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Understanding the Problem

What keeps us from understanding this
problem? Ass_umptions!

Why did the puritans come to America?



The persistence of the Problem

Our solutions to health disparities are often

pased on our assumptions about other

problems, not on our understanding of

nealth disparities: For example, new
Innovations often increase health disparities,
health care and genetics have relatively
l1ttl e 1T mpact on hea

Rarely do we have the courage to ask the
difficult questions




Age Adjusted Death Rate Ratio

1950 {1960 |1970 {1980 {1990 | 2000 |2002
HeartDs (1.0 (1.0 (1.1 |11 (12 |13 |13
Stroke 1.3 |14 |14 |14 |15 |14 |14
Cancer 09 |10 (11 (13 |13 |26 |12
Diabetes 1.0 (1.2 (1.2 (20 |22 |22 |2.1
HIV -~ |- |- |- 132 |83 |86
Homocide [10.9 ({96 (94 |58 (6.6 (57 |56




The persistence of the Problem

* \WWhy have we seen increases in some Health
Disparities since 1954? For example, CHD.



Why we should do the right thing

* " As long as there is poverty in the world |
can never be rich. As long as diseases are
rampant and millions of people in this world
cannot expect to live more than thirty years,
| can never be healthy. | can never be what |
ought to be until others are what they ought
to be. O ML King



The History of the Problem
The Tuskegee Experiment

The Tuskegee Experiment was the most
Important and successful economic
development program in the history of
African Americans

And yet this history is unknown even among
most African Americans - and so we have
not learned Important lessons about
reducing health disparities



We can live as the hand separate in all things social and
together in all things economic.

With support from wealthy Americans , the Tuskegee
Experiment created the infrastructure for the economic
development of the African American Community.

But the Atlanta Compromise held the seed for its failure:

Compromise! TJefferson/slavery, BTW/segregation, or
BObama /biggetry



The History of the Negro Health
Movement

e 1In 1914, as a result of the collective and individual efforts
of African-American leaders who recognized the link
between health, and social and economic well being, Dr.
Booker T. Washington initiated Negro Health
Improvement Week, which evolved into National Negro
Health Week and the National Negro Health Movement.

From: The University of Pittsburg.

e Starts the National Medical Association, National Bar
Association, National Nurses Association, and others



The History of the Tuskegee
Study of Untreated Syphilis in
the Negro Male

Many men returning from the First World War were infected with Syphilis

By 1924 almost one third of African Americans in Macon County of reproductive age was positive
for Syphilis

By 1926, Aggressive treatment approach initiated with Mercury and Bismuth. Cure rate is less than
30 percent, treatment requires months and side effect s are toxic, sometimes fatal.

1929, “WwWall Street Crash”; economic Depressio

1931, Rosenwald Fund cuts support to development projects. Clark and VVonderlehr decide to follow
men left untreated due to lack of funds, to show need for treatment program

Il n the end: “a good thing went bad” it becam
in the History of the US












1932, Follow-up effort organized into study of 399 men with syphilis and 201
without. The men would be given annual physical assessments. Motin agrees to
support study 1 f “Tuskegee gets its
professionals are involved (Dibble and Rivers are assigned to the study).

1934, First papers suggest health effects of untreated syphilis.

1936, Study criticized because it is not known if the men are being treated. Local
physicians asked to assist and asked not to treat men. It was also decided to
follow the men until death.

1940, Efforts to hinder men from getting treatment by military draft effort.
1945, Penicillin accepted as treatment of choice for syphilis.

1947, US PHS establishes “Rapid Tre
study are not treated, but syphilis declines.


















1962, Since 1947, 127 Black medical students are rotated through the unit
doing the study.

1968, Peter Bauxum and others, raised concern about the ethics of the study.

1969, CDC reaffirms need for study and gains local medical societies support
(AMA and NMA chapters officially support continuation of study).

1970, First news articles condemns studies.

1971, Congress holds hearings and law suit initiated.

1972, Study ends and participants compensated with cash and continued
medical treatment.



Community notification inform the community of the intentions of the
research risks and benefits relating to the individuals
and communities involved.

Community endorsementommunity representatives are asked to formally
support the research activities.

Community advice seeking and obtaining community advice in
planning, development, execution, and
dissemination of the research.

Community consent obtaining some expression of community approval.

Community origination research purpose and goals set by expressed
community needs.



Community Notification
Churches / Businesses

Community Endorsement
Business Establishments

Community Advice
The Tuskegee Institute

Community Consent
Macon County Medical Society

Community Origination
The Negro Health Movement

Cultural Competence
Nurse Eunice Rivers



What Should We Have Learned?

We should be a society which afford
Individuals and groups fair treatment and an
Impartial share of the benefits of society —
based on the principles of human rights and
equality (of opportunity), and equity (in the
distribution of resources).



Basic Tenets of Bioethics

Non-maleficence- the obligation not to inflict harm on others

Autonomy—-Every person’s right t ¢
agent free of coercion and armed with facts.
(Respect — Share — Accept )
Justice- fair, equitable, and appropriate treatment for all
persons
Beneficence- the moral obligation to act for the benefit of
others and to promote good.
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Socio-economia

Status + |Racism30% | + |Culture30% | + |Qualy Cari &
30% Biology 10%
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African American Health disparities



Focus on the problems which can
make the difference : Not Health Care

 Social justice supports the development of more
*“Minority” physicians, and
won’ t necessarily make a ¢

e Genetics is important for the individual, but not important
In defining populations



Focus on the problems which can
make the difference socio-Economic Status

» SES remains perhaps the most powerful force producing health
disparities — it is massive, multi-factorial, complex .

» There is no will to solve this problem head on, however there are
solutions which go un- and under utilized—head st art ..

e *community participatory activities can be added to any project

» We can overcome the effects of low SES by targeted interventions
using social supports-Navigation



Focus on the problems which can
make the difference:

Cultural competence is important, but cultural humility is
essential.

e The problem of health care utilization is much less
accessibility of health care than acceptability of health
care

» Racial data has largely been changed to ethnic data
already, but most people have not noticed

e Solving the problem of health disparities requires that we
address the problems of Culture. - including issues of
trust, competing risks, 1nt



Focus on the problems which can
make the difference - Racism

« Racism is far more important than race in the etiology of
health disparities, especially in the forms of white privilege
and internalized racism.

e The use of “Race"” avol ds f
assumes African Americans have little culture.

 In health research ethnicity/culture is more important than
phenotype. African Americans are the only racial group
left in America.



Who can make a difference?

One person can make a difference
The ol d Negro Leec
The one percent solution















Black -White Ratio of Infant
Mortality,United States: 1915 -1997*
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Infant deaths per 1,000 live births

Infant Mortality Rates by Race:
United States, 1915 -199/*
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The History of the Negro Health

Movement

National Negro Health Week was sustained and flourished by the broad-based
participation of a multitude of organizations: schools, churches, businesses and
worksites, local health departments, professional associations, the media, and
civic groups. While the Week originated at Tuskegee Institute, the support
from the United States Public Health Service was critical to sustaining the
effort over time. However, while there existed standardized materials and a
framework for the Week, there was also the freedom for local observances to
modify their activities to suit their needs. This combination of governmental
support, collaboration among a multitude of organizations, and freedom to
develop a campaign appropriate to individual communities suggests a model
for community-based public health today.

The dismantling of the Office of Negro Health Work in 1951 - one of the
"successes"” of the move towards integration in the middle of the last century -
sounded the death knell for the National Negro Health Movement .

From: the National Minority Health Month Foundation



Infant Mortality

* The Black/White Infant Mortality Rate
Ratio has not decreased for the past 100
years? Why?

e Since 1995 we have seen a slight
Increase. Why?



After the Tuskegee Study, the government changed its research practices to
prevent a repeat of the mistakes made in Tuskegee.

1974, the National Research Act was signed into law, creating the National
Commission for the Protection of Human Subjects of Biomedical and
Behavioral Research.

Regulations were passed in 1974 that required researchers to get voluntary
informed consent form all persons taking part in studies.

In 1974, studies using human subjects began requiring Institutional Review
Boards, which decides whether they meet ethical standards.

In 1991, sixteen federal departments and agencies adopted the Federal Policy
for the Protection of Human Subjects.



Gr eed . 1 s Gi

o Greed is right. Greed works.

» Greed clarifies, cuts through, and
captures the essence of the evolutionary spirit.

* Greed, In all of its forms -- greed for life,

for money, for love, for knowledge -- has
marked the upward surge of mankind.

* And, greed will save that malfunctioning
corporation called the USA.



Focus on the problems which can
make the difference - Racism

e Racism remains a pervasive force in America today.
Although more benign, it remains a major determinate of
health and health policy in America. The most deleterious
form of racism is subtle and complex as it interacts with
socio-economic status, culture and a host of political and
other factors — White Privilege.

* There is no social force more pervasive, yet so
misunderstood than racism. It creates the illusion that
there 1 s something call ed
assumptions to support it. It is so powerful a concept that
even those who are disadvantaged by Iit, accept it —the use
of race supports racism, especially when used by African-
Americans.



Racl s m, C O Nt
But , the worst form of racism iIs internalized

Powerconcedes nothing without a demand. It
never did and it never will." Frederick
Douglass 1857

Melanin does not Immunize against racism

Previous oppression does not protect against
discrimination



