indigent.170

Yet another expert has stated:

Popular opinion assumes that inner-city residents
without private insurance, Medicaid, or Medicare
nonetheless find health care. We assume they may be
inconvenienced by the form and location of the serv-

170 Watson, “Health Care in the Inner City,” p. 1654.
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ices, but that they still have access. Sadly, this is
wrong. While emergency rooms in hospitals that ac-
cept Medicare are legally obliged to provide emer-
gency services, other private health care providers
have no such obligation. Long waiting lists for the few
public services available tc the uninsured poor mean
that many either never obtain medical care or obtain
care only when their condition is beyond treatment.!?!

Figure 3.2 depicts health care coverage by
gender, race, and ethnicity. Although similar
percentages of men and women have private
health insurance (71.4 and 70.8 percent, respec-
tively), there are differences by race and ethnic-
ity. Blacks and Hispanics are least likely to have
private insurance. Only 54.9 percent of blacks
and 47.5 percent of Hispanics have private in-
surance coverage, compared with 74.2 percent of
whites and 67.8 percent of Asian Americans and
Pacific Islanders.!?2 This means that blacks and
Hispanics are more likely to have no insurance

171 Ibid.
172 NCHS, Health, U.S., 1998, p. 361.



Figure 3.2

Heaith Care Coverage for Persons under Age 65, 1996
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Socioeconomic Status and Health Chartbook, 1968, pp. 361-52.

or to receive public insurance. Only 9.3 percent
of the white population receives medicaid or an-
other form of public hezglth insurance; however,
more than 20 percent of the black and Hispanic
populations receive public health insurance.
Women, as well, are slightly more likely than
men to receive medicaid or other public assis-
tance for health care (13.3 percent of women and
10.1 percent of men receive public assistance for
health care).173

One recent study examined the effects of
health care financing on the ability to obtain
care. The researchers found that for each medi-
cal service in the study, medicaid enrollees are
half as likely as uninsured persons and twice as
likely as privately insured persons to report
having difficulty obtaining services.'’* Unin-
sured individuals are most vulnerable. They of-
ten face difficulty receiving needed services in
times of illness and accessing a regular source of
care. More than 34 percent of the uninsured in-

173 Ibid.

174 Marc L. Berk and Claudia Schur, “Access to Care: How
Much Difference Does Medicaid Make?” Health Affairs,
May/June 1998, pp. 169-80.
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dividuals in the study were unable to obtain the
health services they believed they needed, com-
pered with 22 percent of medicaid enrollees and
13 percent of individuvals with private insur-
ance-l‘m

Research findings indicate that medicaid cov-
erage has been effective in reducing some of the
income-related diferences in access to care;
however, analogizing medicaid to private insur-
ance ignores the differences in actual services
rendered and the quality of care received.l?6
While uninsured individuals obviously fare
worse than medicaid enrollees in terms of access
to care and utilization of care, the discrepancies
between the predocminantly minority and female
public assistance recipients, and privately in-
sured individuals cannot be ignored. Although
medicaid improves access for those with more
serious health problems, it does not provide the
same level of care that private insurance pro-
vides.1’” Thus, it can be concluded that minori-
ties and women are disproportionately more

178 Ibid., pp. 172-78.
176 Ibid., p. 177.
177 Ihid.



Likely to face less adequate care. Researchers
have observed:

Race had a statistically significant effect on access for
two of the three indicators. Non whites were almost
70 percent more likely than whites were to be unable
to obtain medical care and had 10 percent more phy-
sician visits but had similar chances of having a usual
source of care. The comparison between females and
males is probably affected by unmeasured health
status differences as well as by differences in health
care behavior. Although women were twice as likely
as men to bave a usual source of care and had one-
third more physician visits, they were still 50 percent
more likely than men were to have unmet need for
medical care,178

These findings indicate substantial variation
across population subgroups as defined by
source of medical coverage in the ability to ob-
tain adequate health care.

Another limitation of public insurance as
compared with private coverage is the amount of
physician reimbursement for services. There is a
significant gap between public and private reim-
bursement rates for services, with lower rates
being given to physicians from medicare and
medicaid than from private insurance compa-
nies. This may discourage physicians from see-
ing publicly covered patients, once again wid-
ening the access divide. It may also lessen the
likelihcod that providers will make referrals to
specialists or provide care that is not covered by
public insurance. Medicaid reimbursement rates,
on the average, pay physicians less than 50 per-
cent of what they would receive from private in-
surance reimbursements.17?

In some cases, health insurance is available
to those who are employed, although the type of
health insurance and the quality and coverage of
that insurance can vary by type and size of em-
ployer and the industry in which one works.180
With rising health care costs, employers have

178 Ibid,, p. 176.

179 Physician Payment Review Commission, Annual Report
to Congress, 1994, p. 352.

180 See Allyson G. Hall, Karen Scott Collins, and Sherry
Glied, Employer-Sponsored Health Insurance: Implications
for Minority Workers (New York: The Commonwealth Fund,
February, 1999) (hereafter cited as Hall, et al., Employer-
Sponsored Health Insurance). See also Mark V. Pauly,
Health Benefits at Work: An Economic and Political Analysis
of Employment-Based Health Insurance (Ann Arbor, MI: The
University of Michigan Press, 1997), pp. 1-10.
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sought cost-effective ways to continue providing
health care benefits to their employees, for ex-
ample by limiting eligibility for temporary, part-
time, or new employees, or by reducing the fi-
nancial protection of the health plan, increasing
deductibles, or increasing the required employee
contribution.1®! Small employers, which account
for nearly 90 percent of firms in the United
States, do not receive the volume discounts
available to large ones in purchasing group
plans and have even greater difficulty in pro-
viding affordable benefit plans.182 By one report,
employers of fewer than 200 people increased
average employee premium contributions from
12 to 22 percent of the plan’s cost for single-
person coverage, and from 34 to 44 percent of
the cost for family coverage, from 1988 to
1996.183 Average family deductibles for conven-
tional employer plans nearly doubled from $370
in 1988 to $668 in 1996 among these small em-
ployers.18¢

Furthermore, small employers are much less
likely than larger firms to provide any insurance
coverage. Surveys show that 91 to 96 percent of
large employers offer insurance, but only 51 to
58 percent of businesses employing fewer than
50 workers offer health insurance to their work-
ers.185 One businesswoman described her diffi-
culties in providing health insurance for her em-
ployees as follows:
In 1998, we carried health insurance with a large
national insurer. Qur monthly insurance premiums
for 12 employees were extremely high; but [we] cov-

181 Jon Gabel, Kelly Hunt, and Jean Kim, KPMG Peat Mar-
wick, LLP, “The Financial Burden of Self-Paid Health In-
surance on the Poor and Near-Poor,” published by the
Cemmonwealth Fund, November 1997, pp. 2-3, accessed at
<http://www.cawf.org/ programs/insurance/Gabel251.asp>
on July 21, 1999 (hereafter cited as KPMG Peat Marwick,
“Financial Burden of Health Insurance”).

182 Pregident’s Advisory Commission on Consumer Protec-
tion and Quality in the Health Care Industry, “Quality
First: Better Health Care for All Americans,” Mar. 12, 1998,
Chapter Six, accessed at <http:/www.hcquality commis-
sion.gov/> (hereafter cited as Health Care Industry Advisory
Commission, “Quality First”).

183 KPMG Peat Marwick, “Financial Burden of Health In-
surance,” citing J. Gabel, P. Ginsburg, and K. Hunt, “Small
Employers and Their Health Benefits, 1988-1996: An Awk-
ward Adolescence,” Health Affairs, vol. 16, no. 5
(September/October 1997), pp. 103-10.

184 Tbid.

185 Health Care Industry Advisory Commission, “Quality
First.” See alsc Hall, et al., Employer-Sponsored Health
Insurance.



ered 80 percent of all costs. . . . One day out of the
clear blue, we received a call from the insurer that
they were canceling our insurance due to the small
number of people employed in the firm. We were all
devastated and spent three months trying to find a
firm that would insure the staff. This incident made it
clear to me and my employees that something had to
be done to assist small business owners in making
insurance available at a reasonable cost without un-
fair and unjust cancellation.188

Note that the lost health care coverage was for
the firm’s 12 permanent employees. The com-
pany plan had not included coverage for the
1,000 temporary workers it employed during the
yea_r.ls"

According to one study, women-owned small
businesses fared less well than other small busi-
nesses with respect to revenues, technology, and
health care.!88 Women respondents were 20 per-
cent less likely than other small business owners
to provide health care benefits to employees.13®
Thus, employer-sponsored health insurance does
not appear to provide comprehensive coverage
for the Nation’s employed population and mi-
norities and women may bear the brunt of its
inability to do so.

When small employers cannot or do not pro-
vide health coverage, minority workers are par-
ticularly hard hit. Only 38 to 48 percent of
Blacks, Hispanics, Asian Americans, and other
nonwhites working for employers with fewer
than 100 employees have employer-based health
insurance. Among firms with more than 100
workers, 61 to 75 percent of minorities have em-
ployer-sponsored insurance. In contrast, 83 per-
cent of whites have insurance in small firms and
84 or more percent of them have it in large
firms. Alternatively, among small employers’
workera, 51 percent of Hispanics, 37 percent of
blackas, 34 percent of Asian Americans or cther
nonwhites are uninsured. Only 20 percent of

188 Terry Neese, CEO and founder, Terry Neese Personne}
Services Oklahoma City, testimony before the Small Busi-
ness Committee, U.S. House of Representatives, June 11,
1999. Ms. Neese is a former preident of the National Asso-
ciation of Women Business Owne. s.

187 Ibid.

188 “In Brief,” Ethnic Newswatch,” vol. 14, no. 2 (Apr. 30,
1997), p. 50.

189 Tbid.

whites working for small employers are unin-
sured.1%

Apart from the effects of small businesses on
health coverage for minority workers, minority
and female small business owners may have
particular concerns about providing self and em-
ployee health insurance.!®! Between 1987 and
1992, the number of minority-owned small busi-
nesses increased by 60 percent, growing from
1.34 million to 2.15 million businesses nation-
wide. Of those minority-owned businesses, 39
percent are owned by Hispanics, 32 percent by
African Amcricans, and 31 percent by Asian
Americans.192

Recent media reports indicate that minority
small business owners’ optimism about profit
growth in 1998 was tempered mainly by the
rising costs of health care and other insur-
ance.’®3 Although minority-owned small busi-
nesses are increasing in number, these busi-
nesses often find it difficult to provide heaith
care benefits for their employees, not including
spouses and dependents.!® In a 1997 Employee
Health Benefits Survey, 50 percent of employers
said that they did not offer benefits to their em-
ployeea because it was too much of an adminis-
trative hassle, employees preferred higher
wages, and they suffered from a high employee
turnover rate.!8% Seventy-six percent of the un-
insured surveyed in the 1997 California Behav-
ioral Risk Factor Survey stated that the reason
for their uninsured status was due to their em-
ployer not offering coverage.!%6 Families headed
by self-employed workers are also disadvan-
taged: only 24 percent of these families receive
job based insurance, 28 percent buy their own

190 Hall et al., Employer-Sponsered Health Insurance, figure
7, table 2, and table A.1.

191 Sources on concerns of minority- and women-owned
small busineas used in this report do not identify the race
and sex of employees of such businesses.

192 Bob Dart, “Minority Gwned Businesses on Rise, Census
Bureau Says,” Cox News Service, 1996, accessed at
<http://www latinolink.com>.

193 Stephen H. Dunphy, “The Newspaper,” Seattle Times,
Apr. 14, 1998, p. D-1; Jan Norman, “Capital Harder to
Come by for Women’s Firms,” Orange County Reporter, Apr.
13, 1998, p. 17.

194 California Small Business Associatio., accessed at
<http://www.csba.com>.

195 Schauffler and Brown, The State of Health Insurance in
California.

196 Tbid.



Figure 3.3

Average Fedaral Health Benefits Tax Expenditure by Family Income, 1998
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Group estimates using the Health Benefits Simulation Model.

Table 3.2
Famlly Hezith Care Expendituras by Income, 1982
Health care
Out of pocket insurance
Income level expensas premiums
Below $15,692 12.3% 6.4%
$15,602-$29, 919 5.4% 5.9%
$29,919-$48,705 3.7% 5.9%
$46,705-$88,680 2.6% 5.3%
$68,880-$117,666 2.0% 4.1%
Above $117,666 1.5% 2.2%
Average, all families 5.8% 5.6%

Taxes on
health care Total Psrcentage
expenditures expenditures uninsured
4.0% 22.6% 29.0%
6.5% 17.8% 24.0%
7.6% 17.1% 13.0%
8.3% 16.2% 8.0%
8.8% 15.0% 6.0%
10.8% 14.2% 5.0%
6.8% 18.2% 16.0%

SOURCE: Edith Raseli and Kainan Tang, “Paying for Health Cares: Affordability and Equity in Proposals for Health Care Reform,”
working paper no. 11, Economic Policy Institute, December 1984, p. 7.

private pians, and 35 percent remain unin-
sured.197

Within ethnic minority-owned businesses, the
number of uninsured employees is even greater
than in nonminority-owned businesses. Accord-
ing tc one report, Latinos (regardless of citizen-
ship) and Asian and Pacific Islanders (non-
citizens) are most likely to be uninsured due to
lack of employer coverage, because they are
more likely to work for an employer who offers
no benefits.198

197 [bid,
198 Thid.
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Even if employer-sponsored health insurance
remains a viable means of coverage for some
segmente of the population, it may place an in-
ordinate portion of the cost upon poor people. In
the current system, employer-based health in-
surance is treated as a benefit; however, this
benefit is not extended to all workers, nor is it
without cost to employees when it is provided. It
has been stated:

While federal and state government, businesses, and
insurance companies are intermediary payers, ulti-
mately individuals and families pay all health care
costs through some combination of out-of-pocket
spending, insurance premiums, and federal, state,
and local taxes. Even insurance premiums paid by



employers are, for the most part, offset by reductions
in wages and salaries. Thus, while high health care
costs cause problems for business and government,
their greatest impact is on household budgets.19?

As shown in figure 3.3, the employees’ tax
expenditure on wages that go toward health care
is higher for high-income families.290 Some re-
searchers have argued that “the health benefits
tax expenditure is disproportionately concen-
trated among higher income groups.”?! How-
ever, this position fails to acknowledge that the
amount of money spent on taxes on health bene-
fits represents a larger portion of the total in-
come for those in the lower income levels. A re-
port by the Congressional Budget Office con-
firms that individuals at the high end of the in-
come scale realize far greater tax relief under
the current employment-based health insurance
system, while middle- and lower income workers
benefit far less.22 For example, as shown in ta-
ble 3.2, revearch by the Economic Policy Insti-
tute indicates that in 1992, families in the lowest
income range (earning less than $15,692 per
year), spent 12.3 percent of their income on out-
of-pocket expenses for health care. The percent-
age of income spent on out-of-pocket expenses
for health care declined as income increased. For
those families in the top income category
(earning more than $117,666 per year), only 1.2
percent of their incomes were spent on out-of-
pocket expenses.??3 When total expenditures for
health care are considered, those in the lowest
income groups spend a greater percentage of
their incomes on health care expenditures.204

19 Edith Rasell and Kainan Tang, “Paving for Health Care:
Affordability and Equity in Proposals for Health Care Re-
form,” working paper no. 11, Ecoromic Policy Institute, De-
cember 1994.

20 John Sheets and Paul Hogan, “Cost of Tax-Exempt
Health Benefits in 1998,” Healith Affairs, vol. 18, no. 2, citing
Lewin Group estimates using the Health Benefits Simula-
tion Model.

201 Tbid.

22 John C. Liu, “What the CBO Says About ihe Tax Treat-
ment of Employment-Based Health Insurance,” F.Y.I, Issue
Report of The Heritage Foundation, May 25, 1994, p. 3, citing
to Congressional Budget Office, “The Tax Treatment of Em-
ployment Based Health Insurance,” March 1994, pp. xii-xiii.

203 Rasell and Tang, “Paying for Health Care,” p. 7.
204 Ibid.

98

Racs and Ethnicity

“A national health policy that conditions health
care on the ability to pay will inevitably dis-
criminate against racial minorities. As almos?
any school child knows, there is a strong correla-
tion in America between race and poverty. Mi-
norities are also much more likely to be repre-
sented among the ranks of the poor. Why, then,
should we be surprised at racial disparities in
access to [health] care? How could it be other-
wise?"205

Inability to pay for health care services dis-
proportionately strikes raciallethnic minorities.
According to the Commonwealth Fund:

Historically, minorities as a group have been more
likely to be uninsured. Aithough Medicaid has gone a
long way to provide health insurance for those whe
would otherwise have nc coverage, minorities con-
tinue to be disproportionately represented among the
uninsured. This problem is partially attributable to
the fact that members of minority groups are less
likely to have employer-sponsored health insurance
coverage, either because they have lower rates of em-
ployment or because they work in jobs and industries
that do not provide coverage.2%

According to these researchers, minorities are
less likely than whites to have employer-
provided health insurance. Even within the oc-
cupational categories that arz most likely to
have health insurance (full-time employment,
employment for large employers, trade umnion
members, and workers in the manufacturing
industry and public administration), “minorities
appear to be at a disadvantage in obtaining em-
ployer-sponsored health insurance.’?0?” Thus,
“having a job does not equalize chances of ob-
taining health insurance coverage for minority
workers” which “suggests barriers to being in-
sured beyond employment or having an em-
ployer that offers health insurance benefits.”208
As discussed above, minorities, particularly
blacks and Hispanics, are more likely than

205 Gordon Bonnyman, Jr., “Unmasking Jim Crow,” Journal
of Health Politics, Policy, and Law, vol. 18, no. 4 {winter
1993), p. 872 (citations omitted).

206 Hall, et al., Employer-Sponsored Health Insurance, p. 1.
207 Tbid., pp. 5-6.

208 Jbid., p. 13. One such barrier may be out-of-pocket ex-
penses related to health insurance. Ibid., p. 14.



whites to have no health insurance.2® Of all ra-
cial and ethnic minorities, Korean Americans
are the most likely to be uninsured.?!® Compara-
tively, whites are more likely to have private
purchased health insurance or health insurance
obtained through their employers. Blacks are
least likely to have private insurance, but are
more likely to receive medicaid or other public
assistance for health care.21!

Researchers have shown statistical dispari-
ties in both access to health care and health care
financing for minorities. In one study, research-
ers found that lack of insurance and poverty are
high predictors of low access to medical care.
The researchers concluded that “neither the
Medicaid program nor the reported physician
surplus has solved the problem of access to
medical care for the poor and minorities.”212
These authors noted that many adults do not
qualify for medicaid, yet cannot afford private
health insurance, and even if they can obtain
insurance, they still do not have equal access to
quality health care.213

Another study showed that minorities and
low-income persons have less access to dental
services than the general population. According
to the authors, factors that account for this in-
clude cost of dental services, unavailability of
dental insurance, and unwillingness of providers
to provide uncompensated care.?!4 Indeed, HHS
has noted racial and ethnic disparities in the
incidence of dental caries, an infectious disease
that results in tooth decay.?!8 According to HHS,
“Almost all Americans have been affected by oral

200 See figure 3.2.

210 Ignatius Bau, “We're Not All a Picture of Health,” Asion
Week, The Voices of Asian Americans, Feb. 18, 1999, p. 5.

211 NCHS, Health, U.S., 1998, pp. 361-62. See figure 3.2.

212 Rodney A. Hayward, Martin F. Shapiro, Howard E.
Freeman, and Christopher R. Corey, “Inequities in Health
Services Among Insured Americans: Do Working-Age Adults
Have Lesa Access to Medical Care than the Elderly?” New
England Journal of Medicine, vol. 318 (June 9, 1988), pp.
1507-12.

213 Thid.

24 M. Ann Drum, D.W. Chen, and Rosemary E. Duffy,
“Filling the Gap: Equity and Access to Oral Hoalth Services
for Minorities and the Underserved,” Family Medicine, vol.
80, no. 3 March 1998), p. 207.

218 HHS, Healthy People 3010 Objectives, Oral Health, p. 9—
5. According to HHS, “Americans cannot be truly healthy
unless they are free irom the burden of oral, desatal, and
craniofacial diseases and conditions.” Ibid., p. 9—4.

diseases; however, poor and low-income persons,
members of racial and ethnic minority groups,
and persons with little education are particu-
larly at risk.”216

The lack of health insurance among racial
and ethnic minorities has a particularly adverse
effect on children, with 22 percent of all poor and
almost 23 percent of near-poor children not
having any health insurance coverage. When
broken down by race and ethnicity, Hispanic
children fare worse than any other group. As
table 3.3 shows, nearly 30 percent of Hispanic
children from both poor and near-poor house-
holds do not have any form of health insur-
ance.2!? According to the NCHS figures, children
from near-poor (also known as working poor)
families often are less likely than those from
poor families to have any insurance coverage, in
part because they may not qualify for public as-
sistance.218 In 1987, 66.7 percent of children
were covered as dependents by employer-based
insurance, however, by 1995 that figure had
dropped to 58.6 percent.2!® The working poor are
in a quandary—their employers often do not
provide insurance, and they may earn too much
to qualify for public assistance, yet not enough to
be able to afford private insurance.

Public forms of health insurance fill some of
the coverage gap. For example, to expand health
coverage for uninsured children, the Children’s
Health Insurance Program (CHIP) was estab-
lished in August 1997 as part of title IV of the
Balanced Budget Act of 1997.220 The CHIP law
allocates $24 billion over 5§ years to help States
expand health insurance to children whose
families earn too much to qualify for traditional
medicaid, but not enough to afford private
health insurance.?2! Under CHIP, the Federal

216 Ibid., p. 9-4.
217 NCHS, Health, U.S, 1998, p. 150.
218 [hid.

219 Carrie J. Gavora, “What To Do About Uninsured Chil-
dren,” F.Y.l, Issue Report of The Heritage Foundation, no.
139 (Apr. 22, 1897), p. 3, citing Employee Benefit Research
Institute, “Sources and Health Insurance and Characteris-
tics of the Uninsured,” issue brief no. 179 (November 1996).

220 Pub. L. No. 105--33, §§ 4901, 49114913, 4921-4928, 111
Stat. 382-575 (codified at 42 U.S.C. §§ 1301, 1320a-7,
1398a, 1396b, 1396d, 1396r-la, 1397aa, 1397bb, 1396a,
284c¢-2, 264¢-3 (Supp. III 1997)).

221 HHS, Health Care Financing Administration Press Of-

fice, “Children’s Healith Insurance Program Reaches 1998
Target,” U.S. Newswire, Apr. 20, 1999 (hereafter cited as



Government will match State funds to enable
States to initiate and expand health assistance
to children whose family income is below 200
percent of the poverty line. The CHIP program
gives States three options for covering uninsured
children: designing a new children’s health in-
surance program, expanding current medicaid
programs, or a combination of the two strate-
gies.222 States must use at least 90 percent of the
dispersed Federal funds for coverage plans and
no more than 10 percent for administrative
costs. As of April 1999, 52 CHIP plans had been
approved by HHS.223

Table 3.3
Chikirsn’s Health Insurance Coverage, 19941995
Race, Hispanic
origin, and Medicaid Private
famlily income Uninsured reciplent insurance
All races
Poor 220 €4.5 12.7
Near poor 22.8 18.1 55.5
Middle income 8.6 35 854
High income 4.2 1.4 934
White
Poor 222 60.0 165
Near poor 21.0 145 60.8
Middle income 7.8 28 87.2
High income 3.8 1.1 4.3
Black
Pcor 146 74.3 10.5
Near poor 18.5 30.7 46.4
Middle income 8.4 7.7 79.2
High income 5.7 4.9 88.6
Hispanic Origin
Poor 295 60.4 9.7
Near poor 32.7 218 434
Middie income 134 58 78.3
High income 7.2 390 88.2

SOURCE: U.S. Department of Heaith and Human S=rvices,
National Center for Health Statistics, Healih, United States,
1998 with Sociceconomic Status and Health Chartbook, 1998,
p. 150.

States participating in CHIP are required by
Congress to submit annual reports and an
evaluation of their programs to HHS in March
2000 in an effort to assess the effectiveness of

HCFA, “Children’s Health Insurance Program Reaches 1998
Target”).

222 [hid.

23 Ibid.

CHIP in reducing the numbers of low-income
uningured children.224¢ Although CHIP does not
create universal coverage for all children, it has
been praised as an opportunity to expand insur-
ance coverage to a large portion of uninsured
children,2?5 and it has been cited as the most
significant improvement in access to health care
for children since the creation of medicaid.??6 In
particular, according to the Children’s Defense
Fund, new children’s insurance programs will
benefit children from families employed by small
businesses that do not offer health benefits.2%”

Nearly 1 million children in 43 States and
U.S. territories obtained health insurance
through CHIP in the program’s first year of exis-
tence. However, in certain States, enrollment
rates have been lower than anticipated.?28 For
example, since the inception of the program,
330,000 children in California have been eligible
for enrollment. As of July 1999, only 143,000
California children were enrolled.2?® Because
eligibility for CHIP is based on financial status,
many children who qualify are from racial and
ethnic minorities; yet many children of immi-
grants, although eligible, may not be enrolled for
several reasons, including fear of being declared
a public charge, lack of culturally competent out-
reach, lack of linguistically appropriate materi-
als, and the negative stigma associated with
public health programs.230

224 Trish Riley, “How Will We Know if CHIP is Working?”
Health Affairs, vol. 18, no. 2 (March/April 1999), pp. 64-66.
28 American Academy of Pediatrics, Committee on Child
Health Financing, “Principles of Child Health Care Financ-
ing,” Pediatrics, vol. 102 (October 1998), pp. 994-95.

226 HCFA, “Children’s Health Insurance Program Reaches
1998 Target.”

227 Jack Ellict, “Health Groups Push for Expanded Insur-
ance for Children,” The Associated Press State and Local
Wire, Mar. 24, 1999.

228 Helen Schauffler and E. Richard Brown, The State of
Health Insurance in California, 1998 (The Celifornia Well-
ness Foundation, 1998), pp. 20-22.

229 State of California, Managed Rick Medical Insurance
Board, “Healthy Families Program Subscribers Enrclled by
Ethnicity,” accessed at <http://www.mrmib.ca.gov/MRMIB/
HFP/HFPRpt3.html>. Of those children enrolled in Califor-
nia, 17.84 percent are white, 3.07 percent are black, 53.41
percent are Latino, .34 percent are American Indian, .01
percent sre Alaska Native, and 14.86 percent are Asian
American/Pacific Islander. Ibid.

230 See Angie Wei, Immigrant Righis State Policy Agenda
(Sacramento: CA Immigrant Welfare Collaborative, 1998);
Kristen Hubbard, Community Voices: Findings from the
Child Heglth Insurance Feedback Loop on Efforts to Enroll
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For other uninsured individuals who qualify,
including adults, public insurance is available in
the form of medicaid and medicare. The percent-
age distribution of recipients of medicare and
medicaid is shown in table 3.4.23! In 1997, 85
percent of the medicare recipients were white,
while Native Americans and Asian Ameri-
can/Pacific Islanders represented less than 1
percent of the recipients. Blacks were 9.0 per-
cent of the recipients, and Hispanics were 1.1
percent of the recipients.232 These numbers re-
flect, to some degree, the disparity in life expec-
tancy among groups as well; that is, if a smaller
percentage of blacks lives past the age of 65,
then it would follow that they would make up a
smaller proportion of the people receiving medi-
care.233

More minorities receive medicaid than medi-
care. As shown in table 3.4, whites wevre less
than 50 percent of the medicaid recipients, while
blacks accounted for almost one-quarter of the
recipients. Another 17.5 percent of the recipients
were Hispanic.224¢ Native Americans accounted
for under 1 percent of medicaid recipients, while
Asian American/Pacific Isianders represented
almost 2 percent of the medicaid recipients.23%
These percentages are congruent with the num-
ber of persons covered by private health insur-
ance.238

Table 3.4
Medicare and Medicald Recipients by
Race/Ethnicity, 1997

Race/Ethnicity Medicare* Medicaid
White 85.4% 44.9%
Black 9.0% 24.1%
Native American 0.1% 0.8%
Asian/Pacific Islander 0.5% 1.9%
Hispanic 1.1% 17.5%
Unknown/other 4.0% 10.8%

* Percentages are for all medicare recipients, not just thosa
over the age of 65.

SOuUrRCE: U.S. Department of Health and Human Services,
Health Care Financing Administration, “1997 HCFA Statistics,"
tabies 3 and 13. Note: Numbers may not total 100 percent due
to rounding.

Children in MediCal and Healthy Families (The 100% Cam-
paign, 1998), p. 16; Dawn Horner, et al., Reaching 100% of
California’s Children with Affordable Health Insurance: A
Strategic Audit of Activities and Opportunities (The Chil-
dren’s Partnership, 1998). See also discussion on immi-
grants’ concerns with public assistance.

21 Some of the differences in the percentages of medicare
recipients i3 due to differences in the age distribution of
various populations. For example, the Native American
populaticn is much younger than other racial/ethnic popula-
tions in the U.S. HHS, Indian Health Service, 1997 Trends
in Indian Health, p. 12 (hereafter cited as IHS, 1997 Trends
in Indian Health).

232 HHS, Health Care Financing Administration, *1997
HCFA Statistics,” tables 3 and 13 (hereafter cited as HCFA,
“1997 Statistics”).

233 See chap. 2, figure 2.1.

234 HCFA, “1997 Statistics.”

235 Tbid. Note that the Indian Health Service is the primary
Federal health care provider for American Indians and
Alaska Natives. IHS, 1997 Trends in Indian Health, p. 1.
See also USCCR, The Health Care Challenge, vol. I1, chap. 5,
for additional information on the Indian Health Service.

238 See figure 3. 2.

Although older African Americans have ac-
cess to medicare and medicaid, their access to
quality health care remains limited because they
usually do not have any supplementary health
insurance. According to one author:

Compared to older whites African Americans kave
poorer access to sophisticated diagnostic and treat-
ment procedures and fewer physician visits, nreven-
tive health screenings, and general checkups. African-
American elderly also use nursing homes less often
than white elders. This stems from cultural factors
and from such structural impediments as lower eco-
nomic status and racial discrimination in nursing
home placements.237

One health care expense specific to ethnic
minorities that is often neglected is translation
service. One commentator suggests that heaith
plans often do little or nothing to make transla-
tion services available to non-English-speaking
persons.z3 The author gives one example of how
economic restrictions interact with language
barriers:

A patient must undergo a mastectomy and chooses
the county hospitsl which has some form of transla-

837 Stephen P. Wallace, Vilma Enriquez-Haas, and Kyriakos
Markides, “The Consequences of Color-Blind Health Policy for
Older Racial and Ethnic Minorities,” Stanford Law & Policy
Review, vol. 9 (spring 1998), p. 331 (citations omitted).

238 Sherry M. Hirota, “Consumer and Community Interest
Motivating Language Access,” presented at the Henry J. Kai-
ser Family Foundation Forum, Addressing Language Barriers
to Health Care, Sept. 18-19, 1995. See Hirota letter.
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tion but would cost more as an out of plan hespital. A
major source of concern and anxiety for the patient
and her husband was having the delicate procedure
performed without adeguate communication. At the
last minute, (within 24 hours of the operation) the
commercial health plan informed the patient and re-
ferring physician that they will not pay for the mas-
tectomy at a non-contracted bospital—that out of plan
arrangements will only be made when “it involves a
piece of equipment that can’t be moved.” Only when a
Congressman and the State’s Lieutenant Governor
intervened, did the plan agree to pay their customary
contracted rate to the hespital that was lingnistically
accessible.239

In addition to the economic barriers shared
with other racial and ethnic minorities, immi-
grants face unique concerns in obtaining public
assistance for health care. Many in immigrant
communities are afraid of the health department
because they equate it with the Immigration and
Naturalization Service. They often fear that if
they receive medicaid or other public health
benefits, they will be considered a public charge
which will affect their immigration status.240
Although the use of public services alone is not
grounds for exclusion, lack of knowledge among
immigrants about this fact prevents many from
seeking public health benefits.24! The result is
little or no use of either preventive or necessary
medical care, resulting in poor health status. For
example:

Min Illinois, a legal permanent resident mother of
three citizen children went to the emergency room
with strange heart palpitations and was given a bat-
tery of tests, for which she was billed thousands of
dollars. She can’t pay the bills and when she was ad-
vised to apply for Medicaid, she said she couldn’t do
that because she has applied for citizenship and at
the naturalization workshop the applicants were told

%9 Hirota, “Consumer and Community Interest Motivating
Language Acceas,” p.1.

20 Immigrants who are seeking permanent residency or
citizenship may be denied residency if they are considered
by the INS to be potential “public charges.” A public charge
is en individual who relies on public assistance in the form
of welfare, health insurance, and other social services. Use
of public services alone is not grounds for denying residency;
the INS uses overall evalustion of the s pplicant’s status to
determine whether he or she is a potential public charge.
However, there is ambiguity in this area that prevents
many immigrants from seeking public health benefits. May-
eno and Hirota, “Access to Health Care,” p. 356.

241 Tbid,

not to apply for pubic benefits. The immigrant is still
very sick and needs more tests done but she can't af-
ford them. Her daughter has had to stay at home from
school many days to care for her.242

Immigrants’ avoidance of health care and the
erroneous equation of public health assistance
with “public charge” also undermines the efforts
to enroll even eligible children in heaith insur-
ance programs. For example:

A ten year old child from Italy who was born with half
a leg and half an arm, had outgrown her prosthesis
and needed medical care immediately. The mother of
the child, a naturalized citizen, refused available as-
sistance because she was afraid it would jeopardize
her children’s citizenship and her husband’s chances
of becoming a permanent resident.243

Another report highlights this problem:

A citizen child in Boston, Massachusetts bad to be
rushed to the hospital by ambulance because the child
went into convulsions. Subsequently it was deter-
mined the child needed on-going treatment. The
child’s mother, however, refused to £l out a Medicaid
application on behalf of her child becausa she feared
that she would not be permitted to adjust her immi-
gration status if her child received Medicaid. Without
Medicaid, the hoepital will not be paid for the care it
provided, and the child is unablo to access medical
treatment for his on-going health condition.244

In fact, compared with third and later gen-
eration children, immigrant children are three
times as likely and second generation children
are twice as likely to lack health insurance. Even
among children whose parents work full time,
year-round, those in immigrant families are less
likely to be insured than those whose families
were born in the United States.24® The chilling
effect of immigrants’ fears is that in the long run
the health of entire communities will ke jeop-

%2 Claudia Schlosberg and Dinah Wiley, The Impoct of INS
Public Charge Determinations on Immigrant Access fo
Heclth Care, A Report by the National Immigration Law
Center and the Nationa! Health Law Program, May, 22,
1998, app. A.

243 Ibid.

244 Thid.

35 Donald J. Hernandez and Evan Charney, eds., From
Generation to Generation: The Health and Well-Being of
Children in Immigrant Families (Washington, DC: National
Arademy Press, 1998), p. 10.
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ardized. More money will be spent on emergency
care, on the spread of untreated infections and
communicable diseases, and in the treatment of
prolonged or aggravated conditions that could
have been prevented had early health care been
received.246

Programs such as medicaid and medicare
have been beneficial for many individuals. How-
ever, the development of public assistance has
had a secondary effect of creating the potential
for a new form of discrimination that particu-
larly affects racial and ethnic minorities. Health
care providers can substitute refusal of services
based on method of payment for what was once
refusal based on race or ethnicity. The racism
may shifi toward a more subtle form, but the
effect is the sam>.247 When minority patients
who would otherwise nct be able to afford health
care have some means of payment, inequality of
services and exclusion from treatment are less
obvious, making acts of discrimination more dif-
ficult to identify.

Many economic proposals for improving ac-
cess to health care are based on the premise that
the primary barrier to health care is socioeco-
nomic. While economic status is indeed an im-
portant factor in determiring whether an indi-
vidual will receive health care, it is not the only
one. Economic proposals ignore the effect of
other factors that can preclude an individual
from receiving health services, such as race and
racism. Race is a separate and independent bar-
rier that affects not only a person’s socioeco-
nomic status, but the way he or she is treated as
a patient. Further, when considering racial bar-
riers, along with class and economic barri