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Preface
By WiLLiAM J. Hicks, M.D.

Professor of Clinical Medicine Division of Hematology and Oncology, The Ohio State University Comprehensive
Cancer Center and Richard J. Solove Research Institute; Co-Director Diversity Enhancement, Columbus, OH

The American Lung Association document you are about to read provides a comprehensive discus-

sion defining the impact of cancer-causing agents, primarily, but not limited to, inhaled tobacco on the

development of lung cancer and its disproportional impact on the lives of African Americans. The effect

of lung cancer on men and women of all races is undeniable. The loss of productivity and potential
years of life lost as measured by an estimated 159,000 deaths in 2009 is staggering and greater than
the number of deaths attributed to prostate, colon and breast cancers combined. The overwhelming

case for a racial difference in the burden of lung cancer, which is the greatest cause of preventable

cancer deaths in the United States and worldwide, is presented with undeniable clarity. Delineating the

origin of the disparity is undertaken with the acknowledgement that precise attributions of cause are

difficult, but all are worthy of systemic attempts for further documentation and remediation.

Although there has been a decrease in the overall lung cancer death rates for African Americans

and others, the disparity by race persists. Progress in overcoming the disparity and lowering the lung

cancer death rate has been made. Cooperative work, however, is yet to be done. As we move into an

era of healthcare reform and health equity, Too Many Cases, Too Many Deaths: Lung Cancer in African

Americans can provide a stimulus for revitalized efforts among individuals, healthcare providers,

researchers, community-based organizations, the business community and all levels of government.

The movement to make lung cancer, a disease that was rarely encountered before the 20th

century, another example of man’s ability to overcome a public health threat is foretold in this effort.

Returning lung cancer to simply a medical curiosity is a goal we can all share.

The numbers say a lot in this report, but lung cancer affects individual people and their friends and families:

Diane B.K.’s Story

In 2004, Diane, an otherwise healthy 49-year-old
wife, mother, sister, daughter and friend, was diag-
nosed with lung cancer. At MD Anderson Cancer Cen-
ter, Diane found answers, hope and her doctor, Dr.
Martin Raber, a cancer survivor himself.

While Diane is clearly a survivor with a positive attitude
and strong support from her husband, she faced nu-
merous challenges along the way — some that she does
believe are specific to the African American community.

"I want to use my PhD in clinical psychology to work
with families and caregivers who are going through
cancer, because I have been there. While it wasn’t
the best thing that happened to me in my life, it was
actually a blessing for me to learn about what sur-
vivorship really means. I feel like you can either grow
from this kind of experience or be destroyed. I chose
to grow.”

Michael R.’s Story

Michael was diagnosed with lung cancer in 2006. At
Ohio State Medical Center, Michael’s treatment has
included surgery, radiation and chemotherapy. His
physician, Dr. William Hicks, has been the honorary
chair of the National Black Leadership Initiative on
Cancer since 1998.

While Michael’s primary tumor could not be removed,
he has refused to yield to hopelessness. He is living
in the present, thankful for all that he can do, and
continues to maintain a positive attitude.

“I'm ex-military and have a pretty decent inner drive
and self-discipline.” He also feels lucky to have family
around that he can talk to and that support him.

“Miracles happen. In the back of your mind, you think
maybe they’ll find a cure. Statistics don’t show those
miracles.”
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Introduction

African Americans suffer from lung cancer
more than any other population group in the
United States. They are more likely to get it, and
more likely to die from it. African American men
in particular are at increased risk; they are 37
percent more likely to develop lung cancer than
white men, even though their overall exposure to
cigarette smoke - the primary risk factor for lung
cancer - is lower.!

The reasons for this unequal burden are not
entirely clear. Over the years, researchers have
examined smoking behavior, workplace expo-
sures, genetics, access to health care, discrimi-
nation and social stress, as well as other possible
contributors. The answer appears to be that this
terrible disparity is caused by an intricate inter-
action of biological, environmental, political and
cultural factors.

Fixing the problem will not be easy. Some
progress has been made, especially in reducing
smoking rates and exposure to secondhand
smoke. Government agencies and healthcare
systems are focusing increased attention on
eliminating health disparities of all kinds. And
lung cancer advocacy groups are becoming more
vocal about reducing the toll of this dreaded dis-
ease. Much remains to be done, and govern-
ments, healthcare providers, community leaders
and individuals all have an important role to play.
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“The real challenge lies not in debating whether disparities exist, but in

developing and implementing strategies to reduce and eliminate them.”

Health Disparities in the
United States

Health disparity is defined by the National Part-
nership for Action to End Health Disparities as “a
particular type of health difference that is closely
linked to social or economic disadvantage.”

The reasons for specific health disparities in
any population group are complex. They may in-
clude lack of easy access to health care, access to
and ability to afford health insurance and levels of
income and education. Other factors that have
been identified include living in poor environmental
conditions, inadequate availability of healthy foods,
limited personal support systems and limited lan-
guage proficiency.?

Some causes are hard to measure and even
harder to talk about. In its groundbreaking 2002
report Unequal Treatment: Confronting Racial and
Ethnic Disparities in Healthcare, the Institute of
Medicine (IOM) concluded that “(al)though a myr-
iad sources contribute to these disparities, some
evidence suggests that bias, prejudice, and stereo-
typing on the part of healthcare providers may
contribute to differences in care.”? While this is un-
settling to healthcare providers and patients alike,
the bottom line is clear: Inequalities in health exist
and must be addressed on many fronts.

In 2008, Margaret Chan, Director General of
the World Health Organization, declared that,
“Health inequity really is a matter of life and
death.” For African Americans in the United States,
it unfortunately tends to be a matter of death.
Overall, the African American population experi-
ences higher rates of death from heart disease,
cancer, cerebrovascular disease and HIV/AIDS than
any other racial or ethnic group.?

When it comes to the issue of cancer, race and
ethnicity truly determine who lives or dies. Although

- Alan R. Nelson, MD, Chair,
IOM Committee on Understanding and Eliminating
Racial and Ethnic Disparities in Health Care

cancer deaths have declined for both whites and
African Americans living in the United States, African
Americans continue to suffer the greatest burden for
each of the most common types of cancers. For ex-
ample, white women have the highest occurrence of
breast cancer, but African American women are
more likely to die from it. African American men are
more likely to get prostate cancer and more than
twice as likely as white men to die from it. For all
cancers combined, the death rate is 25 percent
higher for African Americans than for whites.®

Too Many Cases

In every community, lung cancer cases, be-
cause they are so deadly and so preventable, are
a tragedy. But in African American communities
the tragic toll is especially high. African Ameri-
cans have a higher occurrence of lung cancer
than any other racial or ethnic group in the U.S.
(Figure 1) Black men are 37 percent more likely
to get lung cancer than white men. For black
women, the occurrence of lung cancer is roughly
equal to that of white women.!

Most people’s immediate assumption is that
lung cancer rates are higher in populations that
smoke more. The picture is more complicated
than that. Smoking rates are almost the same
for African American and white men - 25.5 per-
cent compared to 23.6 percent, respectively.
However, American Indian and Alaska Native
men smoke at higher rates than any other group
- 42.3 percent — and they are less likely to get
lung cancer.''* (Figure 2) Data from the mid-80s
showed that white men consumed 30-40 percent
more cigarettes than African American men,
which should mean their exposure to the car-
cinogens in cigarette smoke is higher.*> Still,
more African American men develop lung cancer.
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About Lung Cancer

Lung cancer is the number one can-
cer killer in the nation. It has been
the leading cause of cancer death
among men since the early 1950s,
and in 1987 it surpassed breast can-
cer as the leading cause of cancer
deaths among women.®

Definition

Lung cancer is the uncontrolled
growth of abnormal cells in one or
both of the lungs. While normal cells
reproduce and develop into healthy
lung tissue, these abnormal cells re-
produce faster and never grow into
normal lung tissue. Lumps of cancer
cells (tumors) then form and grow.
Along with interfering with how the
lung functions, cancer cells can
spread from the tumor into the blood-
stream or lymphatic system where
they can spread to other organs.

Causes

Cigarette smoking is by far the lead-
ing cause of lung cancer, and the risk
increases with the number of ciga-
rettes smoked and the number of
years spent smoking.” The U.S. Sur-
geon General estimates that 90 per-
cent of lung cancer deaths in men
and 80 percent in women are caused
by smoking. Nonsmokers have a 20-

30 percent greater chance of devel-
oping lung cancer if they are ex-
posed to secondhand smoke at
home or work, and exposure to sec-
ondhand smoke causes approxi-
mately 3,400 lung cancer deaths
among nonsmokers each year. 8°

Radon is a naturally occurring ra-
dioactive gas that seeps into homes
from the soil. The Environmental
Protection Agency estimates that
radon causes between 7,000 and
30,000 lung cancer deaths per year
in the United States, making it the
leading cause of lung cancer in non-
smokers, and the second leading
cause of lung cancer overall.1° Other
recognized causes of lung cancer in-
clude some occupational chemicals
and pollutants like asbestos, ben-
zene and formaldehyde, and air pol-
lutants like diesel exhaust.112:13

‘“Everyone assumes I’m a
breast cancer survivor
because | am a woman.

- Diane B.K.

Types

There are two major types of lung
cancer: non-small cell lung cancer
(NSCLC) and small cell lung cancer
(SCLC). Non-small cell lung cancer
is much more common and ac-
counts for 85 percent of all lung

cancer cases. It usually spreads to
different parts of the body more
slowly than small cell lung cancer.
Small cell lung cancer accounts for
14 percent of all lung cancers. This
type of lung cancer grows more
quickly and is more likely to spread
to other organs in the body.*

Diagnosis and Treatment
Symptoms of lung cancer include per-
sistent cough, shortness of breath,
wheezing, coughing up blood, chest
pain and recurring pneumonia or
bronchitis. Unfortunately, early stages
are often symptomless, and most
lung cancers are not diagnosed until
already well advanced. If non-small
cell lung cancer is caught in time,
treatment using surgery, radiation
therapy, chemotherapy or a combi-
nation of these approaches is often
effective. The choice of treatment
and prognosis generally depend on
the specific type and stage of the
lung cancer.

Survival rates for lung cancer tend
to be much lower than those of
most other common cancers. The
five-year survival rate for all pa-
tients in whom lung cancer is diag-
nosed is approximately 15 percent,
compared to approximately 64 per-
cent for colon cancer, 89 percent for
breast cancer and 99 percent for
prostate cancer.!

Stigma

A major barrier to addressing the
needs of persons diagnosed with
lung cancer is the stigma associated
with the disease because of its link
to smoking. Stigma impacts how
lung cancer is viewed by patients,
their family members and care-
givers, health providers and the
public in general. It can lead to un-
necessary harm and pain for pa-
tients and their families, and can
influence the way lung cancer is ap-
proached by healthcare profession-
als and policymakers.
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Figure 1
Lung Cancer Incidence Rates
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This disparity does not just relate to smoking.
A 2008 study of self-reported never-smokers -
representing more than 1.8 million people -
found that the lung cancer mortality rate among
African Americans was higher in this group of
never-smokers for both women and men age 40
to 84 compared to that of individuals of European
descent.!® Clearly, something else is going on.

The driving factors that contribute to health
inequalities can be categorized as behavioral, so-
cial, environmental and biological. In the context
of the rate of occurrence of lung cancer cases
among African Americans, these factors have been
shown to contribute to the lung cancer disparity:

e Tobacco use

e Preventive behavior

e Socioeconomic status

e Environmental exposures

e Genetics

Tobacco Use

Smoking is a well-documented risk factor for
lung cancer among all races and ethnicities, but
there are specific tobacco-related factors that es-
pecially impact the African American community.
These include decades of targeted marketing by
the tobacco industry, brand choice and difficulties

with quitting smoking.

The tobacco industry has been creating mar-
keting targeted to the African American commu-
nity since the 1960s. In fact, this targeted
campaign has been called the “African American-
ization of menthol cigarettes” by some re-
searchers.'” Menthol cigarettes were historically
marketed toward African Americans as “smooth,”
“cool” and “healthier” alternatives to non-men-
thol cigarettes. Early on, the tobacco industry
used advertising with tailored images and mes-
sages, while also promoting themselves as good
corporate citizens by donating heavily to African
American cultural organizations.

Four decades later, in 2002, a review of ciga-
rette advertising showed that magazines tar-
geted to the black community were nearly 10
times more likely to have cigarette ads than
more general audience magazines. And nearly
70 percent of all the cigarette ads in those tar-
geted magazines were for menthol brands.!®
Overall, African Americans are exposed to a
higher volume of pro-tobacco advertising in both
concentration and density, with money spent on
magazine advertising of menthol cigarettes in-
creasing from 13 percent in 1998 to 49 percent
in 2005.%°
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“The tobacco industry has done a lot to court the black

community, including buying good will at all levels.”

- William Robinson, Executive Director,
National African American Tobacco Prevention Network

(.

The tobacco industry’s efforts have been
wildly successful. According to a November 2009
report from the Substance Abuse and Mental
Health Services Administration, nearly 83 percent
of African American smokers aged 12 and older
choose menthol cigarettes. This compares to 32
percent of Hispanic smokers, and only 24 percent
of white smokers.?° (Figure 3)

It has been suggested that this difference in
the use of menthol cigarettes may contribute to
the health disparity between black and white
smokers. The health effects of menthol itself, and
how it alters smoking behavior and severity of
addiction, are not yet well understood. Research
suggests that:

e Menthol smokers have higher levels of cotinine,
a byproduct of nicotine, in their blood than non-
menthol smokers.?! These increased levels of
cotinine have been related to higher nicotine ex-
posure and may be associated with more severe
levels of addiction.

b
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Figure 3
Menthol Cigarette Smokers
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among smokers 12 years of age and older, 2004 to 2008
Source: NSDUH, 2009.
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e Menthol smokers are less likely than non-men-
thol smokers to feel confident in their ability to
quit smoking.??

e Menthol smokers are less likely to attempt ces-
sation, more likely to relapse after successfully
quitting and less likely to report sustained smok-
ing cessation than non-menthol smokers.?3:24

Preventive Behavior

African Americans are more likely than whites
to hold beliefs that can interfere with the health
behaviors that reduce the risk of lung cancer. An
analysis of the 2005 Health Information National
Trends Survey found that while all races grossly
underestimate the lethality of lung cancer, black
patients appear to be more confused about pre-
vention recommendations, to doubt the associa-
tion of cancer with smoking and lifestyle and to be
reluctant to seek preventive care because of fear
of the disease.?®

Socioeconomic Status

Socioeconomic status is the catch phrase for
a combination of factors that affect one’s place in
society, including education, income and employ-
ment. African Americans in the U.S. do less well
by most measures of socioeconomic status than
do whites. Approximately 40 million people, or
13 percent of the U.S. population, live in

Figure 4
Median Household Income 2007
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Source: U.S. Census Bureau, 2008.

poverty.?¢ Compared with 8 percent of whites,
24 percent of African Americans live below the
federal poverty threshold.?” Poverty is closely as-
sociated with living arrangements, education and
disability. Those without a high school education
are not only more likely to experience poverty,
they are less likely to find employment that in-
cludes health insurance.? (Figures 4, 5 and 6)

Socioeconomic status plays a significant role
in achieving access to health insurance and
health care, quality of health services, healthy
lifestyle and health literacy.? In fact, studies sug-
gest that the increase in health disparities tracks
closely along socioeconomic lines, with health
gains in those at higher socioeconomic levels and
poorer health among those in lower socioeco-
nomic groups.?8

Socioeconomic status is highly correlated with
cancer rates, as well as the progression of the
disease. For lung, colorectal and prostate cancers
combined, death rates among both African Ameri-
can and white men with 12 or fewer years of
education are more than twice those of men with
higher levels of education. People of lower socio-
economic status are more likely to engage in be-
haviors that increase cancer risk, such as tobacco
use, physical inactivity and lower consumption of
fresh fruits and vegetables. Low socioeconomic
status is also associated with inadequate health

Figure 5
Unemployment Rate
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Source: ACS, 2006-2008.
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Figure 6
Education Levels
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insurance, and reduced access to recommended
preventive care and treatment services.?®

Environmental Exposures

Race and income affect people’s ability to
choose where they live and work, and impact the
likelihood that they will have dangerous pollution
sources located in their communities. African
Americans have historically faced higher expo-
sures because of racial segregation that limited
choices,3%3! a lack of political power to keep new
pollution sources away,3? the deliberate location
of polluting sources nearer racially concentrated
areas and the lack of income to move away once
these sources arrived.?? In addition, lower in-
come people, a group disproportionately African
American, have often found lower housing costs
in highly polluted neighborhoods.3*

Much of the research about pollution and
race at the neighborhood level has looked at air
toxics, a group of almost 200 different air pollu-
tants, including diesel exhaust and benzene. Ac-
cording to a recent review, African American
neighborhoods face an average 1.5 times higher
levels of air toxics than other communities, and
the level of pollution goes up as the income level

1-800-LUNG-USA

of the residents goes down.3* Only some air tox-
ics cause cancer - and not all cause lung can-
cer - but there is ample evidence that overall
cancer risk increases the more segregated an
African American community is from other com-
munities.?® One study in Maryland found that the
risk of cancer related to air toxics was greatest in
areas with the largest African American popula-
tion and lowest among those with the smallest
African American population.3®

Breathing particulate matter may also impact
lung cancer.3¢ Particulate matter pollution comes
from many sources, including diesel exhaust, coal-
fired power plants, wood-burning, even from agri-
cultural practices. In its most recent review, the
U.S. Environmental Protection Agency concluded
that the available evidence suggests that particu-
late matter pollution increases the risk of dying
from lung cancer, and may cause lung cancer. In
the eastern half of the nation, coal-fired power
plants are one of the major sources of particulate
matter.3” Sixty-eight percent of African Americans
live within 30 miles of a coal-fired power plant,
compared to only 56 percent of whites.38

Air pollution inside homes, most notably sec-
ondhand smoke and radon, can also cause lung
cancer. Secondhand smoke causes an estimated
3,400 lung cancer deaths in the U.S. each year,
and African Americans have significantly higher
rates of exposure to secondhand smoke than any
other group.® An extensive study of indoor par-
ticulate matter in the homes of lower-income
African American families in Baltimore found in-
door concentrations of the pollutant were more
than twice as high as outdoor levels. This was at-
tributed primarily to smoking.4°

Radon is the leading cause of lung cancer in
non-smokers and the second leading cause of
lung cancer overall. Information is lacking that
could link household radon levels to the race and
ethnicity of the residents, so it is not possible to
identify radon’s contribution to lung cancer dis-
parities. But there have been inequalities in how
radon problems in homes are identified and fixed,
with most of the state and federal resources
going to educate and support people buying
single-family homes, and to new home construc-
tion. Urban dwellers and low-income families,
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which are disproportionately African American,
are more likely to live in rental housing.*
Occupational exposure to smoke, dust and
chemicals in the workplace is an important con-
tributor to lung cancer overall, but the role of the
workplace in the disparity in African Americans is
not well defined. There have been few studies
that address lung cancer risk from workplace ex-
posures, and how it differs by race. Much of the
original research done on occupational lung can-
cer in the '70s and ‘80s looked only at white
workers. More recent studies
that have looked at racial differ-
ences have not brought any
strong, clear disparities to
light.4243 However, it is clear
that many African Americans
are exposed to cancer-causing
agents on the job. Blacks are
disproportionately employed in
transportation jobs, where they
are exposed to diesel exhaust,
which EPA has linked to a 40
percent higher relative risk of
lung cancer than for those who
do not experience such expo-
sure.!3 Additionally, millions of service workers -
of all races — are still exposed to high levels of
secondhand smoke, with deadly consequences.

Genetics

While the study of genetics in cancer risk,
detection and treatment has made headway in
the past decade, it is still an emerging area. Re-
searchers continue to look at whether a specific
type of gene signals cancer risk in one human or
if there are classes of genes that vary with par-
ticular races or ethnicities. Several recent studies
illustrate some findings about the role that ge-
netics may play in lung cancer.

Recent research has identified two particular
genes that appear to be associated with nicotine
dependence and an increased risk of lung cancer.
African Americans are less likely to carry these
genes than whites, but the risk for lung cancer is

‘“Initially they were not
able to identify where
my cancer originated.

greater in African Americans than whites when
the genes are actually present. The mechanism
of how that might work is unclear at this time.*

Researchers have also looked at cotinine, a
byproduct of nicotine that stays in the blood-
stream after smoking, to see what they can learn
about biological differences in African Americans
that might affect lung cancer rates. Black smok-
ers tend to have higher levels of cotinine in their
blood than whites, probably due at least in part
to differences in the way nicotine is metabolized
in the body. The higher levels of
cotinine in African Americans
might also suggest higher expo-
sure to nicotine and other to-
bacco carcinogens. Recently a
specific gene was found that is
linked to cotinine levels — and it
occurs with higher frequency in
African Americans.4>

Genetic differences have also
been shown to affect how an in-
dividual responds to lung cancer
treatment. Some of the newer,
more promising lung cancer
drugs have been developed to
target specific characteristics of lung cancer
cells. In a recent study, researchers discovered
that African Americans with lung cancer are often
missing the cellular characteristic that is targeted
by one of the common cancer drugs, meaning
that they are less likely to benefit from that
treatment.4¢

Unfortunately, progress in understanding and
using genetics in improved treatments has been
hampered by the low levels of African American
patients participating in clinical trials.#” A recent
study among African American women found that
a combination of experiences and beliefs influ-
enced their decisions to participate in clinical trials.
These include perceptions of cancer prevention
and detection, the experience of having a loved
one with cancer, knowledge of and experience with
clinical trials and beliefs regarding the benefits and
risks of clinical trial participation.*®

- Diane B.K.
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Figure 7
Lung Cancer Age-Adjusted Death Rates
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Too Many Deaths

Not only do African Americans get lung cancer at
higher rates than other groups, they are also more
likely to die from it. African American men, who are
the most at risk of any group, are 22 percent more
likely to die from lung cancer than white men.* (Fig-
ure 7) The average length of time that African Ameri-
cans survive after a lung cancer diagnosis is also
lower: only 12 percent live longer than five years,
compared to 16 percent of whites.! (Figure 8)

Studies have shown that equal treatment
yields equal outcome among equal patients. But
the sad truth is that not all patients are equal.
African Americans:

e get diagnosed later, when their cancer is more
advanced

e wait longer after diagnosis to receive treatment
e are more likely to refuse treatment
e are more likely to die in the hospital after surgery

The social and genetic factors that contribute
to the higher numbers of African Americans get-
ting lung cancer may also increase the likelihood
that they will die from the disease. But there are
other causes as well, including unequal access to
health care, unequal quality of health care,
racism and social stress.

Figure 8
Lung Cancer 5-Year Survival Rates
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“Access does not equal utilization. Like the layers of an onion, there

are a myriad of reasons why a person may not use a healthcare system

— stress, discrimination, health status. If someone believes they are not

going to get good care, then they won't. It is this utilization that will

make a difference in health outcomes.”

Unequal Access to Care

Having access to care means
that a patient has a healthcare
provider or facility available, has the
transportation and other support
needed to get there, and has the
ability to somehow cover the costs
of visits and treatments needed.
The importance of access, or lack
thereof, in lung cancer disparities is
poignantly illustrated by the findings
of a recent study of lung cancer
cases in the military healthcare sys-
tem: Where access to medical care
was unlimited, there were no racial disparities in
survival rates.>® Unfortunately, most of our current
healthcare system does not get the same results,
especially in disadvantaged communities.

The healthcare system and its infrastructure
play a major role in the health disparities seen in
the U.S. Historically, all minority populations are
less likely than whites to have health insurance,
have more difficulty getting health care and have
fewer choices in where they receive care. African
American patients are more likely to receive care
in hospital emergency rooms and less likely than
whites to have a regular primary care physician.3

There is little debate that lack of insurance
and lower income level are important contributors
to disparities in health care.>* Twenty-one percent
of African Americans are uninsured and approxi-
mately 38 percent of uninsured African American
patients report an unmet health need and inability
to see a physician when needed due to cost.30>2
Individuals with no health insurance and those
with Medicaid coverage are more likely to be di-
agnosed with advanced cancer.>?

Lack of health insurance affects where people
go for treatment, which has been shown to affect

who retired two years ago
because his /u%g canc%r these hospital systems have had
interfered with his ability to
work. With his income cut in
half, he worries about the
future and being able to
afford ongoing care.

“I’m sure economics
comes into play ...

- Dr. Lovell Jones, MD Anderson Cancer Center

health outcomes. Public hospital
systems typically provide health
care for the uninsured, those
with lower income levels and
those with lower levels of formal
education. With a rising number
of uninsured patients and un-

- Michael R.,  compensated healthcare costs,
limited resources that affect their
ability to provide standard-of-
care medical therapy.>? In a
recent review of lung cancer
cases in Texas, researchers
found that the patients who were receiving their
care at public hospitals were waiting 40 percent
longer to start treatment than patients attending
private hospitals. The public hospital patients
were more likely to be black, and less likely to
have private insurance.>*

But insurance coverage is only part of the ac-
cess issue. There are many socioeconomic factors
that affect a person’s ability to choose where they
get their care, including where they live, whether
they have transportation and even if they can get
paid time off from work to travel to a specialty
cancer center. Research has shown that, across
health issues, there are differences between the
providers and facilities that treat black patients
and those that treat white patients. In one study,
African Americans were seen by a small subgroup
of doctors who were less likely to be board certi-
fied, and more likely to report facing obstacles in
gaining access to high-quality services for their
patients.>> Similarly, just a small number of hospi-
tals care for the vast majority of elderly African
American patients, and these facilities have been
found to provide a somewhat lower quality of
care.”® In one study of why African Americans
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Figure 9

Disparities in Treatment
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For many African Americans, doubts about the trustworthiness of
physicians and healthcare institutions spring from collective memory of
the Tuskegee experiments and other abuses of black patients by largely

white health professionals.

with lung cancer are more likely to die in the hos-
pital after surgery, researchers found that blacks
are more likely to go to hospitals that have less
experience with lung cancer resection surgery, be-
cause they do them less often.>”

‘‘Lung cancer, breast cancer and
prostate cancer, you don’t like
to talk about them. You don’t
like to think about cancer and

try to keep it out of your mind.”
- Michael R.

- Unequal Treatment: Confronting Racial and
Ethnic Disparities in Health Care IOM 2003

Unequal Quality of Lung Cancer Care
African Americans with lung cancer do not get
the same treatment for their disease as their
white counterparts. They are less likely to un-
dergo staging and, once staged, are less likely to
have surgery. They are also less likely to receive
chemotherapy. (Figure 9) Sadly, a recent study of
over 83,000 Medicare patients found that the pro-
fundity of this disparity was relatively unchanged
over the 12-year course of the study.8>° The rea-
sons for this are many. Some of them stem from
failures of the healthcare system, and others are
deeply rooted in history, culture and beliefs.



12

Too Many Cases, Too Many Deaths: Lung Cancer in African Americans

African Americans across all
health conditions are much
more likely to report discrimina-
tion in healthcare settings than
are whites.®® The experience of
discrimination has been associ-
ated with delays in seeking
medical care, and poor accept-
ance of treatment recommenda-
tions.6* Researchers have
identified a sense of helpless-
ness and hopelessness among
African Americans about cancer
- that it is a certain death sen-
tence - that contributes to a re-
luctance to get diagnosed and
treated.®? Providers have also
been found to settle into a kind

of fatalism that can affect the care they give.
They are less likely, for example, to refer black

Diane’s sisters were not in
favor of chemotherapy or
radiation, because of the
pain and suffering they
had heard it caused.

But while her sisters

were focused on

radiation burning the skin
and chemotherapy
poisoning the body,

Diane knew she had to
follow her medical
experience, education and
her doctor’s
recommendations.

patients to specialists for treat-
ment, which limits available
treatment options and quality.>?
Even when offered optimum
treatment, African Americans are
more likely than whites to refuse
it. They are more reluctant to ac-
cept physician recommendations
and more likely to decline inva-
sive procedures, including sur-
gery to remove the cancer. One
study found a 14 percent differ-
ence between the proportion of
black patients and white patients
who underwent lung resection
surgery after it had been recom-
mended.%3 This seems to be
largely a problem of trust.

Distrust has proven to have a deadly impact
on the beliefs and decision-making of black pa-

Figure 10
Physician Workforce

African American

Asian

4%
White Other
13%

Source: American Medical Association, Physician Characteristics and Distribution in the U.S.,
2001-2002 Edition, and U.S. Census Bureau, 2008.
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tients with lung cancer. One of the
more common misperceptions
about lung cancer in the African
American community is that expo-
sure to air during surgery causes
the tumor to spread. When one
group of patients was questioned
about this belief by researchers,
61 percent of African Americans
believed this was true, 19 percent
were opposed to having surgery on
the basis of this belief, and 14 per-
cent would not believe their doctor
when told the belief was false.®*
Overall, the provider-patient
relationship is strengthened when
patients see themselves as similar

to their physicians in personal beliefs and values.

Patients who feel a rapport with their physician
are more likely to trust them, feel satisfied with
their care and make a commitment to adhere to
treatment recommendations. Being of the same
race is a primary indicator of this perceived simi-
larity.®> Unfortunately, in many communities it is
not easy to find an African American doctor, let
alone a lung cancer specialist. According to the
U.S. Health Resources and Services Administra-
tion, African Americans are significantly under-
represented in the physician workforce, at less
than 4 percent.® (Figure 10)

Poor communication between physicians and
patients is another part of the trust problem. In
one study, researchers surveyed patients before
and after their first visit for suspected lung can-
cer. Before the visit, African American and white
patients expressed similar levels of trust in the
physician they were about to see. But after the
visit, the black patients’ levels of trust went
down, and the white patients’
trust increased. When asked
about the encounter, the African
Americans perceived their doctors
as less supportive, less partnering

‘‘While I believe in
prayer more than
anything else in life,

¢] feel like the people
at the James Cancer Clinic

1-800-LUNG-USA

and less informative.®” These
findings are consistent with
other studies that have found
that white physicians talk less,
and engage in less shared deci-
sion-making with black patients
than with white. It is important
to note that this does not appear
to be discrimination so much as
a failure to communicate. In one
study, the physicians initiated
conversation with all patients
with equal frequency. But the
black patients were less likely to
respond in ways that continued
the information exchange.®®

Fortunately, it is possible for
healthcare providers who are skilled in patient-
centered communication to transcend racial dif-
ferences and increase patients’ perceptions of
similarity. Black patients are more likely to trust
doctors of a different race when they are treated
with respect and concern, and are encouraged to
be involved in treatment decision-making.%®

Cultural competence - the ability to interact
effectively with people of different cultures - is a
critical component of patient-centered care. For
many African Americans that means, in part,
being able to understand the role of religion and
spirituality in their lives. The Institute of Medi-
cine lists spiritual well-being as one of six do-
mains of quality supportive care for those
affected with cancer and other terminal dis-
eases.® Cancer researchers have identified the
reliance on prayer and spiritual healing as a fac-
tor in treatment disparities in the African Ameri-
can community.”® The challenge for healthcare
providers is to accept faith as a key factor for es-
tablishing a strong patient-
physician relationship with their
African American patients, and
to work with it rather than
against it in treatment.

- Diane B.K.

- Michael R.

13
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Racism and Social Stress

For people of color in the
U.S., race and discrimination are
facts of everyday life. Over 30
percent of African Americans
think about their race at least
once a day, compared with only
5 percent of whites. This con-
stant vigilance takes a toll. There
is strong evidence that people
who perceive more discrimina-
tion directed at themselves or
other members of their group
are at greater risk for poor men-
tal and physical health.%® Accord-
ing to the 2003 California Health
Interview Survey, 56 percent of
African Americans in California
reported experiencing racism,
compared to 12 percent of
whites. Those who reported ex-
perience with racism were more
likely to smoke and less likely to
be up-to-date with cancer
screenings.”!

How discrimination affects
health — what biological mecha-
nisms are at work - is not clearly
understood. The experience of

“If you feel like youw’re
under life’s pressures,
you might resort to bad
habits at the time.

— Michael R.

discrimination appears to bring on a physiological

and psychological “fight or flight” stress response.
And in fact, the impact of discrimination on health
appears to be consistent with what we know about
how stress has long-term consequences on health
and well-being.”? Kaiser Permanente and the Cen-
ters for Disease Control and Prevention recently re-

leased findings that stressful and
traumatic childhood experiences
may be associated with an in-
creased risk of lung cancer and
premature death from lung can-
cer. According to the researchers,
this increased risk is only partly
explained by smoking, and other
causative pathways linking stress
and health should be explored.”®

Dr. Camara Jones, Research
Director on Social Determinants of
Health and Equity at the Centers
for Disease Control and Preven-
tion (CDC), has talked about the
need to name the proverbial “ele-
phant in the room” - racism - and
how we must accept the fact that
racism in this country contributes
to poor health, in order to begin
to make changes.” Efforts to re-
duce lung cancer disparities can-
not wait until problems of racism
and discrimination in the country
are eliminated. But those prob-
lems must not be denied if we are
to move forward.
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Progress Made

1-800-LUNG-USA

Lung cancer remains a terrible burden for all patients, families and communities. But in recent

years there has been some progress in preventing and treating the disease. This progress has for the

most part been population-wide: Like the rising tide, it floats all boats. Thanks to the work of advo-

cates and researchers, in the future we expect fewer people of all races and ethnicities will be getting

lung cancer, and there will be better treatments available for those who fall ill.

Tobacco Control

Over the last several decades, tobacco con-
trol measures have decreased the number of
Americans who smoke and protected others from
exposure to secondhand smoke. Successful poli-
cies have included comprehensive state and local
smoke-free air laws, increased cigarette excise
taxes, granting the U.S. Food and Drug Adminis-
tration regulatory control over the manufactur-
ing, distribution and advertising of tobacco
products and increased funding for comprehen-
sive tobacco control and cessation programs. In
fact, decreased tobacco use by young African
Americans has lowered lung cancer rates.”®

Healthy Air
By strengthening and enforcing the Clean Air

Act, including cleaning up diesel engines, outdoor

air pollution has decreased in many parts of the
U.S. Public places and individual homes are in-
creasingly smoke-free.

Research Funding

In fiscal year 2010, the National Institutes of
Health (NIH) spent more than $6 billion on can-
cer research, but only $203 million of that was
spent on lung cancer.”® The American Lung Asso-
ciation Research Program supports clinical, labo-
ratory and epidemiological research on lung
cancer. Along with other advocacy organizations,
the Lung Association continues to fight for in-
creased funding on prevention and treatment of
lung cancer with the goal of increasing five-year
survival rates and reducing death and disease.

Improved Treatments

Although the prognosis for patients with lung
cancer remains poor, early-stage lung cancer is
curable. There are effective treatments for locally
advanced lung cancer and palliative treatments
for later-stage disease that can extend and im-
prove quality of life.”” Researchers are working
hard to develop tests that can detect lung cancer
in its early stages, when it can be treated more
successfully. Researchers are also seeking new
treatments to increase the survival time and
even cure lung cancer.

15
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Areas for Improvement

Focus on Disparities

The advances we have already made will not close the lung cancer disparities gap on their own.

That will require special attention and dedicated resources. In the last decade or so, a broader focus
on health disparities has yielded some successes that can be used as models for improvement in data
collection, systems-change and interventions that are specific to lung cancer.

It is essential to collect better data on
race, socioeconomic status and cultural barriers
to care. However, most hospitals, providers and
insurers do not routinely collect that information,
nor are these data linked to quality measures or
used for quality improvement. Among the many
large-scale efforts to improve data collection:

e The Agency for Healthcare Research and Qual-
ity (AHRQ) National Health Plan Collaborative,
which includes 10 health plans with a total of
87 million enrollees.

e The Center for Healthcare Strategies Disparities
Health Plan Collaborative, which includes 12 Medi-
caid health plans covering 3.2 million enrollees.

e The Health Education Research and Education
Trust created a Disparities Toolkit to aid
providers and health systems to collect accu-
rate data from their patients or caregivers.

The National Business Group on Health has
developed systems-change strategies to en-
gage employers in eliminating health disparities
by changing workplace practices but also in rec-
ognizing their power as healthcare purchasers.
Employers are encouraged to require changes to
their health plans’ structure. They should con-
sider the recruitment and training of health pro-
fessionals, including cultural competency. Data
collection should be used to design programs and
improve case management. Customer service
and communications are also critical.

Private and public organizations are under-
taking national, regional and local efforts to iden-
tify and replicate effective interventions to
reduce healthcare disparities:

e The Health Resources and Services Administration
(HRSA) administers a national program of health
disparities collectives that are developing evi-
dence-based systems for quality improvement.

e The National Quality Forum identified address-

ing healthcare disparities as a national impera-

tive. Included in the set of disparities-sensitive
measures suggested for improvement at the
practice level are tobacco use assessment and
cessation intervention.

The National Medical Association and the Cobb

Institute are partnering to implement a pro-

gram that supports increased involvement of

minority physicians and patients in clinical re-
search, as well as the dissemination of re-
search findings for the better care of patients.

e Public and private health organizations are
partnering with faith communities to develop
community programs such as the University of
California San Francisco Abundant Life Initia-
tive and the Washington State African Ameri-
can Reach and Teach Health (AARTH) Ministry.
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Taking Action

The problem of lung cancer disparities in African Americans has developed over the course of the

history of the United States and will not be eliminated without the commitment of time, resources and

the passion to make a difference. The American Lung Association calls on government agencies, health-

care systems, community leaders and patient advocates to take the following actions to end the tragedy

of too many cases and too many deaths:

e The FDA Tobacco Product Scientific Advi-
sory Committee should complete its review of
the impact of the use of menthol in cigarettes
on the public health, including such use among
children, African Americans, Hispanics and
other racial and ethnic minorities, and issue
its recommendations for the FDA on time.

e The Food and Drug Administration must, as

required by statute, convene key stakeholders,

including local and community-based organizations,
in order to develop an action plan to enforce
restrictions on the promotion and advertising of
menthol and other cigarettes to youth, and to
provide assistance to prevent underage tobacco
use in communities with a disproportionate use
of menthol cigarettes by minors.

States should continue to pass comprehensive

laws prohibiting smoking in all public places.

Health plans and Medicaid should ensure

availability of tobacco cessation programs,

especially those tailored to African Americans
or cessation from menthol cigarettes.

Federal agencies, including the Department

of Housing and Urban Development and the
Department of Defense, should test and correct
radon health hazards in housing that they own
and manage.

e The National Institutes of Health should in-
crease funding for lung cancer research. Addi-
tional research on health disparities, including
lung cancer in African Americans, is needed.

e The Health Care Education Reconciliation
Act of 2010 should be implemented to ensure
access for all to affordable health care.

e Medical education programs nationwide
should recruit minority populations into the
health and medical field, including specialty
fields such as oncology.

¢ Medical education programs nationwide
should educate physicians and other healthcare
providers on successful ways to overcome com-
munication barriers and deliver optimal care in
a culturally competent way.

e African American community and spiritual
leaders should speak up about lung cancer, and the
importance of hope and trust in getting good care.

Concluding Thoughts from Diane and Michael

1-800-LUNG-USA

‘“We have to stop blaming
the victim. We have to
educate people - know your
family history, advocate for
your health, ask questions,
find the answers, even if it’s
uncomfortable for you or
your family in the short
term. You don’t ever know
what it feels like until
you’ve walked in that per-

son’s shoes and then youw’ll
know what you would do
in that situation. Trust in
God, yourself and your
doctors, but ultimately get
treatment because diagno-
sis does not mean death.
But doing nothing or giving
up because you don’t want
to know is the wrong
approach.” - Diane B.K.

“Find a healthier way to
relieve stress from your life
= eat healthy, exercise,
don’t smoke and don’t
even start. It is definitely
addictive. You definitely
have to have a positive
attitude, as best as
possible, and enjoy each

moment that you can.”
- Michael R.
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