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“In this commanding narrative, Dr. Lisa Cooper— groundbreak-
ing researcher, MacArthur Foundation Fellow, founder and di-
rector of the Johns Hopkins Center for Health Equity—outlines
innovative health equity solutions that can move us toward a
societal ‘herd immunity’ where we’re tackling not just clinical
disease but the deep-seated impacts of structural racism.”

— Garth Graham, MD, MPH, Global Head of Public Health, Google Inc. /
former Deputy Assistant Secretary for Minority Health,
US Department of Health and Human Services

“Dr. Cooper’s personal and professional journey is both riv-
eting and inspiring; the scenes from her childhood in Liberia
alone offer a global history lesson that resonates in present-day
America. The unique experiences she brings to this unprece-
dented moment of the intersection of community health and
racial reckoning make Why Are Health Disparities Everyone’s
Problem? not only an essential read but a central question for
our time.”

— Marc H. Morial, President/CEO, National Urban League



“A compelling and enlightening record of Dr. Cooper’s journey
of awakening to the origins and widespread impacts of health
disparities and to the need for health equity in local and global
communities. She shares the richness of her experiences and
the piercing insights that have fueled her celebrated quest to un-
mask the underlying causes of and to propose solutions for the
pervasive and persistent disparities whose deleterious effects

in disadvantaged communities have broad effects on all others.

— James R. Gavin Ill, MD, PhD, Emory University School of Medicine /
Chairman Emeritus, Partnership for a Healthier America,

and author of Dr. Gavin's Health Guide for African Americans:

How to Keep Yourself and Your Children Well

“Drawing on a lifetime of global experiences and decades of
research, Dr. Cooper convincingly argues that racial inequities
are an enormous economic and moral burden that hurts all of us.
With an evidence-informed optimism, Why Are Health Disparities
Everyone’s Problem? is a desperately needed, innovative playbook
to tackle the unfinished chapter in America’s struggle with racial
inequity with renewed vigor and competence. It shows us where
to begin in dismantling the upstream structural factors that
create racial and socioeconomic differences in health.”

— David R. Williams, MPH, PhD, Chair, Department of Social and
Behavioral Sciences, Harvard T. H. Chan School of Public Health
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PREFACE vii

Preface

WE'RE ALL FORMED BY OUR ENVIRONMENTS, experiences, and
opportunities. In my case, those influences are rooted in my child-
hood in sub-Saharan Africa. I'm descended from members of
the rural West African Gola tribe as well as freed slaves and free
Blacks who, with the aid of James Monroe, Francis Scott Key, and
other members of the American Colonization Society, crossed the
Atlantic aboard the USS Harriett in 1829 from Norfolk, Virginia,
bound for the new colony of Liberia. The colonization of free
Blacks in Africa was a divisive issue among Blacks and Whites in
the 1800s, and prospects for the success of Liberia were uncertain.
However, in the decades following its independence in 1847 from
the American Colonization Society, my ancestors experienced
Liberia as one of the most promising countries on the continent,
fueled by income from natural resources, including rubber, iron,
and timber, that bolstered its economic development. You can still
see vestiges of that wealth today in the iron ore, gold, and diamond
mining operations and a few beachfront resorts, but you’ll also
witness the extreme poverty resulting from decades of conflict
and its attending economic collapse, leaving people able to earn
amere $900 average annual household income as of 2017—one-

third of which came from Liberians living abroad.
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Even as a child in the capital city of Monrovia in the 1960s
and 1970s, I could see how opportunity and privilege—or the
lack of them — shape each individual’s trajectory. I was keenly
aware of how fortunate my family was in terms of our quality
of life and good health. From inside the safety and comfort of
the car I traveled in to school and my piano and ballet lessons, I
watched little children even younger than I was carrying their
siblings on their backs, walking barefoot, and needing to con-
tribute to their family’s incomes by selling things on the street.

While I lived in a comfortable home that overlooked the
Atlantic Ocean, many of these children lived in small, crowded
homes with dirt floors; I’d see them carrying buckets of water on
their heads because there was no plumbing. Most children went
to schools that had few chairs and desks, much less the books,
equipment, and well-trained teachers that my school had, right
in the same city. It felt unfair that Id been blessed with safety
and security while those around me suffered from poverty and
poor health. The disparities were all around me —they were
hard to overlook.

My mother, Izetta Roberts Cooper, and my father, Henry
Nehemiah Cooper, both reinforced this awareness of unfairness
while teaching me and my brother and sister the importance of
professionalism and service to others. My father was a surgeon;
my mother was a librarian. Both worked tirelessly to improve the
lives of others, especially those in disadvantaged positions. They

told us that to those whom much is given, much is expected.
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My parents, who were childhood friends, came to the United
States separately in the late 1940s to attend college. My mother
earned her degree in education at Boston University before going
on to the master of library science program at Case Western Uni-
versity, while my father earned his degree in chemistry from Clark
College in Atlanta before moving to Nashville to attend Meharry
Medical College in 1950. He and my mother were married in 1953
when he was a third-year medical student. My father experienced
the deeply embedded racism that all African Americans faced
in the South then—and still encounter now. He, like his fellow
Blacks, was thwarted by “Whites Only” signs, as when he went
to shop for a new clarinet. He was once stopped by a police officer
at night while driving, and he feared for his life during that Jim
Crow era, when many African Americans relied on The Green
Book, a guide that provided them with advice on safe places to
eat and sleep as they traveled through America. The officer said
to him, “Boy, don’t you know that when you leave Atlanta you’re
in the state of Georgia?” making the point that outside of those
city bounds, if a Black man was accused of wrongdoing by a White
person, his fate was sealed, since his voice and life were not worth
much in most of the Southern states, especially outside of urban
areas. These and many other examples of both oblique and bla-
tant racism occurred throughout my parents’ decades in the Unit-
ed States, and it further deepened their empathy and instincts to
help others who were disenfranchised — yet it never seemed to

impact their openness to relationships with people of all races.
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After earning his medical degree, my father did his residency
in general surgery at Meharry, then went on to a surgical oncolo-
gy fellowship at Memorial Sloan Kettering Cancer Center in New
York, before returning to Meharry to serve as chief resident in
surgery. In 1961, with my brother and sister in tow, my parents
returned to Monrovia—much to the pleasure of the Liberian
government, which was sorely in need of trained professionals.
I was born a couple of years later. Not long after their home-
coming, my father became the attending surgeon at the Liberian
Government Hospital in Monrovia. Between 1961 and 1972, he
served on the staff of various hospitals and eventually became
the personal physician to the president of Liberia, William R.
Tolbert Jr. While helping countless patients, my father’s efforts
helped drive the establishment of an unprecedented medical
infrastructure in Liberia.

Meanwhile, my mother was appointed head librarian at the
University of Liberia in Monrovia, a position she held until 1966.
Like my father, she focused her energies and talents on systemic
improvements. She introduced the Dewey Decimal System
into the library, developed an interlibrary system within the
country, ensured that the library’s holdings supported the col-
lege curriculum based on faculty and staff recommendations,
and established the African Room to house books primarily
by and about Liberians as well as books on Liberia and Africa
in general. She also hosted a television program called “The

World of Books” and helped to set up the library for Liberia’s
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longest-serving president, William V. S. Tubman. While she
was contributing all of this and more to our country, she was
simultaneously instilling a love of reading in me. And, through
observing her work with data organization, collections man-
agement and cataloging, I learned about research practices,
leadership, and information management, all of which have
served me well throughout my career.

My parents taught my siblings and me that life was about how
you use your skills and talents to improve the lives of others.
In 1962, they established the Cooper Clinic for Diagnosis and
Special Surgery in Sinkor, Monrovia; President Tubman deliv-
ered the dedication address. The clinic was a small hospital that
provided primary care and specialty services to a broad cross
section of the community. My father oversaw the day-to-day
operations, while my mother assisted at the clinic by managing
purchasing and the dietician staff. During his time there, and as
the first chief medical officer of the John F. Kennedy Hospital in
Monrovia, my father saved countless lives and delivered many
babies. Through his deep connections with our indigenous rel-
atives and their culture, and his command of many of the other
local languages, he was particularly adept at bridging the divide
between the more Westernized, urban, and affluent groups and
the indigenous, rural, and often less economically advantaged
communities in Liberian society. Witnessing the results of his
work taught me the importance of listening to and respecting

patients from all walks of life.
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Beyond their service through their professions, my parents
were also volunteer community activists. My mother was on
the leprosy control board that fought to eradicate what is now
known as Hansen’s disease. In 1977, my father founded the Li-
berian Cancer Society, which was later incorporated into the
International Cancer Society. I spent countless hours listening
to them talk about these initiatives, as well as working at the
Cooper Clinic as a pharmacy assistant, so from a young age I
knew I wanted to study medicine and follow in my parents’
footsteps of giving back.

Through all of their efforts, my parents illustrated the value
of relationships. Family is a vital part of Liberian culture; we
saw our aunts, uncles, and cousins regularly, and we came to
understand the value of loyalty and respect for our elders and
the contributions they made to our country. In addition to my
biological siblings, my parents fostered several children from
parts of Liberia where the schooling was not as strong as in
the capital; these children lived with us as family. My parents
emphasized the importance of maintaining and strengthening
those bonds, and family remains very important to me. They also
introduced us to their friends from all over the world —people
whom they’d met while in school in the United States and whom
they’d come to know through their professional, cultural, and
civic activities in Liberia, including diplomats, missionaries,
and business executives, and we socialized with children from

these diverse backgrounds. Through all of these experiences
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that my parents brought into my life, I acquired a comfort level
working with people from different cultures that would serve
me well decades later in my medical and research careers and
community outreach efforts.

A Violent Homecoming

For most of my childhood, we lived in Congo Town, a suburb
of Monrovia, and I attended the American Cooperative School
nearby. However, since the school was not yet accredited for
US colleges, my parents made the decision to send me to one in
Geneva, Switzerland, to aid in my being accepted to an American
university, as they had both been.

The boarding school world was a different culture from
the one I’d grown accustomed to in Liberia. My friends were
from Germany, Iran, France, England, Turkey, and the United
States. It was a multilingual, international place where people
with different backgrounds intermingled—with lots of diverse
perspectives to be navigated —including our tastes in music,
food, dancing, and beliefs about what constituted cool or un-
cool behavior. I also experienced how it felt to be a minority.
In Liberia, although I’d attended an international school, I was
in my home country, which was led by people who looked like
me from its inception. Now I was in Europe, clearly “different”
and an “outsider.”

During my senior year in 1980, I returned to Liberia for a

cousin’s wedding. Tensions were rising. Liberia had long
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experienced conflicts among different tribal groups as well as
between the descendants of African Americans who founded the
country and indigenous Africans. Until 1980, a small group of
descendants of slaves and free Blacks, infamously called “Amer-
ico-Liberians” by foreigners or “Congo People” by indigenous
Liberians, held power and controlled the government. But on my
seventeenth birthday, April 12,1980, the government of Liberia
was overthrown in a bloody coup. That day, our American-
descended president Tolbert—while still my father’s patient—
was assassinated by a member of the Krahn tribe named Samuel
Doe, throwing the country into turmoil. Doe immediately estab-
lished a military regime called the People’s Redemption Council
and garnered early support from a large number of indigenous
ethnic groups that had been largely excluded from power since
the country was founded. Doe dealt violently with the oppo-
sition, in part fueled by his fear of a countercoup. During this
time, soldiers went from house to house terrorizing people,
especially those who were considered to be the privileged class
of Liberians, like my family. A number of my relatives and friends
were raped, killed, or otherwise victimized. Many of my friends’
parents were murdered because they were either involved in
government or because they belonged to the middle or upper
class, or were considered to be not fully Liberian because of their
ancestry from other parts of Africa or America.

My father was arrested while driving to the hospital to treat

victims of the violence. He was stopped, pulled out of his car, and
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beaten by soldiers because they saw him as one of the privileged
class. I'was petrified —I remember thinking that we were all go-
ing to die, that I'would never grow up. I would never achieve my
dream of becoming a doctor and coming back home to help make
things better for those children who didn’t have the good life
that I’d had. And for the first time, I understood what it was like
to be in a minority group without the power to protect myself.
Suddenly, I was on the other side of the equation. Experiencing
such powerlessness and being surrounded by such violence had
a pivotal impact on my understanding of how social injustice
harms everyone within a society over time, and in particular
harms the relationships among groups that experience different

levels of advantage and disadvantage.

A Descendant of Slavery Arrives in America

We couldn’t have fathomed it then, but things would become
evenworse in Liberia. The 1980 coup began 23 years of intermit-
tent unrest and eventually led to civil war that wreaked havoc on
the infrastructure and impoverished the nation. Up to a quarter
of a million people were killed in those years, while thousands
more were forced from their homes. Fortunately, my family sur-
vived that first explosion of violence; my parents acted quickly,
allowing us to leave for the United States in 1980. A letter of
acceptance to Emory College, arriving at the US Embassy in
Liberia, facilitated my getting a student visa and traveling to

America, alone at seventeen, just weeks after the coup, with my
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most valuable belongings sewn into my clothes for safekeeping.
The rest of my family arrived in the following months.

Although I’d vacationed in the United States with my family
before, I’d never lived here. So when I arrived, I had to make
some adjustments and find my place within the broader cul-
ture —in the same state where my father had been threatened
by that police officer 20 years before. I found a sense of kinship
with African Americans in the South because so many of the
customs reminded me of my family and friends at home. And I
began to understand what it meant to be Black in America, be-
cause when people saw me, they didn’t differentiate me in any
way from my African American friends. Rather, they simply saw
a Black woman. I studied hard at Emory College for four years
and received a bachelor’s degree in chemistry. I truly felt those
four years saved my life—not only figuratively—and for that
reason I remain a loyal alumna.

After graduation, I went on to the University of North Car-
olina for medical school, and then completed my internship
and residency in internal medicine at the University of Mary-
land Medical Center, a large inner-city hospital in Baltimore.
Throughout my training, I expected that I’d return to Africa
to make a difference within the community in which I’d been
raised. But when I completed my residency in 1991, the ongoing
civil war in Liberia prevented my return. Moreover, after so
many years of training, Baltimore had become my new home.

During my residency, I realized that the conditions in which
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many people were living in Baltimore paralleled what I'd wit-
nessed on the streets of Liberia. People faced similar financial
struggles, neighborhood safety issues, and reduced job opportu-
nities. Many had to choose between paying for food, their chil-
dren’s educational needs, or their medication. Many had health
problems that persisted from generation to generation. Just as
I’d been inspired as a child to help the children struggling on the
streets of Liberia, I now felt inspired to help the underserved
people with whom I interacted on a daily basis in Baltimore.

One thing in particular caught my attention during my res-
idency: I became aware of how many problems were related to
differences in life experiences between patients and health care
providers. Many of these social gaps were similar to those I’d
seen between poor people in Liberia and my upper-middle-class
family and our international friends. Disconnects in commu-
nication, trust, respect, and understanding were undermining
the health care of patients from underserved communities, who
were overwhelmingly African American.

These experiences led me to pursue further training in public
health. I attended the Johns Hopkins School of Medicine, where
I completed a general internal medicine fellowship and obtained
amaster’s degree in public health from the Bloomberg School of
Public Health. After completing my fellowship in 1994, I joined
the university faculty, which I've been a part of ever since. I be-
gan my career as a practicing internal medicine physician, but

soon my roles expanded to include those of a clinical and public
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health researcher, mentor, teacher, leader, and a social justice
advocate and activist.

During my early years on the Hopkins faculty, some of my
colleagues discouraged me from working in the area of health
disparities. They thought that line of research lacked prestige,
and that I’d be unlikely to find sources of funding to support my
work. Many people at my institution and in the medical field at
that time didn’t see health or health care disparities as a major
issue to be addressed by academic medicine, but rather more
by public health and the social sciences. There were many chal-
lenges—not enough administrative support, rejections from
journal editors, harsh reviews of grant proposals, and doubts
about the rigor of my research and the broad relevance of the
topic. With the encouragement of a precious few including my
mentors Daniel Ford, David Levine, Debra Roter, and Neil Powe,
I persevered, staying focused on my goals and committed to my
beliefs, and eventually met with great success by the standards
of academia. When I was promoted to full professor in 2007, I
became the first woman of African descent to achieve that dis-
tinction at Johns Hopkins University School of Medicine—more
than 100 years after its founding.

Being the first of anything creates both opportunities and
challenges. The people I've met along this journey have taught
me so much, and I want to share those lessons with you in this
book. I'll write about what drew me into this field, about my

transition from local work in Baltimore to global work back in
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West Africa, and about what we can all do to work together to
end health disparities for the common good. But before we begin,
it’s important to understand a bit about those who taught me,

the context of my work, and why health equity is so important.

Receiving and Giving through Mentoring

Throughout my life and education, I’ve been incredibly bless-
ed and guided by a diverse group of mentors and role models.
They’ve come from many different racial backgrounds, age
groups, genders, religions, and specialties. I've needed all their
values to teach me what I know about science, medicine, rela-
tionships, and life. They also taught me the importance of lead-
ing by example through demonstrating my values and behaviors
to those who will follow me. Dr. Ford taught me the importance
of having a specific focus— something that would make my work
stand out from that of others—and of being a resourceful and
generous collaborator. Dr. Levine encouraged me to stay true to
my values through my behaviors and modeled the competence,
benevolence, and advocacy that would engender trust from my
colleagues and community partners. Dr. Roter set the example
for the enthusiasm, optimism, and resilience I would need in
my career, the fearlessness in pursuing questions others had
not contemplated, and the balanced approach to family and
self-care. Dr. Powe modeled the importance of determination,
perseverance, scientific rigor, and a skilled approach to lever-

aging professional networks.
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Youwll hear more about one of my influential role models,
Elijah Saunders, in chapter 1. Another pivotal role model on
my journey was Levi Watkins Jr. Dr. Watkins grew up in Ala-
bama and, as a teenager, served as a driver for the Reverend
Martin Luther King Jr. He was the first African American to be
admitted to and graduate from Vanderbilt University’s School
of Medicine and the first African American surgical resident
at Johns Hopkins. In 1980, he implanted the world’s first au-
tomatic defibrillator in humans. He was a civil rights activist
who dedicated his entire life to achieving social justice, equity,
and inclusion in medicine in his community and in our larger
society.

I first met Dr. Watkins at a welcome reception that he hosted
for incoming underrepresented minority students, residents,
and postdoctoral fellows. This was an institutional tradition he
had begun early in his tenure at Johns Hopkins that continues to
this day. A few years later, when I applied for the Robert Wood
Johnson Foundation’s Amos Medical Faculty Development Pro-
gram (a prestigious program created to increase the number
of faculty from historically disadvantaged backgrounds who
achieve senior rank in academic medicine, dentistry, or nursing
and who can foster the development of subsequent generations
of scientists), I sought him out, knowing that he served on the
National Advisory Committee. He shared his wisdom with me,
supported me through the application process, and continued

to advocate for me throughout my career.
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Dr. Watkins inspired me to continue to pursue my profes-
sional goals in health equity research at a time when it was
difficult to be funded to do that kind of work, and when this
area of research was not yet recognized as a scientific disci-
pline. He also taught me a lot about faith and courage. He was
outspoken and encouraged me to call out the injustices I saw
in health care. Yet he also let me know that he was familiar with
fear. He’d grown up in a time when it wasn’t safe to speak out
about issues like racial discrimination and social injustice. He
said and demonstrated through his actions that if you had faith
in yourself and also in something bigger than yourself, you
could move past any fears you had. When he died unexpectedly
in 2015 at the age of 70, I resolved to honor his memory and
carry on his legacy.

It’s critically important in the world of medicine and pub-
lic health to pass on information, skills, and ways of thinking
to the next generation who will carry the torches forward to
heal patients and whole communities in the future. Just as I
looked to echo my parents’ contributions to medicine and
society, my mentors and role models inspired me to become
a devoted mentor. In addition to providing me with a power-
ful professional network of peers and role models across the
country, my selection as a 1995 scholar in the Robert Wood
Johnson Foundation’s Amos Medical Faculty Development
Program provided four years of salary support to protect my

time for research and additional funding that solidified my
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foundation as aleading health disparities researcher and men-
tor for future generations. The National Advisory Committee
members and specifically, two persons from that program,
James R. Gavin III, a renowned physician scientist in the area
of diabetes and National Program Office Director from 1993
to 2013, and Ruby Puryear Hearn, a biophysicist, one of the
creators of the program, and a senior vice president at the
foundation, remain my staunchest professional role models
and sponsors. From 2006 to 2016, a Midcareer Investigator
Award in Patient-Oriented Research from the National In-
stitutes of Health provided additional funding toward this
effort, as the award does for other mid-career and senior sci-
entists by protecting their time for research and mentoring.
I also participated in an innovative program called Culture
Change in Academic Medicine (C-Change) at the Leader-
ship and Mentoring Institute at Brandeis University, which
provided excellent training through a year-long group peer
mentoring approach and time to envision writing this book.
All of these experiences prepared and motivated me to mentor
more than 75 individuals from various disciplines and clinical
specialties and at various levels of training over the course of
my career. Through mentoring, I not only pass along what I've
been taught and what I’ve discovered, but I also, through the
knowledge and experiences of my mentees, stay current and
develop a broader understanding of the field through their

varied interests, skills, and connections.
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How Health Disparities Affect Everyone

I began writing this book in the first half of 2020 when the
COVID-19 pandemic spread across the world, bringing to light
health disparities that have existed among minority and at-risk
communities worldwide for many generations. Another trauma
burst into view in the United States a few months later sparked
by the brutal killing of George Floyd in Minneapolis, which set
off worldwide protests against systematic racism. Like other
health disparities, the epidemic of Black men and women dying
violently at the hands of police is one of very long standing. The
extent of anti-Black racism becomes evident when people see an
unarmed African American man suffocated by police, but many
other inequities are less obvious. By the fall of 2020, more than
a million lives had been lost around the world due to the pan-
demic—more than 200,000 in the United States alone —and
racial tensions persist.

Both crises fostered a sense of community bereavement—a
collective, cumulative grief—here and abroad that in turn
prompted civic actions like marches and deeper examinations
of everything from police apprehension tactics to the designs of
state flags to “vaccine nationalism”—when countries, particu-
larly those with more wealth, secure doses of vaccines for their
own citizens before the vaccines are made available in other,
typically poorer, countries. They demonstrate the essential need
for societies to achieve not just health equity but social justice as

well. Before the pandemic, minority communities were already
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disproportionately affected by systemic racism. They endured
a confluence of factors—not having access to healthy food or
effective education, multiple generations living crowded in small
houses, having to rely solely on public transportation to travel to
essential jobs that pay low wages and offer few benefits, and
having less access to health care, both financially and geograph-
ically. This history of institutionalized, sanctioned mistreat-
ment made minority populations especially vulnerable when
the COVID-19 pandemic struck.

Yet the pandemic and the protests also revealed how in-
terconnected and vulnerable we all are. Because we’ve all felt
their impacts on our daily lives and freedoms, as well as on the
economiic stability of the entire country, they showed that our
well-being depends as much on those around us as on ourselves.
The striking racial and ethnic disparities reported for COVID-19
(discussed in more depth in chapter 7) are a clear reminder that
failure to protect the most vulnerable members of society not
only harms them but places everyone at risk. COVID-19 dis-
parities are not solely the responsibility of those experiencing
them. People from high-risk groups live in neighborhoods where
opportunities to access health care and obtain safe housing and
healthy food are limited. Essential workers, many of whom are
from these groups, often don’t have benefits such as sick leave
and health insurance, which would permit them to self-quaran-
tine or to access health care without penalties. Disparities reflect

social policies and systems that we, as a society, have allowed
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to create these everyday injustices that become magnified in
times of crisis.

The United States and other countries must develop a new
kind of “herd immunity,” where all racial, ethnic, and social
class groups become protected from the effects—those easily
witnessed, and those less visible — of societal discrimination
and disadvantage.' Physical and emotional well-being are human
rights—everyone deserves the opportunity to live a healthy life.
The basic needs we all require for this are stable housing, safe
environments, food security, access to a good education, jobs
that pay a living wage, and high-quality health care. My hope is
that through reading this book, your awareness will be sharp-
ened so that you’ll be able to see the injustices around you and
call them out. It may not be possible for one person to reverse
the tide, but together, through conversations that prompt pol-
icy-shaping actions, we can raise our collective consciousness.
The great seal of the United States includes the motto e pluribus
unum— out of many, one. We’re each a part of America, and we
all deserve equal treatment across all available opportunities and
hard-won rights. But each of us must also contribute to making
that vision a reality.
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INTRODUCTION

Five Miles Apart

IMAGINE TWO 60-YEAR-OLD WOMEN, one African American and
the other White. The first woman, Anita Jones, lives in Baltimore’s
Latrobe Homes neighborhood. Anita’s husband, who had worked
asamass transit bus driver, died of a heart attack several years ago,
and ever since, she’s struggled to make ends meet. She graduated
from high school but never went to college, so it’s been hard for
her to find a good job that also pays benefits. Instead, she has
two part-time jobs—one as a food service worker at a downtown
hospital, the other as a call center telemarketer—that together
pay her $35,000 a year. While that salary never stretches far, she
now supports her daughter and grandson, who recently moved
into her small apartment after her daughter lost her job.

Anita rarely goes to doctors. Neither of her jobs provides
health insurance, and she’s both too young to receive Medicare
and slightly over the income threshold for Medicaid. And with
two more mouths to feed, she had to give up her Affordable Care
Actinsurance, which cost hundreds a month. It’s hard to find the

time to go anyway, given juggling two job schedules. A doctor
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at her hospital’s emergency room put Anita on medication for
her high blood pressure after she was feeling faint during a shift,
but she takes it sporadically. She’s not entirely convinced that
she needs it— she feels better—and she tries to save the money
because without insurance, the medication costs $20 a month.
That same doctor also told her that she’s prediabetic and needs
to manage her diet if she doesn’t want to get diabetes. She knows
she should eat healthier, but cooking old family recipes on her
rare days off is one of her biggest pleasures outside of church.
Making those dishes is a way to show her love to her daughter
and grandchild, even if her jobs usually prevent her from sitting

down to dinner with them.
A WORLD AWAY

Deborah Clark, a White woman, lives less than five miles away
from Anita in Baltimore’s affluent Roland Park neighborhood.
Her husband works for J. P. Morgan, where he earns $225,000 a
year. Deborah was a stay-at-home mom when they were raising
their sons, but now that they’re grown she spends her free time
volunteering at the library a few blocks away and organizing
fundraising events for the hospital where Anita works. In fact,
although they’ve never met, Anita has served food at some of
Deborah’s parties to earn a little extra money.

Deborah receives her health insurance through her husband’s

joband regularly visits doctors. Like Anita, she’s overweight and
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suffers from high blood pressure. She takes two medications to
control her blood pressure, and although one of them has some
side effects, they’re nothing she can’t handle. Five years ago,
she was diagnosed with breast cancer after her annual mammo-
gram revealed a lump. Fortunately, they caught it early, and she
received surgery and radiation at one of the best cancer centers
in the country. She’s been in remission ever since and has made
her health a priority. She goes on a three-mile walk through
the park every day, buys lots of fresh fruits and vegetables, and
rarely goes out to eat. Both she and her husband belong to the
same gym— he’s overweight, too—although neither of them
uses it often. But when Deborah goes in for her twice-yearly
checkup, she’s told that she’s in excellent health. She’s more
worried about her husband’s weight because his father died of
a heart attack, but she feels better when the doctor—an old
friend of the family—takes the time to discuss a new clinical
study for a promising weight-loss program that her husband
might qualify for.

Back to East Baltimore: Since that ER visit, Anita has been
trying to lose some weight and get a little exercise, but she hasn’t
been successful. The only place to buy groceries in her neighbor-
hood is a corner market along her walk to and from the bus stop
that stocks mainly canned and prepackaged goods. She likes to
walk, but she doesn’t feel safe in her neighborhood (police sirens
are aregular part of life) and there aren’t any parks nearby. The

meals that are a perk of her job at the hospital are convenient
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and she’s glad to save that money, but the food tends to be load-
ed with excess salt, sugars, and fats.

Anita’s health grows steadily worse over her sixtieth year,
and finally her daughter convinces her to see a doctor at a clinic
that offers a sliding-scale payment option. After a long time in
the waiting room, Anita is seen by a young White doctor. Al-
though he’s polite and asks her a few questions at the beginning
of the appointment, he spends most of the time insisting that
she needs to take her blood pressure medicine. He also tells her
that at the rate she’s going with her weight, “you’ll have diabetes
by the end of the year.” Anita tries to talk to him about why she
can’t take her medicine, but leaves the visit feeling worse about
her health and her circumstances than ever before and guilty
for not being able to stick to a better diet. The doctor seems a
little distracted and in a hurry to end the consultation, so she
forgets to tell him she’s been getting headaches a lot more than
usual, too.

A month later, Anita falls to the floor as she gets out of bed.
The right side of her body is weak, and she has a numbness and
tingling on that side as well. Her daughter is taking her grandson
to school, so she’s all alone. Although she considers calling for
an ambulance, she knows that they could never recover from
the cost of being treated in the emergency room again. She
manages to get to the kitchen, where she takes two of her blood
pressure pills and then sits in the armchair by the door, praying

until her daughter gets home and can help her figure out what to
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do. But by the time her daughter arrives, Anita is unconscious.
Her daughter calls 911, but the paramedics arrive too late, and
Anita is pronounced dead at the scene. Cause of death: stroke.

She was 61 years old.
A DIFFERENCE IN OUTCOMES

One afternoon at their grandson’s baseball game, Deborah’s
husband clutches his chest and his face turns beet red. “Call
911,” he says. The EMTs arrive within a few minutes and are
able to restart her husband’s heart with the defibrillator on the
way to the hospital.

As Deborah often remarks later, it was the wake-up call that
her husband needed to pay attention to his health once and for
all. He has a procedure to remove the blockage in a major blood
vessel in his heart and spends a week recovering in the hospital,
all of which is paid for by his insurance. When he gets home, he
slowly but surely loses the weight, helped by a physical ther-
apist, a nutritionist, and his general practitioner, all of whom
he sees by paying $25 copays. He lives until he’s 83. Deborah
passes away peacefully at 91 with her sons and grandchildren

at her side.

Although they lived just five miles from one another, Anita and
Deborah’s stories illustrate the breadth and depth of the health
disparities that exist in the United States. The two women and
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their husbands suffered from similar health conditions, but their
outcomes were vastly different due to the significant discrepan-
cies in their life circumstances, the types of health services that
were available to them, the care they received, and the manner
in which they received that care.

I've worked in Baltimore for 30 years now. For the past sever-
al years, I've seen patients at the East Baltimore Medical Center
in Madison East End, where Anita worked and lived. Home
mostly to racial and ethnic minority groups, the neighborhood
has an average household income of $30,389, a life expectancy
at birth of 64.8 years, and a homicide rate of 46.3 per 10,000
people. Just five miles away in Roland Park, where Deborah lived
in a predominantly White, wealthy Baltimore neighborhood,
the average household income is $90,492, the life expectancy at
birth is 83.1 years, and the homicide rate is 4.1 per 10,000 people.
These differences are hard to comprehend—and completely
unacceptable. How can their life expectancies differ by 20 years
when Anita and Deborah live so close to one another? Yet the
same is true for many cities, not just in the United States, but

around the world.
HEALTH DISPARITIES AND HEALTH EQUITY

Health disparities like these have become a focus of academic,
medical, and political attention over the past several decades.!
In the United States, the 1985 Heckler Report on Black and
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Minority Health marked the first time that the federal gov-
ernment convened a group to conduct a comprehensive study
of racial and ethnic minority health.> Under the leadership
of former Secretary of Health and Human Services Margaret
Heckler, this landmark report elevated minority health to the
national stage by pointing out that Blacks and other minori-
ties disproportionately experience more deaths from certain
diseases than do Whites, in part because of inequities in their
health care. The report presented many recommendations,

including:

*  emphasizing prevention and primary care;

*  expanding prenatal Medicaid benefits;

* increasing minority communities’ access to health
professionals and medical care;

»  increasing collaborative efforts of state and local
governments, professional associations, and other
health-related organizations;

* improving data quality; and

e aresearch agenda that would increase risk factor
identification, focus on health education, and elucidate

the relationship between sociocultural factors and health.

The Heckler Report served as a catalyst for the creation of the
Department of Health and Human Services’ Office of Minority
Health (OMH) in 1986 and the Centers for Disease Control
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and Prevention’s office focused on minority health in 1988 to
drive programs and policies that eliminate or reduce health
disparities. The report also led to the funding of research studies
such as the Strong Heart Study, a large study of cardiovascular
disease and its risk factors among native Americans, and the
Jackson Heart Study, the largest study in history to investigate
the risk factors for high blood pressure, heart disease, stroke,
and diabetes in African Americans. Later, the Food and Drug
Administration and many states and territories would establish
offices focused on minority health.

In 1993, the Health Revitalization Act established the Office
of Research on Minority Health which built upon the work of
the OMH to support a better organized, more collaborative,
and more financially aware approach to studies of minority
health. It also worked toward the inclusion of members of mi-
nority groups as subjects in such clinical research. At that time,
most of the science focused on documenting the existence of
disparities in health and health care by race. When the term
health disparity came into use in the United States in the early
1990s, it was intended to indicate a specific kind of difference
in health between groups —that is, worse health among social-
ly disadvantaged groups, such as racial and ethnic minorities
and socioeconomically disadvantaged persons of any racial or
ethnic group. For many years, however, the term was used more
generally to describe differences in health between population

groups without further specification.
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In 2000, under the leadership of President Bill Clinton, the
Minority Health and Health Disparities Research and Education
Act was passed, which established the Center for Minority
Health and Health Disparities at the National Institutes of
Health and the Healthy People 2010 agenda. Under the leader-
ship of US Surgeon General David Satcher, the two overarching
goals of Healthy People 2010 were to increase quality and years
of healthy life and to eliminate health disparities. By 2010, when
Healthy People 2020 was released, the term health disparities was
used more specifically to denote a health difference that is close-
ly linked with economic, social, or environmental disadvantage.
Between 2010 and 2020, many strides were made in the health of
Americans: life expectancy at birth increased, and rates of death
from coronary heart disease and stroke decreased. However, it’s
apparent that many public health challenges remain and that
significant health disparities persist.

Meanwhile, in the United Kingdom, the Black Report
(named for Sir Douglas Black, president of the Royal College
of Physicians) in 1980 was the first official government report
in the developed world to document the extent of health in-
equalities between rich and poor.? This report found that the
more income people earn and the higher they are on the social
scale, the better their health. Margaret Whitehead, a professor
of public health, wrote a follow-up to this report. She defined
health inequities in 1995 as health differences that are avoid-

able, unnecessary, and unjust.* Health inequities is the term
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used in most countries, where it’s generally assumed to refer to
socioeconomic differences in health. In 2005, the World Health
Organization (WHO) established the Commission on Social
Determinants of Health to draw attention to the conditions
that underlie inequitable health differences. These determi-
nants are the “conditions in which people are born, grow, live,
work and age,” the commission wrote. “These circumstances
are shaped by the distribution of money, power and resources
at global, national and local levels.”s The commission’s final
report was completed in 2008, stating “within countries, the
differences in life chances are dramatic and are seen in all
countries —even the richest.” This wasn’t the first examina-
tion of the role of social and environmental factors in health,
but in the past, global health agendas tended to alternate be-
tween a focus on biological and technological approaches to
medical care and public health developed in siloes, and on the
other hand, health solutions developed through broad multi-
sector societal collaborations. The commission’s purpose was
to reinforce the latter, broader understanding of health and
revitalize the WHO’s constitutional commitments to health
equity and social justice.

The WHO defines health equity as “the absence of avoid-
able or remediable differences among groups of people, wheth-
er those groups are defined socially, economically, demograph-
ically, or geographically or by other means of stratification.”

Put simply, health equity is when everyone has fair access



INTRODUCTION 11

and opportunities to achieve optimal health and no one is
denied those opportunities because of socially determined
circumstances.

The WHO also states that health inequities “involve more
than inequality with respect to health determinants, ac-
cess to resources needed to improve and maintain health
or health outcomes. They also entail a failure to avoid or
overcome inequalities that infringe on fairness and human
rights norms.”®Health inequities are the result of disparities,
which are avoidable inequalities between groups of people
within countries and between countries. Health disparities
negatively affect groups of people who have systematically
experienced greater social or economic obstacles to achieving
good health based on their racial or ethnic group, religion, so-
cioeconomic status, gender, mental health, cognitive, sensory,
or physical disability, sexual orientation, geographic location,
or other characteristics historically linked to discrimination

or exclusion.

THE SOURCES OF HEALTH INEQUITIES

Health equity seems simple enough, right? It only makes sense
that everyone should receive a fair opportunity to remain or
become well. However straightforward it seems, the fact is that
health inequities exist in nations around the world, although

they take many different forms. They result from complex,
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interrelated, and long-standing disparities, and their elim-
ination is similarly complicated. These disparities include
socioeconomic factors, environmental factors, discrimination,
cultural factors, health-risk behavior, biological factors, access
to health care, and quality of health care.

Although health equity may sound the same as health equal-
ity, in fact these terms imply different outcomes. Health equality
means that everyone receives the same treatment— for exam-
ple, providing all patients who have hypertension with pill boxes
to help them remember to take their medication and home
blood pressure monitors that transmit readings to the physician
through a mobile app. However, individuals with lower levels of
education, income, and familiarity with technology might need
more assistance to use these tools effectively, including perhaps
a community health worker to teach them how to measure their
blood pressure correctly and use the app and financial vouchers
to cover the costs of broadband access or cellular service. Equal-
ity aims to promote fairness, but it can only work if everyone
starts from the same place and needs the same things. Equity
means that everyone is given what they need to be successful,
even if those opportunities come in different forms and are
used in different ways. To achieve health equity, underserved
communities may require more or different resources than
more advantaged communities, not just equal resources, to
have the same opportunities for good health that the rest of the

population enjoys.



EQUALITY

It’s commonly believed that if everyone has equal health care resources,

each one of us will be healthy, but equality isn’t the same thing as equity.
This graphic from the Robert Wood Johnson Foundation’s Culture of Health
Initiative shows that “when it comes to expanding opportunities for health,
thinking the same approach will work universally is like expecting everyone
to be able to ride the same bike.” We won’t achieve equity by giving everyone
the same thing or starting them from exactly the same place, but by giving
each person or group the resources they specifically need for optimal health

and well-being.

Source: Robert Wood Johnson Foundation
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The distinction between health equality and health equi-
ty may seem abstract, but the difference is critical in public
health, with life-altering and life-threatening implications for
disadvantaged communities. Striving and planning for equity
can help ensure that resources are directed appropriately and
support the continuous process of meeting people where they
are. Health equity is not just an important moral goal. Policies
that promote equity can help, directly and indirectly, reduce
poverty, foster social cohesion, and reduce political conflict.
Higher rates of chronic and costly conditions, combined with
high rates of uninsured individuals among lower socioeconomic
and minority groups, result in a greater reliance on emergency
services, higher treatment costs for which communities bear
the burden, and a financial strain on providers and tax-funded
government programs. Health equity, paired with preventive
medicine and early interventions, can save both money and
lives. Take, for example, curb cuts for disabled persons using
wheelchairs—these also help parents using strollers, bikers,
and people using grocery carts. So a solution aimed at one group
facing inequity actually may end up helping many others.

Furthermore, as I'll emphasize throughout this book, just
as solutions for one group can benefit many others, health dis-
parities are everyone’s problem—we’re all connected, as the
COVID-19 pandemic has so clearly illustrated. Systemic injus-
tices (and everyday injustices or microaggressions) prevent

everyone from having a fair opportunity to live the healthiest
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life possible, both physically and psychologically. These issues
intersect with many other societal problems, including structur-
al racism, socioeconomic disparities, lack of affordable and safe
housing and healthy food, negative environmental exposures,
and discriminatory institutional practices. If anyone is denied
the best opportunities to be healthy, people across all groups,
not only the immediately impacted group, can be harmed. I’ll
delve more into this issue, including my personal experiences
with how this manifests, in later chapters. For all these reasons,
achieving health equity will require a universal commitment to
social justice.

In 2006, US Surgeon General David Satcher wrote, “We can
achieve health equity in America, but first, we all must care
enough, know enough, do enough, and persist long enough.””
This statement has inspired me to stay the course even when
the journey has become difficult. Caring, knowing, and persist-
ing, though, are not abstractions; these active commitments
become critical in our daily recognition of the impacts of these

disparities on individuals—and our role in addressing them.



How Is Racism
a Public Health Issue?

A large body of scientific evidence links various manifestations of
racism to poor health among the members of communities impacted
by it. Experts from public health and the social sciences describe three
major pathways that link racism to inequities in society and health:
cultural racism, institutional racism, and individual racism.

Cultural racismis the weaving of ideas about the inferiority of Blacks
and other people of color into the beliefs, values, and social patterns
of our society. Cultural racism leads to:
® negative stereotypes and prejudices;

e |ack of support for policies that support equity and social justice;

® negative emotional responses among people in marginalized
groups; and

e |imited access to opportunities.

Institutional racism is reflected in policies and organizational struc-

tures that allow the dominant group (in the United States, White peo-

ple) to withhold advantageous opportunities and resources from

Blacks and other marginalized racial and ethnic groups. It manifests

in poor health by reducing access to key resources, including health

care, healthful food, good education, well-paying jobs, and safe envi-

ronments. Examples of institutional racism include:

e residential segregation and redlining;

e |ack of diversity among business, health care, political, and other
sector leaders; and

e income and wealth disparities.



Individual-level racism is expressed through peoples’ interpersonal
relationships. It's reflected in bias and stereotyping behaviors and
discriminatory treatment in several arenas, including:

e home and car purchasing;

® mortgage and other bank loans;

o employment;

e health care;

e policing;

e criminal sentences; and

e school-based disciplinary actions.

All three levels of racism are believed to contribute to poor health,

although the most direct links are evident in individual-level racism,

which produces psychological and behavioral responses and biolog-

ical reactions within targeted persons, including:

e internalized racism or self-stereotyping;

e poorer mental health;

e higher rates of smoking and alcohol use;

e |ower rates of adherence to prescribed medications and medical
appointments;

e higher levels of stress hormones, blood pressure, inflammation,
and weight; and

e higher rates of hypertension and heart disease, premature
aging, and death.
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CHAPTER 1

The Personhood of Patients
LEARNING BY EXAMPLE

MY FATHER WAS MY FIRST ROLE MODEL for how a patient
should be treated. Many of my friends and their parents told
me how much they admired him and how he had provided just
the right medication, performed a life-saving surgical proce-
dure on them, or simply listened to them and comforted them
during a difficult time. He took the time to know their families
and hear their stories. While in this era of ever-more patients,
ever-shorter office visits, and ever-greater documentation de-
mands on health care workers it’s harder to reach that level of
knowledge, he lived the words of Sir William Osler (the famous
clinician and diagnostician—and the first physician-in-chief
of the Johns Hopkins Hospital): “It is much more important
to know what sort of patient has a disease than what sort of
disease a patient has.”

Other than my father, perhaps the person who taught me the
most about patient-physician relationships was Elijah Saunders,
whom I met when I was a medical resident at the University of

Maryland Hospital. Dr. Saunders was extraordinarily learned and
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had awealth of clinical experience, yet he was always humble and
respectful in his interactions with patients and colleagues alike.
He spent many hours late into the evenings and on weekends
pursuing the appropriate tests and consultations from special-
ists to ensure that his patients were getting the best clinical
management. He had a life-long commitment to learning, often
citing the most recent journal articles on topics relevant to a
patient’s care and encouraging his residents to seek the most
current evidence to guide decisions.

Over the time that we worked together, I saw Dr. Saunders
use many relationship-building approaches. He listened to
patients and their family members with respect, solicited their
concerns and opinions about diagnoses and treatments, answered
their questions, empathized with them, and demonstrated his
commitment to them and their well-being. Dr. Saunders taught
me the importance of putting the patient first. And because
he knew so much about his patients, their family members,
and the communities in which they lived, he also taught me
the importance of understanding patients’ unique needs and

circumstances.

UNDERSTANDING WHAT PEOPLE NEED

A few months after I completed my fellowship training and
joined the faculty at Johns Hopkins on the clinical investi-

gator track, I was excited to see that the health care field was
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beginning to place a new focus on addressing patients’ needs
and concerns through a movement toward “patient-centered
care.” The phrase had been introduced by psychoanalyst Mi-
chael Balint in 1964 to express the belief that each patient “has
to be understood as a unique human-being.”* Over time, it
had evolved from a guide for individual clinicians interacting
with individual patients to a comprehensive way of delivering
health services for any organization; it encompassed domains
such as understanding the whole person from biopsychosocial
perspectives, seeking common ground or sharing power and
responsibility, and the patient-doctor relationship (a thera-
peutic alliance with agreement on goals of treatment and tasks
and a personal bond based on reciprocal positive regard).?
I received my first grant from the Picker-Commonwealth
Scholars Program, developed to contribute new talent in re-
search on patient-centered care,® which launched my research
career. I would still see patients and teach medical and public
health students, but now it was clear that most of my time
would be spent doing clinical research.

To help the socially disadvantaged groups surrounding me,
I needed to learn more about what they wanted, needed, and
received. How do attitudes and beliefs affect relationships,
the quality of care, and health outcomes? I needed to examine
the ways in which patients from African-American and other
vulnerable communities viewed health and used the health

care system.
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To look at these questions, I began to study patients’ atti-
tudes and preferences regarding mental health. I focused on
mental health because I noticed that it was one of those areas
in which African American patients and their doctors seemed
to have challenges getting on the same page. Patients would
complain about physical symptoms such as fatigue, headaches,
or pain, and doctors would end up ordering a lot of tests before
realizing that the patient might have depression or anxiety. In
fact, when asked directly about depression or anxiety, a lot of
my African American patients would tell me, “I'm too blessed
to be stressed.”

My first study involved three focus group discussions related
to patient experiences and concerns regarding treatment for
depression.* The first focus group comprised seven health pro-
fessionals—four physicians and three social workers —involved
in the care of patients with depression; the second comprised
eight White patients with a recent episode of depression; and the
third comprised eight Black patients with a recent episode of de-
pression. The study divided Black and White patients into groups
to better understand how patient attitudes, preferences, and
help-seeking behaviors might vary across racial groups. Ques-
tions asked during these focus groups addressed experience with
depression, seeking help from health professionals or others for
one’s problems, treatment preferences, and perceived barriers
to mental health care. Discussions were audiotaped, transcribed,

reviewed, and then grouped into categories with specific themes.
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Black patients cited spirituality as a way of coping with their
depression more often than White patients. Black patients also
discussed using their church and church members for support
more frequently than White patients. In addition, the Black
participants perceived stigma as a particularly important barrier
to getting treatment. Many of them felt that the idea of seeking
professional help for mental health problems was not culturally
acceptable to them or to their family members or peers. Admit-
ting to mental health struggles, they felt, signaled a weakness
of character or inability to cope with problems that were just a
part of living as a Black person in America. In the Black patient
focus group, participants also raised issues of cultural mistrust
and concerns about being used as guinea pigs for medical ex-
perimentation. Furthermore, Black patients cited the dearth of
mental health professionals from their own gender, race, and
religious background as concerns.s Patients of both races saw
health professionals’ technical skills and interpersonal skills
as important in their decisions of whether to disclose their in-
nermost feelings and to accept any recommended treatments.

I then did studies with larger numbers of patients from dif-
ferent parts of the country.® I found that, compared with Whites,
African Americans, Asians/Pacific Islanders, and Latinos were
more likely to prefer counseling to medications, less likely to
believe that medications were effective and that depression was
biologically based, and more likely to believe that antidepressants

were addictive and that counseling and prayer were effective in
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treating depression. One of the most intriguing findings was
that patients, regardless of race or ethnicity, told us that their
relationships with doctors and other health professionals were
the most important reasons they ended up accepting treatments
and adhering to recommended tests and medications. Along with
the specific attributes of medications and counseling, the most
important aspects of care were being able to trust the health
professional to act in one’s best interests, having information
and knowing what to expect from treatment, and health pro-
fessionals’ interpersonal skills (knows their patients, listens,
understands patients’ problems, approaches patients as individ-
uals, makes patients feel comfortable, supports and encourages
patients), and physicians’ recognition and validation of patients’
depression (recognizes depression, believes patients’ symptoms
are real). Slightly lower on the list of concerns were the afford-
ability of mental health treatment and having health insurance
to cover it. These early studies gave me a better understanding
of how cultural and social factors might influence willingness
to both seek and use health care and other health behaviors
of patients from communities of color. They also piqued my
interest in better understanding how patient-physician commu-
nication and other aspects of the patient-physician relationship,
such as trust, might impact health outcomes, and whether any
differences in these relationships could explain the racial and
ethnic disparities in health care that were starting to be revealed
through the research.



THE PERSONHOOD OF PATIENTS 25

THE PATH FROM MISTRUST TO TRUST

Good relationships are essential to building trust, and trust
is vital to successful health outcomes. Scholars define trust-
worthiness as the ability to be relied upon by others based on
benevolence, integrity, or the competence of persons and insti-
tutions.” Patients need to trust their physicians enough to share
their personal histories and to follow their treatment plans.
Physicians need to trust their patients enough to believe what
they say and arrive at the proper diagnosis and path for recovery
without making hasty or moral judgments —without blaming
the patient before they fully uncover the causes of their issues,
or making erroneous assumptions. Unfortunately, many mem-
bers of disadvantaged groups distrust the health care system,
driven by historical oppression, structural racism, disparities in
care, and personal experiences of discrimination.

Trust is based on shared understanding. Disadvantaged com-
munities witness and experience the far-reaching and devastat-
ing effects of disproportionately poor health outcomes while
struggling to understand how to use the health care system to
their maximum advantage. On the other hand, physicians diag-
nose and treat these poor health outcomes but don’t necessarily
understand how to tailor their treatments to reflect the under-
lying drivers of health disparities. As tax-paying, contributing
members of society, many disadvantaged individuals believe

that the health care system should address the many causes of
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their poor health outcomes. In contrast, though many health
system leaders recognize the complex causes of health dispari-
ties, they view their role in eliminating these disparities as con-
fined to the equal —but not necessarily equitable — provision
of health care across populations they serve.

Trust in the health care system is also low among minority
groups because historically underserved populations contin-
ue to have limited access to primary care. Instead, they often
have to rely on more expensive and fragmented health care
services, such as emergency departments.® In one of the early
studies my colleagues and I undertook to examine this issue,
we administered a telephone survey to 118 adults in Maryland
and asked respondents to rate their level of trust in physicians,
health insurance plans, and hospitals.® We found that Blacks
were 37 percent less likely than Whites to trust their physicians.
Although the racial difference in trust of hospitals was not sta-
tistically significant, Blacks were more likely than Whites to be
concerned about personal privacy and the potential for harmful
experimentation in hospitals. We concluded that these differ-
ences in trust might reflect divergent life experiences of Blacks
and Whites in American society, and we called for improved
understanding of these factors in efforts to enhance access to
care and quality of care among African Americans.

Mistrust of the medical system has many sources.” The Tus-
kegee study of untreated syphilis is infamous; during this study,
the US Public Health Service withheld treatment from 600
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Black sharecroppers and their families in Alabama for nearly
three decades after penicillin became the accepted treatment
for syphilis. In Baltimore, many cite the experience of Henrietta
Lacks, the African American woman who was the unwitting
source of the HeLa cancer cell line—a defined population of
cells that can be maintained in culture for an extended period for
research purposes. In 1951, Lacks had a tumor biopsied during
treatment for cervical cancer at Johns Hopkins Hospital. As was
standard practice at the time, her physicians didn’t seek her con-
sent before using her tissue for research. Extracted cells from
her tissue were cultured to create the HeLa cell line—the first
“immortalized” human cell line and one of the most important
in medical research; it’s still in use today. At the time, there were
no federal regulations or restrictions on the use of patients’
cells in research; however, the cells have been used in devel-
oping the polio vaccine, gene mapping, in vitro fertilization,
cancer therapies, HIV research, and more, by scientists all over
the world. Mrs. Lacks’s story has been known in the research
community for a long time, but it became more widely known
after the publication of a best-selling book titled The Immortal
Life of Henrietta Lacks in 2010. Despite the many research break-
throughs that Mrs. Lacks unknowingly enabled, it wasn’t until
many years after her death that her family learned about her
contributions to medical progress. In 2013, the National Insti-
tutes of Health announced that it had reached an understanding

with the family of the late Henrietta Lacks to allow biomedical
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researchers controlled access to the whole genome data of cells
derived from her tumor.” The policy gives the Lacks family the
ability to have a role in work being done with the HeLa genome
sequences and track any resulting discoveries. All researchers
who use or generate full genomic data from HeLa cells are now
asked to include in their publications an acknowledgement and
expression of gratitude to the Lacks family for her contributions.

Within underserved communities, a lack of transparency
around addressing the root causes of health disparities within
the American health care system raises questions about the
extent to which the system is truly committed to advancing the
health of these populations. The resulting tension intensifies
the historical lack of trust between health systems and under-
served communities. People from at-risk groups and historically
disadvantaged communities can feel that they’re not being re-
spected and are being stereotyped by clinicians and researchers,
or worse, taken advantage of.”? Building and sustaining trust
between patients and their doctors, and health care systems
and their communities, will be essential to improve the health

of disadvantaged groups and to eliminate health disparities.

DELVING BELOW THE SURFACE

The studies that I undertook in the first decade of my career
pointed to the importance of the patient-physician relation-

ship in health disparities. Much was already known about the



THE PERSONHOOD OF PATIENTS 29

importance of these relationships in producing better patient
outcomes, including more engagement in care, improved
self-rated health, and greater adherence to treatment. But much
less was known about relationships across social differences
such as race, ethnicity, language, and culture.

Researchers who study the impact of culture on health often
use the metaphor of an iceberg. The point they make is that the
portion of a person, an organization, or a group that is visible
above water is, in reality, only a small piece of a much larger
whole —the tip of the iceberg. Many other facets of that person,
organization, or group, while less visible, are just as essential to
our understanding of how they think and behave. Visible char-
acteristics include age, gender, social class, ethnicity, race, lan-
guage, and physical fitness, among others. Invisible character-
istics include beliefs, behaviors, attitudes, values, preferences,
and role orientations that influence relationships. The iceberg
also symbolizes risk. Improving relationships, especially across
cultural and social differences, is a risky business. Issues are
deep, complex, longstanding, and emotionally charged.

At this stage in my career, I knew that if I wanted to truly
understand how relationships might be contributing to health
disparities, I needed to delve below the surface.” I needed to bet-
ter understand the various dimensions of the patient-physician
relationship and the potential impact of several characteristics
of each participant—visible and invisible — on the relationship

and its outcomes.



CHAPTER 2

The Patient-Physician
Relationship

DURING MY FIRST YEAR OF RESIDENCY at the University of Mary-
land Medical Center, I was called to the emergency room to
admit a young African American woman who was about my age.
I didn’t know at that moment that this would be my wake-up
call to delve deeper, below surface appearances and facts, to
better understand the patient and the problem that needed to
be addressed. All they told me was that she was in her early 20s,
was HIV positive, and had come in with a fever and a headache.
All kinds of scenarios went through my head. Was she a drug
addict who had shared dirty needles? Had she been infected
because she was sexually promiscuous?

As often happens during grueling residency training times,
I was tired and stressed. It was my last night as an intern,
and I was ready for that difficult year to be over. I didn’t feel
up to talking much with yet another patient at that hour of
the night. At this point in the year, I was so used to admit-
ting patients in the middle of the night that I could do the
full work-up without thinking too much about it—or about
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them —beyond what medical issues they presented. I thought,
let me do this quickly so I can get back to bed. But when I saw
her I was immediately struck by how small, frail, and afraid
she looked. She could have been one of my friends or cousins
from Liberia. I didn’t want to think or feel anything because
I was so exhausted, but I couldn’t dodge the emotional con-
nection. She must have felt the same sense of familiarity with
me, because as we began to talk, she told me more and more
about her life. She had contracted HIV from her boyfriend,
who she didn’t know was using drugs. I was the first doctor,
she said, with whom she’d felt comfortable enough to tell her
whole story.

That experience was a turning point for me. I had known
for a long time —as far back as my childhood, witnessing my
father’s example —that I needed to bring my whole self into
my encounters with all of my patients, but in that moment, I
realized that—whether it was due to the stress and technical
problem-solving focus of residency, a lifetime of cultural and so-
cial conditioning, or all of these factors combined —I was guilty
of making the same erroneous assumptions about patients of
color as many of my White colleagues. And this time, I realized,
it wasn’t going to be enough for me just to be a good doctor to
each patient, one person at a time. I had an obligation to address
the health problems faced by people of color and underserved
groups on a larger level. Both those realizations have shaped my

interests and research ever since.
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THE PATIENT-CENTERED MEDICAL INTERVIEW

The crux of medical care is the relationship between physician
and patient. A physician needs to learn a patient’s history in
order to diagnose that patient properly. To establish an effective
treatment plan, physicians have to understand that patient’s
individual needs and what treatments he or she will adhere
to and find acceptable. If a doctor doesn’t understand what’s
going on with a patient, the result could be a misdiagnosis or
inappropriate treatment plan. And, reciprocally, patients need
to come prepared with as much information as possible about
what they’re experiencing, what medications they’re on, and
their family histories. In medicine, we often discuss changes to
medications, therapies, or procedures to improve health out-
comes. All these possibilities have to be built on a foundation
of a strong relationship. This is what we mean when we say
patient-centered care.

The field of patient-centered care began as an explanation
of how physicians ought to interact with individual patients.
Using this orientation, the patient-centered medical interview
“approaches the patient as a unique human being with his own
story to tell, promotes trust and confidence, clarifies and char-
acterizes the patient’s symptoms and concerns, generates and
tests many hypotheses that may include biological and psy-
chosocial dimensions of illness, and creates the basis for an

ongoing relationship.”” I wanted to study whether differences
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in patient-centered communication could explain some of the
racial and ethnic disparities we were observing in health care
and outcomes.

These disparities exist across medical practices, but the early
research began with primary care physicians who, as the prin-
cipal points of medical contact, diagnose and manage most of
the conditions connected to health disparity documentation.
The foundation of primary care is a sustained relationship be-
tween patients and the clinicians who care for them. To meet
the challenge of health disparities, primary care clinicians must
provide exemplary care to individual patients in the context of
their personal circumstances. It’s a contract between the two,
in which the patient shares and discloses as much as possible,
and the health care provider listens and consults with them to
decide upon a course of care.

My interest in the effects of the patient-physician relation-
ship on health outcomes led a group of colleagues and me to
conduct a study of race, gender, and patient-physician relation-
ships that was published in the Journal of the American Medical
Association (JAMA) in 1999.> Though many previous studies had
documented gender differences in health care received by pa-
tients, and some studies had examined racial differences, few
studies had examined interpersonal aspects of care, and even
fewer had related those differences to the race of the physicians
who were seeing the patients. The study involved telephone

surveys conducted between November 1996 and June 1998 of
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1,816 adults ages 18 to 65 who had recently received primary care
from a large managed care organization that primarily served
the Washington, DC, metropolitan area. Patients from a total of
32 practices, representing general internal medicine and family
practice, were interviewed. Females made up 66 percent, Whites
43 percent, and African Americans 45 percent of the population.
The physician sample was 63 percent male, with 56 percent
White doctors and 25 percent African American doctors.

We focused on a measure of patient-centeredness called
participatory decision-making—the tendency of a physician
to involve a patient in decision-making about their care. The
study found that racial and ethnic minorities rated their visits
with physicians as less participatory than did Whites. With-
in all groups, patient satisfaction was highly associated with
physicians’ decision-making styles. Physicians who involved
their patients more in the process of diagnosis and treatment
received higher ratings from patients. These were important
findings because previous research showed that individuals who
deemed their medical visits less participatory were more likely
to disenroll from the practice within a year.

Many studies have shown that minorities and people who
are poor often receive less optimal care than do White Ameri-
cans with higher household incomes. Our 1999 JAMA study was
among the first to unearth what might be driving these differ-
ences in care. To receive proper care, health care professionals
have to establish a good relationship with their patients. This
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just wasn’t as common an experience for African American
patients as it was for White patients.

Another important finding of our study was that when pa-
tients saw physicians of their same race, in so-called race-con-
cordant visits, patients rated their physicians as more partic-
ipatory. This would be important for my subsequent work.
Specifically, African American patients had less participatory
visits with White physicians than White patients did. Asian
and Latino, but not White, patients had less participatory vis-
its with African American physicians than African American
patients did.

In the discussion of our results, we proposed several rea-
sons that might account for these barriers to partnership and
effective communication. First, physicians may unintentionally
incorporate racial biases, such as racial and ethnic stereotypes,
into their interpretation of patients’ symptoms, behaviors, and
decision-making. Second, physicians may lack understanding
of patients’ ethnic and cultural disease models or attributions
of symptoms. Third, physicians may be unaware of how their
patients’ expectations differ from their own. In addition, patient
factors, such as low health literacy and educational status, lack
of preparation for office visits, lack of self-efficacy regarding
managing their own health, and language barriers, could con-
tribute to less participatory visits. I would have to do more work
to find out which of these explanations best accounted for our

findings.
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THE QUALITY OF CLINICAL COMMUNICATION

Our JAMA study relied on self-reports by patients, and some
people questioned the extent to which patient perceptions
might be aligned with actual behaviors by physicians. So I de-
cided to use objective measures of the actual communication
that takes place during a clinical encounter.

My colleagues and I did studies in which we recorded routine
medical visits, with the consent of patients and their physi-
cians, and then used the Roter Interaction Analysis System to
analyze physician-patient communication. Developed by one
of my mentors, Debra Roter, the coding system categorizes the
medical visit discussion according to four clinical functions:
data gathering, educating and counseling patients, relationship
building, and partnering with patients to negotiate diagnostic
and treatment decisions. For instance, when a physician asks a
patient “How have you been feeling over the past month?” or
when a patient tells a doctor “I was in the hospital last year for
ulcers,” those statements are coded as data gathering. Education
and counseling might be when a doctor says, “Getting enough
sleep is important for your health. Try to go to bed around the
same time every night.” Relationship building might include
statements of empathy or concern, such as “This must be very
hard for you” or “I hope you’ll be feeling better soon.” And
partnership-building statements describe when the physician

checks to make sure a patient understands or elicits patients’
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opinions, “How does that sound to you?” We also gave both
patients and physicians post-visit surveys to complete in which
we asked them to rate the quality of the communication in the
visit as well as other attributes of each other.

One of Dr. Roter’s earlier studies had shown that physicians
tended to focus more on strictly medical topics with Black pa-
tients, whereas they had a more balanced content of medical and
social topics when speaking with White patients. As an experi-
enced health communication researcher, Dr. Roter guided the
team in furthering our understanding of this issue through a more
nuanced exploration of the communication behaviors. We decid-
ed to analyze a few other measures of communication. One was
verbal dominance, which describes the ratio of physician talking
to patient talking during a visit. Another was patient-centered-
ness, which describes the psychosocial, emotional, and partner-
ship-building talk that occurs during a visit. We examined “phy-
sician positive affect,” which describes the degree of a doctor’s
assertiveness, interest, responsiveness, and empathy in relation
to the patient, as well as the degree to which the doctor sounds
rushed. We decided that patient positive affect, which describes
the level of assertiveness, interest, friendliness, responsiveness,
and empathy in the patient’s tone and responses, was similarly
important, so we examined that as well. Finally, we measured the
duration of a visit and the speed of speaking by both the physician
and the patient as communication measures that could indicate

partnership and have a relationship to health outcomes.
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In listening to the audiotapes, trained coders were also asked
to rate the overall emotional tone of the visit for patients and
physicians. The two coders who conducted all the ratings were
blinded to the study hypotheses and were experienced in using
the Roter Interaction Analysis System. In addition, the coders
were not informed of the race of the patients or physicians,
though they may have been able to guess this information. The
coders considered the assertiveness, interest, responsiveness,
and empathy of both the patients and the physicians. Coder
agreement within one point on the patient and physician posi-
tive affect scales ranged from 88 percent to 100 percent.

Our results from coding these audiotapes showed that phy-
sicians communicate differently with Black and White patients.?
For example, physicians talked 73 percent more than Black pa-
tients but only 50 percent more than White patients. In other
words, physicians are verbally dominant with all patients, but
even more so with Black patients than with White patients.
Independent coders rated doctors as sounding less friendly,
enthusiastic, and responsive with their Black patients. They also
rated the Black patients themselves as sounding less friendly,
enthusiastic, and responsive. Rachel Johnson, who was an MD/
PhD student on our team and my first mentee, led this analy-
sis. In a later study, led by another mentee, we discovered that
positive physician affect, or the friendliness of the physician’s
tone, was a significant predictor of high patient trust, especially

among African American patients.*
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In analyzing our recordings, we also found that the content
of the conversations was different between racial and ethnic
groups. With African American patients, conversations focused
more on medical issues and less on psychosocial matters like
family and work, even though these might be contributing to a
patient’s health and ability to follow through on the physician’s
recommendations. Physicians conveyed less interest in African
American patients’ emotional well-being, discussed fewer per-
sonal issues, and showed less empathy and concern for these
patients, corroborating what the patients were reporting. We
called this communication pattern less “patient-centered.”

Overall, in comparison to Whites, in studies led by three oth-
er mentees, Crystal Cené, a postdoctoral fellow in general inter-
nal medicine, Anika Hines, a doctoral student in public health,
and Bri Ghods, an MPH/MBA candidate, we found that African
Americans with hypertension and depression experienced less
participatory communication, more technical and biomedical
conversation, and less rapport-building and psychosocial con-

versation. This was true regardless of the race of the physician.s

CONCORDANCE AND DISCORDANCE

I was intrigued by the finding that ethnic minority patients
experienced poorer communication overall with their physi-
cians. Because of shared experiences in society, I would have

expected these patients to have better communication with
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physicians with whom they shared the same race or ethnici-
ty—in other words, in race-concordant relationships —than
they did with physicians with whom they did not have social
or cultural ties—in race-discordant relationships. This could
also explain some of the findings from our earlier study, where
patients in race-concordant visits rated their physicians as
more participatory.

We analyzed the results according to whether patients and
physicians shared racial or ethnic backgrounds.® Our results
showed that race-concordant visits were longer by about 2.5
minutes, patient positive affect was greater, there was more
participatory decision-making, and patients reported higher
levels of satisfaction. In race-concordant visits, physicians
spoke more slowly, patients exhibited a more positive emo-
tional tone, and patients were more likely to recommend the
physician to a friend. Overall, patients experienced poorer
communication with physicians and, again, reported less par-
ticipation in decisions about their care in race-discordant visits
than in race-concordant visits. This was true for both African
American and White patients. We didn’t have enough Latino
or Asian patients in our study to look at race concordance for
these groups.

These studies led to some controversy. My colleagues and
I felt that we didn’t know which factors were playing the most
important roles, so the only clear recommendation we could

offer at that time to address poorer experiences among Afri-
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can American patients seeing doctors of another race was to
increase racial diversity among physicians. Many in our field
felt this was a provocative assertion, and for many years I had
to defend this recommendation. I explained that we weren’t
suggesting that every patient needed to have a physician of the
same race. Rather, we were observing that diversifying the phy-
sician workforce would provide African American patients with
more opportunities to choose a physician of their same race if
they felt it was important to their care.

Differences in communication did not fully account for why
patients in race-discordant relationships rated their care as
worse. We wondered whether other factors, such as physician
and patient attitudes (including bias, mistrust, and cultural
misunderstanding), might play a role. But before we investi-
gated more of those issues, we wanted to try to unpack the idea
of concordance a little more. Patients and physicians can be
concordant or discordant in other demographic factors besides
race and ethnicity, including gender, age, education, social class,
or language. This prompted another study, led by my mentee
Rachel Johnson (now Thornton), in which we looked at concor-
dance across a variety of different social dimensions, including
race, gender, age, and education.”

Data sets for this study were drawn from our two earli-
er observational studies conducted from July 1998 to June
1999 and January to November 2002 and involved 64 primary

care physicians and 489 of their patients from the Baltimore,
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Washington, DC, and Northern Virginia areas. Physicians
were recruited from group practices and federally qualified
health centers, and both studies targeted practices with a high
percentage of African American physicians and patients. We
obtained consent from all patients and physicians to record
their visits. We analyzed the data sets to determine the asso-
ciation of patient-provider social concordance with medical
visit communication and patients’ perceptions of care. Our
analyses revealed that lower patient-physician social concor-
dance was associated with less positive patient perceptions of
care and lower positive patient affect. Furthermore, we found
that social discordance across multiple characteristics had cu-
mulative negative effects on patient-physician communication
and perceptions of care.

In 2008, I worked on another study with communication
researchers at Baylor College of Medicine and Texas A & M
University to examine the extent to which patients perceived
themselves to be similar to their physicians with regard to
beliefs and values (as well as race, ethnicity, and culture). We
found that, as with race and social concordance, perceived
personal similarity was associated with patient-centered
communication, trust, and satisfaction.® As a result of these
studies, we concluded that research should move beyond
one-dimensional measures of patient-physician concordance
to understand how multiple personal and social characteristics

influence health care quality.
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A PERFECT MATCH?

These results weren’t especially surprising. But they were wor-
risome, since most minority patients cannot choose a physician
of their same racial or ethnic group, due to the underrepresen-
tation of African Americans, Latinos, and Native Americans
among physicians. In many health care plans, no one has this
option.

Despite the potential benefits of greater concordance be-
tween patients and physicians, we know that universal concor-
dance in the United States is not possible—nor should that be
the goal. Although diversifying the physician workforce clearly
has other advantages, we also need to strive to educate providers
to relate to patients of all backgrounds. Medical curricula need
to be modified to give physicians a better appreciation not only
of the cultural background of their patients but also of historical
and structural factors shaping patients’ experiences —neigh-
borhood circumstances, access to employment and education,
realities of living conditions and job demands, and exposures to
discrimination in society. As our society becomes increasingly
diverse, all physicians need to be able to communicate effective-
ly with all their patients.

Our findings began to have an influence on policy. Two re-
ports from the Institute of Medicine, Crossing the Quality Chasm
(2001) and Unequal Treatment: Confronting Racial and Ethnic
Disparities in Health Care (2003), cited our studies as part of
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their rationale for national recommendations for health system
interventions to increase patient involvement in care, cultural
competency training for health professionals, and diversifica-
tion of the health professions.® The Liaison Committee on Med-
ical Education required medical schools to incorporate cultural
competency training among their standards. I participated on an
advisory group for the American Board of Internal Medicine that
developed a recertification module on care of the underserved
for internal medicine physicians.

Enhancing physicians’ knowledge of cultural, historical,
and structural factors impacting the health of patients of color
continues to be of great importance. However, many of the
physicians I work with and who were included in my studies
were disturbed to discover that they were communicating differ-
ently with their patients of color, despite their best intentions.
I also wanted to study this more, because I didn’t think most
physicians were doing this intentionally; there had to be other

reasomns.

RACIAL BIAS

As aresult of my studies on the influences of patient race and pa-
tient-physician race concordance on clinical communication, in
the fall of 2004 I was invited by one of my role models in general
internal medicine, Thomas Inui, and my mentor, Debra Roter,

to be part of an initiative supported by the Fetzer Foundation
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focused broadly on the role of relationships in health care. This
group, called the Relationship-Centered Care Research Net-
work, worked to describe a new framework for relationships in
health care that moved beyond patient-centered care.”

Whereas patient-centered care focuses on meeting patients’
needs, with the primary relationship of interest being the pa-
tient-physician relationship, relationship-centered care applies
to all participants in the health care setting and can be looked
at from each person’s perspective. From a physician’s perspec-
tive, there are four key relationships. The first is the physician’s
relationship with self: self-care, beliefs, and personal histories
greatly shape the type of care that doctors can provide to their
patients. The second is a physician’s relationships with his or
her colleagues, including clinical teammates, research and ed-
ucational collaborators, mentors, and trainees. The third is a
physician’s relationship with patients, which helps determine
the quality of care a patient receives. The fourth is a physician’s
relationship with the community, including their opportuni-
ties to build partnerships to support a healthier and more just
society.

In addition to these relationships, four basic principles un-
derlie relationship-centered care. First, relationships in health
care should reflect and respect the personhood of all partici-
pants. Second, emotions and their expression are important
components of these relationships. Third, all relationships occur

in the context of reciprocal influence. Fourth, the formation and
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maintenance of genuine relationships in health care is morally
valuable.

In our research network, we started to talk about how some
factors that had not been studied, such as physician attitudes
about a variety of factors, including race, and their emotional re-
sponsiveness to patients’ nonverbal behaviors, might influence
their relationships with patients. I decided to conduct some
studies specifically examining racial attitudes to see whether
these could explain the adverse outcomes we were seeing.

Racial attitudes are the result of two cognitive processing
systems. The first is one’s conscious system, which involves the
controlled and deliberate processing of stimuli that produce
explicit beliefs and attitudes. The second is one’s subconscious
or unconscious system, which includes automatic responses and
skills that are learned through early socialization and repeated
exposures. These lead to implicit beliefs, attitudes, and biases
that often affect our understanding, actions, and decisions in
an unconscious manner.

When we began to consider the impact of implicit biases
on health outcomes, we found a number of studies that had
examined explicit bias among physicians. One such study found
that many physicians perceived Blacks more negatively than
Whites on intelligence, education, and likelihood of adherence.”
Another study found that negative beliefs about a patient’s
race influenced recommendations for coronary artery bypass

surgery.” Physicians’ perceptions of patients’ education and
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physical activity preferences were also significant predictors of
their recommendations, independent of clinical factors (such
as the severity of their symptoms), appropriateness (such as
the anatomical presence of a severe blockage of the left main
coronary artery), payer (whether they had private or public
health insurance), and physician characteristics. This study
further highlighted the need to better understand the ways in
which providers’ beliefs about patients might explain disparities
in treatment.

Neither of these studies looked at the role of implicit bias
on physician behaviors. Around this time, I learned about a
test called the Race Implicit Association Test (IAT), developed
by Harvard University researchers, that measures the extent
to which people associate the faces of Black and White people
with good and bad words. Images appear rapidly on a com-
puter screen and subjects respond by sorting pairs of images
and attributes using the right and left keys. The premise is that
individuals will respond faster to concepts that are strongly
associated compared to those that have weak associations. If
subjects match White+good/Black+bad pairings faster than
Black+good /White+bad pairings, then the Race IAT score differs
from zero and the result is positive. The Race IAT is a measure
of an individual’s implicit or unconscious attitudes.

The hundreds of thousands of people who have done the test
online have revealed that most Americans—and most people

from other countries as well —implicitly favor Whites over
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Blacks. In a sample of 732,881 respondents on Project Implicit
websites between 2000 and 2006, 70 percent of respondents
had a pro-White bias on the Race IAT. Results from the website
show that members of socially marginalized groups, including
Blacks and other people of color, have more positive implicit
attitudes toward their own groups than people outside of them,
but that they, too, have a moderate preference for the more
socially valued group. The developers of the IAT believe that
members of marginalized groups develop negative associations
about their own group from the broader culture in society, but
they also have positive associations because of their own group
membership and that of others with whom they associate.

To figure out whether implicit biases were contributing to
racial disparities in health care, I reached out to Anthony Green-
wald, a social psychologist at the University of Washington
in Seattle, who was one of the developers of the IAT. He was
enthusiastic about extending some of the work he was already
doing where he was measuring implicit attitudes about race in
physicians and asked if he could include one of his colleagues,
Janice Sabin, in our discussions. I invited them to join our team,
which included Dr. Roter, Dr. Inui, Mary Catherine Beach (a
general internist colleague and member of our relationship-cen-
tered care research network), Kit Carson, a biostatistician who
had worked with me for several years, and me. We conducted
a study in which we administered the Race IAT to doctors and

then measured their communication with African American and
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White patients.”® Our study drew from 40 primary care clinicians
(48 percent White, 22 percent Black, 30 percent Asian or from
the Indian subcontinent) and 269 patients (79 percent Black, 21
percent White) in urban community-based settings. Clinicians’
implicit racial bias and race and compliance stereotyping were
measured with two implicit association tests that were then
related to audiotape measures of visit communication and pa-
tient ratings. Our study showed that the medical world is much
like the rest of society: about two-thirds of primary care doctors
implicitly preferred Whites over Blacks, matching White faces
with good words and Black faces with bad words faster than
Black faces with good words and White faces with bad words.
In addition, two-thirds of the physicians in the study held the
implicit stereotype of Whites as more cooperative and Blacks
as more mistrusting or reluctant to cooperate.

We also found that the greater a doctor’s unconscious racial
bias or stereotype, the more they dominated conversations with
Black patients and the less patient-centered they were —that is,
the less they discussed social and personal issues—with these
patients. At the same time, Black patients perceived these phy-
sicians as less respectful and less trustworthy. In our study, as
physicians’ IAT score increased, indicating a stronger pro-White
bias, the odds declined that Black patients would report being
satisfied with their visit, being respected by the doctor, being
liked by the doctor, liking the doctor, trusting the doctor, and
recommending the doctor to a friend. With a few exceptions,
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pro-White bias had little impact on the visits of White patients;
in fact, for some measures, such as respectfulness, it led to more
positive ratings.

When we examined these relationships separately for Black
and White doctors, we found that the associations of implic-
it bias or stereotyping with most communication measures
were similar in these two groups. However, the associations of
implicit bias or stereotyping with patient ratings were not as
strong among Black patients seeing Black doctors, suggesting
that these patients were more “forgiving” of doctors of their
same race. Because this was the first study to explore the links
between implicit bias, clinician behaviors, and patient ratings in
actual patient encounters, we pointed to the need for additional
research to examine the links among implicit race bias and ste-
reotyping and health outcomes.

Throughout my career as a doctor, I had come to notice
widely held beliefs among clinicians that they are not biased or
that, since they explicitly have positive attitudes toward differ-
ent groups, implicit biases wouldn’t impact what they actually
do. However, other studies have substantiated our findings and
suggested that these biases could influence clinical decisions
and health care outcomes. For example, a study of medical res-
idents found that the greater a doctor’s pro-White implicit bias,
the lower the intention to treat Black patients suffering from
insufficient blood flow to the heart with medications to prevent

heart damage —the same medications the doctor would readily
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provide for White patients in the same condition.* Unconscious
bias, in other words, causes doctors to make mistakes.

I was humbled to find, when I took the race implicit associ-
ation test, that I also had a slight implicit preference for Whites
over Blacks, even though I had grown up in Africa and felt very
proud of my African heritage. I began to pay closer attention
to my own behaviors with patients whose social characteristics
and life experiences were different from mine, even if we were
both Black. It was sobering for me to realize that, even with
the best intentions, I too might be guilty of engaging in biased
behavior with my Black patients. Some physicians who partic-
ipated in the study were similarly surprised and concerned by
their results.

However, many medical professionals weren’t ready to ac-
cept that doctors might be directly contributing to racial dis-
parities; our paper on implicit bias took almost four years to
get published, after rejections by editor after editor of medical
journals, despite positive reviews from peers. It was finally pub-
lished in 2012 in a special issue of the American Journal of Public
Health that focused on the science of research on racial/ethnic
discrimination and health.

OVERCOMING IMPLICIT BIASES

Understanding what we know about implicit bias is the first

step in reducing it. Earlier work suggested that implicit biases
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are difficult to change. However, some recent studies show that
they can be changed by experiences.’

The science in this area of health equity research is growing,
and many approaches are being tested and applied to change
these attitudes or their associated behaviors. One strategy is
called stereotype replacement. It involves replacing stereotyp-
ical responses with nonstereotypical responses. The first step in
stereotype replacement is recognizing that the response you're
having is based on a stereotype, not reality. By labeling this re-
sponse as stereotypical, you can reflect on why you’re having this
response. That makes it easier to consider how to avoid biased
responses and what those responses might look like.

Another strategy to reduce biased behavior is called count-
er-stereotype imaging. This involves spending time thinking
about or imagining people you know who don’t conform to
a stereotype. The more people we know with different back-
grounds, the more opportunities we have to realize the errors
of stereotypical thinking.

A third approach is known as individuation. This involves
treating people not according to their membership in a catego-
ry, such as their race or gender, but according to that person’s
unique traits and characteristics —really focusing on the per-
son’s specific strengths, likes and dislikes, and life experiences.

A fourth approach, known as perspective taking, involves
putting yourself in the shoes of a member of a stereotyped

group. For example, how would it feel to be told that you
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couldn’t apply for a leadership role because of your race or
gender? Or to be questioned about your use of illicit drugs
when you have a life-threatening condition associated with
severe pain, simply because you’re a person of color? Perspec-
tive-taking increases the degree of psychological closeness to
agroup and lessens the impact of automatic and stereotypical
evaluations.

We can’t easily change implicit biases, but one way to inter-
rupt the path between automatic and subconscious beliefs and
the behaviors that follow in rapid sequence, if unchecked, is to
use a checklist when interacting with people we don’t know,
especially those whose backgrounds differ from our own. Check-
lists can help ensure that everyone receives a certain standard of
care and prevent misdiagnoses (by clinicians) or mistreatment
based on bias—or simple human error.

I’'ve devised a checklist for implicit bias that incorporates
what we know about effective physician-patient communica-
tion behaviors to drive behavioral change.'* I don’t know if such
a checklist would actually work if used, or if many physicians
would even be willing to use it, because specific research on
the use of checklists to reduce biased behaviors has not been
done. However, in addition to other research on the benefits
of checklists in general, social psychology research shows that
changed behaviors can lead to changed attitudes over time, so
this approach holds some promise. My checklist follows the
mnemonic RELATE:
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Respect. Respect the humanity of the person in front of
you, regardless of whether you like them or agree with
what they’re saying;

Empathize. Imagine yourself in the person’s shoes;

Listen. Listen more and talk less;

Ask. Ask yourself what assumptions you’re making and
whether they’re based on facts about this particular
person;

Talk. Talk with people about their personal lives, and get
to know them as individuals;

Engage. Engage people in problem-solving and decision-
making by asking their opinions about any joint
activities you're considering.

FROM DESCRIPTIONS AND EXPLANATIONS
TO SOLUTIONS

My research up to this point had been descriptive and explan-
atory, but increasingly the findings from my studies made me
realize the importance of providing solutions. I couldn’t just
keep documenting these problems without trying to do some-
thing about them. I was ready to move beyond describing the
problem of health care disparities and understanding some of

its mechanisms to developing interventions and solutions.



CHAPTER 3

Developing Solutions
to Health Disparities

WHEN | BEGAN TO STUDY African American patients in primary
care settings, I noticed that studies testing potential solutions
to common medical problems often excluded people of color.
This was partly because these studies often didn’t take place
in real-world settings such as clinics, churches, senior centers,
or other places in the community. Instead, most of the studies
involved people who were relatively healthy volunteers and
who were willing to drive to research facilities and follow strict
treatment protocols. These studies required participants to
have high levels of motivation and resources. In other cases,
the studies weren’t based on information collected from active
participants, but rather mined from enormous existing data sets
from insurance companies and national surveys.

In contrast, the work I was doing, and the work that I was
interested in doing, was taking place in community health cen-
ters and clinics that didn’t have many resources or abundant
staffing and where patients were often struggling with many

different medical conditions. For the past 40 years, the Health
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Resources and Services Administration (HRSA), an agency of the
US Department of Health and Human Services, has supported
such community health centers as a source of comprehensive
primary health care to people of all ages, races, and ethnicities.
The centers even provide care to those without health insur-
ance, with fees based on a person’s ability to pay. Some centers
specialize in certain populations, such as migrant and seasonal
farm workers, individuals and families experiencing homeless-
ness, people living in public housing, or particular minority
communities. They’re located in medically underserved areas
or serve medically underserved populations. They’re governed
by a community board that understands the needs of the com-
munity, and they provide culturally competent care. Patients
receiving care in these centers and clinics weren’t the ones
who typically signed up to be in research studies. They often
didn’t have transportation, couldn’t get time off from work to
participate in a strict study protocol, or had medical conditions
that might disqualify them from a study that required them to
be relatively healthy.

In the studies my colleagues and I began to design, we didn’t
expect the patients getting their health care in community-based
clinics to follow strict regimens that were vastly different from
their usual behaviors —regarding, for example, diet and exer-
cise. If we wanted them to undergo a detailed research interview
or examination, we provided a transportation voucher and tried

to minimize the inconvenience to them. Over time, we would
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try to design studies so they wouldn’t have to travel to locations
other than their regular doctor’s office, their job, or their home.
We worked with people where they were—and this held true
for the providers, clinics, and health care administrators as well,
not just for the patients.

I also realized while planning studies to test potential solu-
tions that I could apply the findings from my studies of depres-
sion to other medical conditions such as hypertension. The
issues I had observed regarding the need for information and
education, and the concern about communicating with health
professionals, were not unique to African American patients
with depression. Additionally, we found that many people didn’t
relate to medical terms such as depression or hypertension. In-
stead, they used the terms emotional health and high blood pres-
sure. As aresult of this finding, we adjusted the terminology used
in our study materials to promote willingness to participate and
acceptance of the programs being tested.

Aswe’d found for depression, which most African Americans
saw as a spiritual rather than a medical condition, we found
that for the most part, people believed that hypertension was
something that could be felt and that was most likely related
to stress. The subjective nature of both these conditions made
them difficult to explain, but we wanted to help people under-
stand that depression could be due to a chemical imbalance in
their bodies that either contributed to or resulted from negative

thoughts and feelings. We also wanted them to understand that,
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even at times when they might feel well, their blood pressure
might still be elevated.

Recognizing widely held beliefs and medical misconcep-
tions within the community enabled us to incorporate people’s
perspectives into our messages to make them more relatable
and effective, using what we called cultural targeting to focus
some of our efforts on dispelling myths. Finally, the importance
of relationships and communication in my earlier work made
it clear to me that developing solutions targeted at improving
patient-centered care had great potential to reduce health dis-
parities, and ultimately, improve the physical and mental health

of millions of underserved patients.

ADDRESSING DISPARITIES IN HYPERTENSION
CARE: FROM FUNDING TO FINDINGS

In the first intervention study I led, our team wanted to explore
several questions. Could communication be improved through
an intervention aimed at increasing both physician participatory
communication skills and patient activation behaviors? Which
of these approaches, alone or in combination, would be most
effective at improving health outcomes—in this case, hyper-
tension control?

Several studies had shown that interventions that enhance
patient activation and participation in decision-making im-

prove patient knowledge, recall of information, adherence
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to treatment, satisfaction, and clinical outcomes. Yet many
of these studies had only small numbers of African American
participants, and few had tried to work with both physicians
and patients. None of these studies used an approach that took
into account what was known about racial disparities in com-
munication or incorporated some degree of cultural and social
adaptation.

An adaptation that held a lot of promise was the use of com-
munity health workers (CHW) who represent the evolution of
community health advisors deployed in the United States in the
1970s to link people in ethnic minority and other underserved
communities with resources and health education.' CHWs are
frontline public health workers who are also trusted members of
their communities with an insider’s understanding of its people
and problems, resources and limitations, and previous solutions
that failed.> A community health worker builds both individual
and community capacity by increasing their neighbors’ access
to health care along with their health knowledge and self-suffi-
ciency through a range of activities including community health
workshops, home visits, informal counseling, social support,
and advocacy.

I was ready to test such an intervention that incorporated
cultural and social adaptations to address the unique needs of
African Americans and persons with low income. So, I began
to look for funding opportunities to do that. My prior stud-
ies, in which we documented that physicians were less patient
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centered and engaged African-American patients in deci-
sion-making at lower levels than White patients, helped to es-
tablish me as an influential researcher and to demonstrate the
need for interventions targeting patient-physician communica-
tion as a way to address disparities in hypertension control. In
2000, I contributed to a grant application to the National Insti-
tutes of Health (NIH) focused on health disparities in which my
proposed study was included. Unfortunately, we were denied
funding; I was devastated. By this time, other researchers in
the field were beginning to cite my findings, and some who did
receive funding were asking me to serve as a consultant to their
grants. I was really worried that others would identify promis-
ing interventions long before I had a chance to test my ideas,
and that I was going to get beaten to the punch. Fortunately,
with support from my mentors, Debra Roter, Neil Powe, Daniel
Ford, and David Levine, I recovered from that disappointment
and learned that I was going to need to become resilient in the
face of rejection if I planned to become a successful researcher.

Later that year, another opportunity to apply for funding
surfaced. After months of meeting with the team and the lead-
ers of potential clinical sites, revising our earlier proposal, and
enduring countless sleepless nights (culminating in a marathon
week in March 2001 that ended with my driving to the NIH
campus in Bethesda, Maryland, on the last day to deliver the
grant in person), we finally submitted our application. In June,

we received the news that we’d gotten an excellent score from
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the peer reviewers. Later that summer it was confirmed that
we would be funded to begin the study in September 2001. I
breathed a deep sigh of relief, and then panic set in—what had
I gotten myself into? I had never led a large, multimillion-dollar
clinical trial before! There was going to be a lot to learn—about
recruiting patients, training and managing staff, running team
meetings, designing data collection and intervention protocols,
and meeting regulatory requirements. Fortunately, my team
included experienced researchers, including Drs. Levine and
Roter, who were behavioral scientists, and Martha Hill and Lee
Bone, who were experienced nurse scientists with expertise
in community-based interventions using community health
workers to control hypertension.

Between 2001 and 2005, I led a randomized controlled
trial called the Triple P Study that focused on patient-physician
partnerships to improve adherence to high blood pressure
treatment. It involved 41 primary care doctors (23 percent
Black, 27 percent Asian, 45 percent White, 5 percent Latino)
and 279 patients with high blood pressure, 63 percent of whom
were African American and 35 percent of whom were White,
from 14 community-based clinics in the Baltimore-Washing-
ton, DC, area. An experimental group of doctors received
computer-based communication skills training, while the ex-
perimental group of patients received in-person visits and
five telephone sessions from community health workers who

“coached” them to participate more actively in their care.
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The community health workers were an African American
woman and a Latino man who lived in neighborhoods near
where many of the patients lived and were familiar with many
of the social, economic, and medical issues they faced. The
coaches used questions to elicit patients’ concerns and fol-
lowed that up with skills practice to help them prepare for the
visit. Topics ranged from general health concerns to specific
concerns related to hypertension knowledge and treatment,
lifestyle changes, stress, and other considerations. For exam-
ple, the coach would ask the patient, “What concerns do you
have today about your health or about your high blood pres-
sure?” Then the coach would follow up with “Tell me how easy
or difficult it would be to talk with your doctor about this.” To
encourage skills practice, the coach would say “What would
be a good question to ask your doctor?” and then “That’s good.
Let’s write the question in your diary so youw’ll remember to ask
him.” One of the tools they provided was pocket-sized diaries
for patients to record their appointments, medications, and
questions—simple, but effective. The study sought to com-
pare the relative effectiveness of these patient and physician
interventions, both separately and in combination with one
another, against the effectiveness of minimal interventions.
It evaluated the following outcomes measured at enrollment,
three months, and twelve months: (1) patient adherence to
medication and lifestyle recommendations; (2) patient and

physician ratings of quality of care; (3) patient-physician com-
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munication behaviors; and (4) health outcomes, including
blood pressure control.

The physician communication skills program provided phy-
sicians with personalized feedback based on their videotaped
performance with a simulated patient during an office appoint-
ment. The patient was an African American man with hyper-
tension scripted to present common social barriers, cultural
beliefs, and expectations related to adherence with hypertension
therapy. The feedback focused on communication skills relevant
to increasing patient engagement, activation, and empower-
ment and was organized within four functions of the medical
interview —data-gathering, patient education and counseling,
rapport-building, and facilitation and patient activation.? In
addition, five specific behaviors linked with successful hyper-
tension management were targeted: (1) elicit the full spectrum
of patients’ concerns; (2) probe patients’ hypertension knowl-
edge and beliefs; (3) monitor adherence and identify barriers;
(4) assess adherence-related lifestyle and psychosocial issues;
and (5) elicit commitment to a therapeutic plan.

Intervention group physicians reviewed the videotape of
their personal interviews with the simulated patient and com-
pleted exercises on a CD-ROM or in the workbook. Control
group physicians participated in the simulated visit but did not
receive any feedback until the end of the study. All physicians
received a copy of the currently available hypertension treat-

ment guidelines at the beginning of the study and a monthly
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newsletter with study updates and summaries of recent journal
articles.

The patient intervention was based on a pre-visit coaching
model shown to improve patients’ communication with clini-
cians and health outcomes.* Telephone follow-ups reinforced
the importance of preparing for clinic visits with a listing of
concerns. Intervention patients also received bimonthly “pho-
tonovels” —publications containing a story told in a sequence of
photographs with dialogue added in superimposed speech bal-
loons (sort of a researcher graphic novel tool) —that reinforced
the coaching messages. All patients in the intervention and
control groups received a monthly health newsletter by mail,
designed to meet the needs of adult readers with lower literacy.

For data gathering, we were looking for physicians to use
open-ended questions, such as “What concerns you the most
about your hypertension?” to probe the patient’s concerns. On
the patients’ side, we were looking to see if they would tell their
stories and disclose their concerns to the physician; this would
indicate patient engagement. For educating and counseling, we
were looking for physicians to provide concise, clear informa-
tion and for patients to tell physicians what they understood
and intended to do; this would indicate patient activation. For
participation, we looked for physicians to engage patients in
problem-solving and decision-making and for patients to ask
questions, express their opinions, and state their preferenc-

es; this would also indicate patient activation. Finally, for rap-
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port-building, we were looking for physicians to show empathy
and offer emotional support to their patients and for patients
to openly share their concerns and feelings and ask for the help
they needed to overcome barriers; this would indicate patient
empowerment.

The combined physician and patient interventions were
effective at improving information exchange, participatory de-
cision-making, and systolic blood pressure, particularly among
patients whose blood pressure had not been controlled by
medication or other means, over 12 months.’ Patients in the
combined interventions group (who had a community health
worker coach and whose doctors had received communication
skills training) were more satisfied with their clinical visits than
those who were in the minimal intervention group or the sepa-
rate interventions groups. An analysis led by one of my mentees,
Chidinma Ibe, for her doctoral thesis found that regardless of
whether their physician received communication skills training,
for patients who had a community health worker coach, more
topics discussed during the coaching session led to patients
asking more psychosocial-related questions during their doctor
visits, and longer coaching sessions led to more use of engage-
ment strategies by patients to facilitate their participation in
visits with their doctors.®

We faced several challenges in conducting the study. Only
half the physicians we invited agreed to participate; the others

cited lack of time or interest as their reason for declining. An-
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other challenge was the high number of patients who didn’t
return a year later for follow-up blood pressure readings and
interviews with our research team. They had moved, changed
doctors, had disconnected telephones, or were experiencing
other health, social, or financial barriers to engaging with us.
Another potential limitation was that the intervention for physi-
cians was limited to a one-time administration, and for patients
to one in-person contact.

We concluded that future efforts needed to incentivize
physicians to participate and better support patients’ broader
needs in order for them to take part in the training and coach-
ing programs. In addition, the optimal “dose” of interventions
remained unknown, suggesting the need for further work on
patient-physician communication as a way of addressing health
disparities. We also suggested that future interventions might
be strengthened by including health system-level strategies
and further emphasis on patients’ social and environmental
context. Still, this was one of the earliest studies to provide
evidence for the effectiveness of community health workers as
“coaches” to activate African American patients with a chronic
health condition such as hypertension to participate in their
care. Although clinical practice did not change immediately as a
result of the study, many national reports and clinical guidelines
began to mention the potential value of these approaches in
addressing racial disparities in the care of medical conditions.

Several other studies in different populations of patients, such as
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those with diabetes and cancer, began to target patient-physician
communication as a way to address disparities. My colleagues
and I also used the community health worker coaching protocol
as the basis for several of our later interventions delivered by

community health workers.

ADDRESSING DISPARITIES IN DEPRESSION
CARE: FROM STANDARD TO CUSTOMIZED CARE

The second randomized trial I led aimed to address disparities
in depression care. It was called Blacks Receiving Interventions
for Depression and Gaining Empowerment, or the BRIDGE
Study. This was designed to compare the effectiveness of two
programs for African American patients with major depressive
disorders: one involving standard collaborative care, the other
involving patient-centered collaborative care (with cultural tar-
geting). Collaborative care is a model of care delivery in which
primary care providers, care managers, or other health care
professionals and consultants work together as a team to pro-
vide care and monitor patients’ progress. Programs using this
model were beginning to show improved clinical outcomes and
reduced costs for various health conditions, in diverse settings,
using different payment mechanisms. However, few of these
models had been adapted to the specific needs and concerns of
African American patients with depression. The study involved

27 primary care clinicians and 132 African American patients



How to Be an
Empowered Patient

People of color, people with less education, and people with modest
incomes are typically less active in decision-making with their physi-
cians. They talk less, ask fewer questions, and generally sound less
enthusiastic during their medical visits.! But many of us, regardless
of race, ethnicity, education, or income, prepare less for a doctor's
appointment than we should, including not taking the time to research
who the best doctor for us might be by asking for referrals or reviewing
their professional ratings online. We need to invest the time to find the
best fit based on their competence, integrity, compassion, respectful-
ness, and general approach.

To receive the best care and cures, we all need to arrive ready to
actively participate in the conversation in a confident, effective way.
Simple things like remembering to take the list of our medications and
supplements (don't forget the dosages) and sharing notes on when
we first noticed symptoms can make a vital difference. And, honesty is
the best policy —we can't allow shame or guilt to get in the way of full
disclosures. Remember that all conversations with medical providers
are confidential and protected by law, and that your doctor is not there
to judge, but to heal.

Today's medical office visits can be fairly brief encounters, so we
must make each minute count. Research shows that patients who
are more active and effective managers of their own health have more
appropriate treatment, better experiences in health care, and better
outcomes, including:



e fewer emergency room visits;

® more appropriate use of screening tests for breast cancer;

e |ower rates of obesity and smoking; and

e better control of diabetes and cholesterol levels, among
other benefits.?

Everyone is their own best advocate (and for their family members) in
health care, especially if they belong to a socially marginalized group.
Here's a quick way of remembering how we can do our "PART" during
office visits:®

Prepare. Arrive with your medications list, and notes about any
problems, symptoms or questions that have come up since your
(or your family member's) last visit. Be clear about what you (or
you and your family member) want to get out of the visit.

Actively engage:

e Talk with your doctor about anything that may be worrying
you (or assist your family member in raising all concerns)
by clarifying or expanding medical history and introducing
relevant topics as needed. Confirm the accuracy of any
advice you've gotten from laypersons.

e Ask questions (or assist your family member by reminding
them of questions identified during the visit preparation as
needed).

e [ndicate your treatment preferences (or assist your family
member by asking directly for their opinion and treatment
preferences).



e Clarify instructions or explanations (for yourself or your
family member) by using teach back and summarization—for
example, "This is my understanding of what we discussed —
am | correct?”

e |dentify any barriers you or your family member are
experiencing to managing your (or their) health and suggest
ways to address these challenges.

Review key recommendations. Write down instructions and new
information about the treatment plan given during the visit. This
will help cement the information in your memory so you're more
likely to follow through on any instructions.

Take recommendations home. Once you return home, make a to-
do list (for yourself, or jointly with your family member) from your

notes that you can easily follow, and keep it in a visible place.
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from a wide range of educational and economic backgrounds
who were receiving care in urban community-based practices
in Maryland and Delaware and planned to continue their care
at these practices over the next 12 months. This provided a
continuity with the participants that the previous study didn’t
permit.

In the group receiving a standard collaborative care interven-
tion, clinicians participated in a one-on-one, disease-oriented
educational session delivered by a primary care physician with
special training in depression. This is an approach similar to
the one used by pharmaceutical sales forces, called academic
detailing. These physicians also had access to psychiatrists for
mental health consultations. The patients of these physicians
received a standard collaborative care intervention that focused
on disease management.

In a second group that received a patient-centered and cul-
turally targeted collaborative care intervention, clinicians com-
pleted a case-based, interactive, multimedia CD-ROM skills
training program that included simulated casework and individ-
ualized feedback regarding their communication with patients
(similar to the program used in the Triple P Study, but this time
the patient case was an African American woman with depres-
sion). Like clinicians in the standard intervention group, these
clinicians also received an academic detailing visit. Patients of
this second group of clinicians received a patient-centered and

culturally tailored intervention, including care management
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focused on access barriers, the social context, and patient-pro-
vider relationships.

In the first patient group, the standard depression care man-
ager was a White woman. In the second group, the patient-cen-
tered depression care manager was an African American woman.
Both were social workers with clinical experience who provided
educational materials, assessed patients’ status, and encouraged
adherence to recommended treatments. However, in addition to
the standard needs assessment questions, the patient-centered
assessment explored access barriers, patients’ use of spirituality
as an active coping strategy, concerns about treatment, social
stressors known to disproportionately affect African Americans,
and communication problems with health professionals. The
depression case manager in the patient-centered group also
used individualized approaches. For example, instead of sending
these patients generic depression educational materials, she
sent them culturally targeted materials designed to address
barriers to depression treatment.

We found that both groups of patients showed similar clinical
improvements in depression severity and mental health func-
tioning scores.” Treatment rates were higher with the standard
approach; however, adherence to care management and patient
experiences were better with the patient-centered approach.
Our results didn’t justify advocating strongly for one approach
over the other, since there were minimal differences in clinical

improvement between the two groups. Rather, we suggested that
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depending on the populations served and resources available,
either program would likely lead to improved health outcomes
and should be considered appropriate for treatment of African
Americans with depression in primary care settings. For health
systems caring for predominantly African American populations,
this study provided a program that was just as effective as the
standard treatment, and that African Americans would likely be
more adherent to and would prefer. Cheryl Jackson, one of the
physicians who was in the study, said, “the BRIDGE Study raised
my consciousness about how you communicate with and connect
with people who are depressed by giving me a structured ap-
proach to listening with respect, and examining my own biases.”

One of the BRIDGE Study patients, Camille Yarborough
(not her real name), was 38 years old and working full time
while taking graduate school classes. She was depressed and was
feeling overextended but was deeply worried about becoming
addicted to antidepressant medications. However, after working
with her BRIDGE Study care manager and primary care doctor,
she agreed to try medication, and began to sleep better and
suffer fewer emotional breaks than before. Her care manager
also helped her locate a Christian counseling program, which
was important to her. The counseling helped her look at her
family dynamics and begin to learn how to set boundaries and
“say no.” It’s always rewarding when these studies not only
provide findings for us but actively help patients like Camille
in the process, too.
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BUILDING CULTURAL AND STRUCTURAL
COMPETENCIES AMONG CLINICIANS

Our two intervention studies provided new knowledge about the
effectiveness of culturally appropriate patient activation inter-
ventions and tailored physician communication training skills
programs for reducing racial and ethnic disparities in health care
for patients with chronic medical conditions.

However, clinicians need a broad set of professional com-
petencies to deliver equitable care to patients from groups
experiencing health disparities. They must have knowledge
about established and evolving biomedical, clinical, and related
sciences. They then need to be able to apply this knowledge to
deliver compassionate, appropriate, and effective care. This
requires practice-based learning and patient-centered commu-
nication skills, and it also requires professionalism, as evidenced
by carrying out these responsibilities and adhering to ethical
principles. Clinicians must engage in systems-based practice,
which means that they’re aware of and responsive to the larger
context of health care and use system resources effectively to
optimize patient care.

Another set of professional competencies —cultural and
linguistic—is important in providing high-quality care to pa-
tients who come from cultural groups that differ from those of
most health professionals in a society. Effective communication

requires, at a fundamental level, communication in a language
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that the patient understands, including knowing when and how
to use an interpreter. For example, clinicians should use pro-
fessionally trained interpreters whenever possible, or bilingual
staff, rather than family members of patients to learn what ails
them (to avoid any family dynamics that might color honest pre-
sentation of facts), and they should look at patients and speak
directly to them rather than to the interpreter. As with race and
ethnicity, language concordance may not always be possible. For
that reason, all physicians need to be culturally and linguistically
competent to improve health equity.

Beyond communication, cultural competence allows a health
care provider to understand and respond to the needs a patient
brings to a health care encounter. It also enables a clinician to
develop effective interpersonal and working relationships that
supersede cultural differences. Cultural competence includes be-
ing aware of one’s own worldview, developing positive attitudes
toward cultural differences, and gaining knowledge of different
cultural practices and worldviews. Awareness of the cultural
values, beliefs, and practices of different racial and ethnic groups
can allow health care providers to address the unique risk factors
of groups that differ from their own. For instance, some South
Asians consume Ayurvedic medicines that may expose them to
toxic metals. This knowledge should not be used to automatically
assume that all South Asians engage in this behavior, but it could
be critical to reach the correct diagnosis if a South Asian person

were to present in a clinical setting with metal toxicity.
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Cultural competence is being increasingly taught in medical
education, but training is not standardized, and little research has
been done to assesses whether students have acquired and use
the skills they’re being taught and whether this training actually
improves patient experiences and outcomes.® Rather, most stud-
ies of cultural competence ask learners to self-report whether
they believe their attitudes and skills have improved. Assessing
the success of cultural competence training remains vital.

Training in cultural competency also runs the risk of driving
reductionist behaviors. The cultural competence framework
used in medical education can expose physicians to homoge-
nized and streamlined ideas of “culture” in an effort to help
them assess a patient’s behavior, preference, or response. This
knowledge of cultural customs has benefits, but making deci-
sions about a patient’s care based on these assumptions can be
inadequate. Such training can end up promoting stereotypes and
the development of physician bias, although in different ways
than before such training.

Some have proposed cultural humility as a better term than
cultural competence. Cultural humility is the notion that provid-
ers can exercise self-awareness to foster respectful relation-
ships with patients. It places the emphasis on aspects of cultural
identity that are most important to a patient. This framework
acknowledges the complex formation of individual identity and
belief. Cultural humility “incorporates a lifelong commitment to

self-evaluation and critique, to redressing the power imbalances



78 WHY ARE HEALTH DISPARITIES EVERYONE'S PROBLEM?

in the physician-patient dynamic, and to developing mutually
beneficial and non-paternalistic partnerships with communities
on behalf of individuals and defined populations.”?

The idea of cultural competence is also related to patient-
and relationship-centeredness, discussed in chapters 1 and 2.
Each of these approaches is founded on the ability of health care
providers and systems to see patients as unique people, to build
effective rapport, to explore patients’ beliefs and values, and
to find common ground regarding treatment plans.”® They are
distinct, however, in that cultural competence calls for health
care providers to exhibit other qualities, such as understanding
the meaning and importance of culture and effectively using
interpreter services. This is important everywhere, but critical
in areas with large immigrant or refugee populations.

Just as patient-centered care has evolved to relation-
ship-centered care, cultural competence has evolved to what
we now call structural competence. Structural competence
amplifies physicians’ and health care organizations’ responsi-
bilities, extending from the cultural and linguistic needs of the
patients and communities they serve to their broader social
needs, shaped by structural factors. On the individual clinician
or staff level, structural competence implies understanding
how forces at the institutional and societal levels drive health
inequities and taking these factors into account when managing
patients. Much work remains to be done in enhancing structural

competence among clinicians.
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BUILDING CULTURAL AND STRUCTURAL
COMPETENCIES WITHIN HEALTH CARE
ORGANIZATIONS

Efforts to advance health equity are increasingly focused not
only on the role of individual clinicians and staff, but also on
the role of the health care systems themselves. Many experts
believe these systems ought to demonstrate a combination
of patient/relationship-centeredness, cultural competence,
and structural competence to promote health equity. On a
system level, overlapping features across patient/relation-
ship-centered care, cultural competence, and structural com-
petence include the general endorsement that services should
be aligned to meet patient needs; that health care should be
available and accessible to patients (that now also includes
telehealth services); that educational materials should be
tailored to patients’ needs, including literacy, preferred lan-
guage, and digital access; and that information on perfor-
mance should be publicly available.

On an organizational level, patient-centered care also calls
for patients to be able to get same-day appointments and for
maintaining continuity and secure transitions across health
care settings. In addition, patient centeredness calls for general
information on patient experiences to be tracked, reported, and
addressed by these corporations, government agencies, hospi-

tals, institutions, and practices.
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System-level cultural and linguistic competence, on the
other hand, means the practice or organization should provide
patients who have limited English proficiency with access to
culturally and linguistically appropriate oral and written lan-
guage services through such means as bilingual/bicultural staff,
trained medical interpreters, and qualified translators. This has
become more difficult as language diversity in the United States
has grown, but it’s vital. System-level cultural competence also
includes a diverse workforce that reflects the patient population
and partnering with communities in setting priorities and plan-
ning. In addition, cultural competence calls for quality measures
stratified by race and ethnicity.

Structural competence on a system level is reflected in
a health care organization’s focus on helping to address
broader institutional and societal forces perpetuating health
disparities. Health system leaders who demonstrate struc-
tural competence recognize the societal forces that shape
the interventions they use and are humble about the use of
those interventions. Other system-level demonstrations of
structural competence include an explicit mission to address
health equity; efforts to address patients’ broader social needs
as part of health care delivery; providing competency-based
curricula on structural factors, including structural racism, to
organizational members; and appropriate resourcing of health
equity efforts.” In addition to the measures of accountability

described for patient-centeredness and cultural competence,
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structural competence calls for local community health data
to be tracked, reported, and addressed.

One example of cultural and structural competence can be
found in an initiative that was launched by the Minnesota De-
partment of Health in 2011. The state started requiring health
care providers to collect race, ethnicity, and language data in
an effort to take targeted actions to reduce inequities for their
minority populations. Based on the data, interventions were
developed and implemented that had positive effects on iden-
tifying and addressing health disparities.

BUILDING TRUSTWORTHINESS IN
HEALTH CARE SYSTEMS

Just as trustworthiness is critical in patient-physician relation-
ships, the ethical behavior and reliability of organizations has
become a focus of health equity efforts in recent years. Rela-
tionships at multiple levels can thrive only when a health care
system provides the support for that to happen. This requires
leadership, patient- and relationship-centered practices and
policies, and cultural and structural competence. As described
in chapter 2, trustworthiness is achieved through demonstra-
tion of benevolence, integrity, and competence, all of which
are achieved through transparency. A clear commitment to
health equity, open information systems for communication and

reporting, comprehensive needs assessments to inform care,
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transparency, and collaborative partnerships can all engender
trust in health care systems by underserved communities.”

In 2019, Donald Wesson, Catherine Lucey, and I described
how health systems build trust to eliminate health disparities
in the Journal of the American Medical Association. We acknowl-
edged that health care system leaders often have the stand-
ing within the larger community to facilitate collaborations.
However, achieving the trustworthiness to be effective in this
action requires that these leaders acknowledge the tensions that
disadvantaged groups feel toward the health care system and
the reasons for those tensions. Leaders need to demonstrate
respect for the assets that exist in communities and leverage
these assets to address health disparities. They must communi-
cate transparently, authentically, and frequently with partners
to create strong and lasting trust.

On a systems level, many strategies can build trust be-
tween the health care system and underserved communities.
These include:

«  continuously seeking, developing, and nurturing trust-
based relationships with community institutions;

e establishing institutional commitments with
appropriate operational strategies, resources, and
accountability systems;

* adopting co-production models that engage and

empower community institutions to work as co-equals
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in the identification and design of interventions and
dissemination of results;

*  establishing, monitoring, and sharing progress on metrics
that measure progress toward agreed-on areas of focus;
and

*  establishing supporting systems for, and measuring
compliance with, an institutional commitment that all
interactions with the community undertaken by the
institution are conducted in alignment with respectful

practices for community engagement.

MOVING BEYOND HEALTH CARE SYSTEMS

Up to this point, my intervention studies focused mainly on
patient-physician relationships and what happened in examina-
tion rooms within clinics. However, my research team also led
several systematic reviews of the existing research on individ-
ual clinician and system-level approaches to health equity. We
identified several gaps in existing research. These gaps included
the lack of adequate comparison groups; use of subjective rather
than objective measures of individual behaviors and organiza-
tional practices; and the failure to measure health outcomes
and equity of services across racial and ethnic groups. Through
this research and clinical work, we were beginning to see how
important it is to study these factors—not only in examination

rooms, but also in clinical team and health system leadership
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meetings. Patients and health professionals bring into their re-
lationship all the other aspects of their life experiences. These
experiences are shaped by other relationships, including those
with their family members, friends, and co-workers. They’re also
shaped by factors in the environment, including their neighbor-
hoods and communities, the various organizations in which they
participate, and societal values, norms, and policies.

I'was now ready to broaden the scope of my research beyond
the patient-physician relationship to other relationships and
to factors inside and outside of health care that could improve
health outcomes and advance health equity on a local commu-

nity level as well as nationally and globally.



CHAPTER 4

The Johns Hopkins Center
for Health Equity

THROUGH THE FIRST 15 YEARS OF MY CAREER, Ifocused my re-
search on the role of patient-physician relationships in health dis-
parities, the impacts of race concordance between physicians and
patients on the treatment and outcomes of primary care patients
suffering from depression and hypertension, and the impacts of
clinician and, to some extent, health system competencies on
health equity. It was this work (including the Triple P and BRIDGE
studies mentioned in the last chapter) that caught the attention
of the MacArthur Foundation, leading to my being named a Mac-
Arthur Fellow in 2007. The MacArthur Fellowship is a five-year
financial award given to individuals whom the Foundation iden-
tifies as exceptional —often pioneers in their fields—who will
demonstrably contribute to the public good. Since the fellowship,
unlike most major grant awards, has no specific obligations or
reporting requirements, it provides recipients with the flexibility
to pursue novel artistic, intellectual, and professional activities.
Beyond the tremendous honor, this experience opened doors for

me and allowed my career to flourish in ways I'd never imagined.
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Becoming a MacArthur Fellow brought everything full cir-
cle. 've been inspired and energized by the innovative work of
other fellows, including Paul Farmer’s remarkable health care
delivery, research, and advocacy activity to address global health
inequities through Partners in Health, Brian Stevenson’s racial
justice, criminal justice reform, and public education efforts
through his establishment of the Equal Justice Initiative, Latoya
Ruby Frazier’s photojournalism centered on the intersection
of social inequality and health in the postindustrial age, and
Nikole Hannah-Jones’s investigative journalism covering racial
injustice, including her creation of the New York Times’s 1619
Project. The fellowship brought attention to my research, ex-
panding my reach to existing and new audiences. Through these
interactions, I began to see more clearly how I could connect
my experiences as a young African girl who grew up knowing
both sides of the disparities problem. I had experienced privi-
lege, as the daughter of a physician in a poor country, and rel-
ative disadvantage, as a young woman of African descent in a
White, male-dominated profession in America. This helped me
bring more empathetic and effective attention to the problems
of health disparities here in the United States and around the
world. It also inspired me to think bigger —for instance, by part-
nering with community members who could offer more direct
feedback on ways to address their challenges and by designing
longer-term solutions. But now I had to figure out how to map

my way forward to meet those goals.
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In 2010, I was still working at Johns Hopkins as a clinician
researcher and sharing the results of my work with national
and international audiences, but I was starting to feel the need
to take a more holistic approach to the study and application
of solutions to inequities. With encouragement from my then
division director of General Internal Medicine, Fred Brancati,
a brilliant and fearless colleague, I convened a team of about
30 faculty members to create a bold new vision for disparities
research. My colleagues and I applied for and were awarded a
grant from the National Heart, Lung, and Blood Institute of
the National Institutes of Health (NIH) to establish the Johns
Hopkins Center for Health Equity, then known as the Johns
Hopkins Center to Eliminate Cardiovascular Health Disparities.
We became one of ten Centers for Population Health and Health
Disparities funded by NIH, five of which focus on cardiovascular
health disparities and five of which focus on cancer disparities.
This was a multimillion-dollar award as compared with the low
six-figure grants we’d previously received.

The Center originally aimed to reduce the incidence and
mortality levels of cardiovascular disease and to improve the
experiences and outcomes of health care for African Americans
and others affected by disparities in Baltimore. The death rate
due to cardiovascular disease is astounding among the gener-
al population, resulting in 2,200 deaths in America every day,
but it’s even worse for African Americans, with mortality rates

1.5 times higher for African American men than White men.
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Uncontrolled hypertension is the primary contributor to the
morbidity (for example, heart attacks, congestive heart fail-
ure, strokes, kidney disease) and mortality rate disparities in
cardiovascular disease between Blacks and Whites. The issue
was personal for me since I lost my father to the disease when
he was only 56.

Since its inception, the Center has conducted health inter-
ventions that bridge several fields of theory and research to
target factors that simultaneously contribute to disparities at
individual, family, organizational, community, and policy levels.
We engage providers, payers, community organization leaders,
residents, and policymakers in our intervention planning, imple-
mentation, and dissemination efforts.' For example, we targeted
low levels of dietary intake of potassium, a result of poor access
to fruits and vegetables in “food deserts” that prompts a bio-
logical mechanism for hypertension among African Americans.
We also targeted health professionals’ beliefs and behaviors
and health care organizational factors (based on the findings
of our previous research) by incorporating care managers and
community health workers to help primary care practices better
identify and address patients’ social determinants of health.

We have an interdisciplinary team that includes faculty, staff,
and trainees who come primarily from a collaboration of three
Johns Hopkins schools: the School of Medicine, the Bloomberg
School of Public Health, and the School of Nursing. Over time,
our collaborations expanded to include the Carey Business
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School, the Krieger School of Arts & Sciences, and the Applied
Physics Laboratory. The Center includes integrated and com-
plementary cores or support units for stakeholder engagement,
research resources, and education and training. A community
advisory board facilitates relationships among faculty research-
ers, their trainees, and our community partners.

We use implementation science, which emphasizes action-
able research that integrates findings and evidence into health
care practice and policy. We also employ community-based par-
ticipatory research to involve all partners in the research process
and to make the most of the unique strengths that each brings
to the partnership. By directly engaging the community, we’re
able to see firsthand the kinds of problems that affect our most
vulnerable populations and then hear possible solutions from
those same people, which is valuable not only for inclusivity but

also as a check on any assumptions we may make along the way.

COMMUNITY-BASED PARTICIPATORY
RESEARCH

We researchers need to make sure we leave the comfort of
our offices and labs to physically go into communities in
order to engage with the people who are running their own
organizations and learn about the struggles they’re having.
These organizations can help to convene meetings with legis-

lators, public health officials, secular and religious community
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representatives, private sector representatives, and others
seeking action to end health disparities. These relationships
take time — communities need to know that you’re committed
to them for the long haul, not just for a single project. As with
all relationships, we have to earn their trust.

Partnerships with communities are at the core of our work at
the Center. In many disadvantaged areas, people feel that their
complaints go unheard, that they don’t have a voice. We work
to convey that we value and respect people everywhere. Com-
munity stakeholders are involved in all phases of the Center’s
research. They help develop grant proposals, pilot and refine
research procedures and materials, recruit study participants,
train the staff, and coauthor and write research articles. The
more we know about what’s going on in local organizations,
neighborhoods, or groups, the better we’re able to target our
research —to make it more relevant, appropriate, and effective
for those we’re trying to help.

Our focus on community relationships is informed by an
approach to research known as community-based participatory
research (CBPR). Historically, researchers rather than commu-
nity members have led research agendas and processes. They’ve
selected the health issues to study, developed study designs,
recruited study participants, analyzed results, and reported the
results in scientific journals for other researchers and health
professionals, all in a bit of an academic vacuum.

Community-based participatory research is “a collabora-



THE JOHNS HOPKINS CENTER FOR HEALTH EQUITY 91

tive research approach that is designed to ensure and establish
structures for participation by communities affected by the issue
being studied, representatives of organizations, and research-
ers in all aspects of the research process to improve health and
well-being through taking action, including social change.”?
It implies shared decision-making, reciprocal relationships,
co-learning, trust, and transparency.? In CBPR, community
members are actively engaged in identifying the health issues
that are of greatest importance to them, are involved in the
study design and funding of proposals, help in recruiting, de-
velop intervention approaches, and participate in interpreting,
disseminating, and translating findings. Community members
don’t feel that they’re at the mercy of a researcher. Instead, they
take a more active role as equal partners in developing and im-
plementing interventions to improve the health of their specific
communities. It removes the “us versus them” component of
problem-solving, and checks the instinct for one-size-fits-all

approaches.

Many injustices have unfortunately occurred in Black and
other minority communities across the country, leaving their
members mistrustful of the medical community. CBPR builds
strong ties among researchers, health care provider networks,
community members, and policymakers. Our researchers keep
community partners informed of all activities through the Cen-

ter’s website, a monthly electronic newsletter, telephone calls



Involving Communities
in Solving Disparities

Community-engaged research and practices are vital in reducing
health disparities and ensuring progress toward achieving health equi-
ty. Historically, policies and programs to improve health outcomes have
been designed by academics and other professionals, with minimal
input from the target populations that were meant to adopt them. The
movement toward community-based participatory research (CBPR)
provides active involvement and collaboration on the front end of
research in specific areas by involving community members, organi-
zational leaders, and researchers in all aspects of the process. Simply
put, it empowers members of the community to be actively involved
in identifying and solving their own problems. This engagement and
participation can be achieved at all levels, including:

e identifying and advocating for community priorities;

e collaborative design, implementation, and evaluation of research
studies (appropriate recruitment and retention methods;
successful implementation of interventions; dissemination of
research findings);

e mitigating the challenge of translating research findings into
long-term practice; and

e influencing policies that reduce health disparities.



CBPR has several additional benefits including:

e improving the quality of academic-community interactions
(shared power and decision-making and more trust-based
relationships);

e the appropriateness of interventions (acceptable and culturally
sensitive approaches; community-specific and structurally
relevant interventions that address social determinants of
health; sustainability of the interventions); and

e community benefits (capacity building in existing programs;
improved health and reduction of disparities).
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or emails, and project-related meetings. All these partners share
their expertise and assume responsibilities, and the project’s
results are co-owned, which helps establish that trust. By work-
ing together, we’ve been able to test comprehensive, multilevel
interventions that we hope will speed the translation of evi-
dence-based approaches into clinical and public health practice

in Baltimore and beyond.

THE CENTER'S COMMUNITY ADVISORY BOARD

This emphasis on community engagement is especially evident
in the Center’s reliance on our community advisory board.* This
group includes local residents and leaders who understand the
barriers facing communities and can offer practical, specific
solutions to overcoming them. They’re often people who worked
with me or a colleague on a previous project. The board advises
each of the Center’s five initiatives—research and translation,
education and training, community engagement, public policy,
and local to global learning.

Many of our board members have experienced the dispar-
ities we study firsthand. Michelle Simmons, who joined us in
2011, is a perfect example, having been raised in a low-income
household in West Baltimore, where she’s lived her entire life.
Back in the 1950s, even fewer choices for health care existed;
the system was limited and did little to serve her community.

Her family had to sometimes choose whether to eat or pay for
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her medicine, and the food they did eat was not particularly
healthy. When her health began to deteriorate, she didn’t want
to face the fact that she was becoming a diabetic. Other family
members had developed heart disease, emphysema, diabetes
(one cousin was an amputee who died from it), and cancer. Her
mother died of a massive heart attack. “Solutions to these prob-
lems cannot just be medical,” Mrs. Simmons says. “It’s systemic.
And that means that everybody has to get involved.” She has
represented the Center at national meetings and as a patient
advisor for an initiative we partnered on with the American
Medical Association called Improving Health Outcomes. She’s
committed to improving not only her own health through her
hands-on contributions, but also that of her community, and
as the Center’s reach increases, the nation. “I'm a fighter. ’'m a
believer,” she said. “I stand up for what’s right. And what’s right
is people’s health, and I will never give up as long as I have breath
in my body.”s Mrs. Simmons realizes that even if she improves
her own health, if she doesn’t also do something to help address
the broader social injustices that contribute to poor health in
her community, these conditions will continue to have negative
effects —sleep disturbances, exposure to violence, among oth-
ers—on her, her family, and her neighbors.

The Center established its community advisory board in
2010 with the twin goals of ensuring the relevance of the cur-
rent and future studies to the needs and interests of communi-

ties experiencing health disparities, and ensuring rapid transfer
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of new knowledge into clinical and public health practice and
policy. The 50- to 60-member board is composed of represen-
tatives from community-based organizations, neighborhood as-
sociations, universities, government agencies, and patients and
doctors. I’'m a joint chair of the board along with a well-known
and highly regarded leader of a community-based organization,
Reverend Debra Hickman. Reverend Hickman is the co-found-
er and CEO of Sisters Together and Reaching, Inc. (STAR), a
faith-based, nonprofit community organization that provides
spiritual support, direct services, and prevention education to
African American men and women affected by HIV. STAR has
trained community workers to support people in addressing
their health and social needs for many years. Because of this,
we partnered with them to deploy community health workers
as part of the RICH LIFE patient intervention, described later
in this chapter.

Early in the history of the board, we sat down and decided
which principles should guide our relationships. These prin-
ciples include respect for diverse perspectives; partnership in
decision-making; clear, ongoing, and regular communication;
and trustworthiness and transparency. Every two years, we
hold strategic planning retreats. Our most recent one was led
by my mentee Chidinma Ibe, the Center’s associate director for
patient and stakeholder engagement efforts. We also conduct
an annual review to reaffirm our principles and the board’s

mission, vision, and goals. The board’s mission is to promote
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health equity in communities locally and globally through strong
community-academic partnerships.

It’s important that we build relationships with our com-
munity that extend beyond our advisory board. My colleagues,
staff, and I attend community forums to talk with and hear
from community members and to connect people with re-
sources. We also provide nutritional counseling and blood
pressure screenings at local health fairs and block parties. We
tell people about research methods and results, including how
to be involved and contribute to research. We also conduct
special training programs, distribute fact sheets, use website
and social media posts, and provide newspaper, magazine, ra-
dio, and television interviews. Together, with our community
advisory board members, we advocate for change with health
system leaders and help educate the community about health
and research. We work to ensure that the needs of people are
being met and that groups of people historically overlooked
in conversations about health and health care are included.
We’ve covered topics ranging from how to prevent and manage
health conditions such as hypertension, heart disease, diabe-
tes, depression, and kidney disease to how to communicate
with health professionals, obtain testing and treatment, and
advocate for oneself and one’s family members during the
COVID-19 pandemic. We also serve as advisors to community
organizations and public health and other government agencies

and policymakers as needed.
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Building a cohesive board that works well together has re-
quired good timing, shared values, commitment, and a strong
focus on respect and collaboration. As a result of these qualities,
our board has a very low rate of membership turnover, which
allows our relationships to thrive, enhances our effectiveness
in decision-making, and increases our ability to connect each
other to appropriate opportunities. Our conversations and col-
laborations with the community, both through these advisors
and through other community partnerships, are essential to

our work.

FAITH-BASED HEALTH PROMOTION
AND DISEASE PREVENTION

One way that I've developed relationships in my own com-
munity is through my church. For me, faith and health have
always been deeply intertwined, and I also found this to be true
in my studies of African Americans with depression and other
ailments. I've delivered sermons that raise awareness of health
equity issues, that promote the need for good relationships,
and that emphasize the power of communities. In one of my
sermons, I told the congregation, “Many years ago, I felt God
calling me to demonstrate His holiness in my life by speaking
out when I saw patients from poor inner-city neighborhoods
being ignored or treated with disrespect by my colleagues, and

sadly acknowledged that I was engaging in some negative ste-
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reotyping behaviors with these patients myself. I decided to
devote my career to bringing attention to disparities in health
care.” Being involved in my church has made me more aware of
the important role that community institutions play in fostering
health and well-being, especially for the most vulnerable peo-
ple in our communities, including the poor, older persons, and
those who are sick or living with physical or mental disabilities.
Acting as a leader in my congregation has also helped me to
increase my immediate community’s investment in reducing
health disparities.

While there are many invaluable organizations in commu-
nities that help researchers and medical professionals work to
improve health and address disparities, churches and other spir-
itual centers have characteristics that make them particularly
effective in working toward our goals.

Beyond the healing role of prayer and meditation for indi-
viduals of faith, religious institutions throughout history have
lived the words of their creeds by building hospitals, sending
missions to far-flung communities in need, and tending to their
flocks in remote rural towns and major urban centers alike. In
many of America’s 300,000 religious centers, both spiritual
and physical needs are addressed through community outreach
and health ministries. These centers of worship are integrated
into the broader social structures of their communities. The
trust they earn week to week and year to year, and the com-

passion and inclusivity they represent through relationships
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across generations, create a distinct opportunity to address
community health concerns that align with public health goals.
They’re essential bridges to better health, particularly among
populations where there’s a mistrust of government health
programs or where misinformation proliferates on diseases
and their cures.

African American churches have served as the centers of
their communities through centuries of their congregants’ dis-
enfranchisement— their lack of access to legal, political, finan-
cial, and even medical resources —so their roles in health care
are part of a longstanding holistic mission tradition. They’re
trusted and accessible resources, as many spiritual centers are,
for everything from maternity care to addiction assistance to
dietary recommendations to free blood pressure and cancer
screenings. People in communities of color can feel powerless
when struck by debilitating, frightening health conditions, a
feeling that’s compounded by a lack of access to or inability
to afford effective health care, and the knowledge that their
community suffers more than others because of such historic
and systemic injustices. Faith leaders and volunteer members
of health ministries lead people through a variety of means
toward individual self-efficacy over an array of ills that impact
and concern them, and thus their communities. These can
be as simple as offering health literature in their vestibules
or mentioning free flu shots in their weekly bulletins, or as

complex as devoting a series of sermons to health topics or
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partnering in research projects organized by academic insti-
tutions. Through the work of all these dedicated people, the
empowering messages of the beloved gospel hymns “We Shall
Overcome” and “Lift Every Voice and Sing” are translated
into hands-on practices. In the next chapter I’ll speak more
about one successful example of this—the FAITH! (Fostering
African-American Improvement in Total Health) program
based on an American Heart Association dietary and behaviors
framework, led by my mentee LaPrincess Brewer of the Mayo
Clinic who collaborated with African American churches in
the Rochester, Minnesota, area.

Faith-based organizations often need funding, infrastruc-
ture, and technical or personnel support to tackle health dispar-
ities appropriately. To engage religious community leaders as
partners in advancing health equity, in addition to seeking their
counsel in the development of programs, partners from health
care and other sectors can help these leaders and organizations
by investing in tools and providing capacity-building assistance.
A number of initiatives and organizations are working toward
that end. For example, President George W. Bush’s 2001 Office
of Faith-Based and Community Initiatives (since renamed the
White House Faith and Opportunity Initiative) enables worship
centers’ access to governmental medical (and other) resources.
The Health Ministries Association, an affiliate of the American
Nurses Association, established a series of church clinics staffed

by a physician, nurse, social worker, and pastoral counselor that
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led to training programs for parish nurses and then helping to
establish standards for faith community nurse roles nationwide.
The Johns Hopkins Bayview Medical Center Healthy Communi-
ty Partnership works with faith-based organizations to provide
health education and equip individuals and groups with access,
resources, and tools to become stronger advocates for health
and medical care. The Wesley Theological Seminary’s Heal the
Sick Program, where I've served on the board for 10 years, assists
faith community members and leaders in linking their minis-
tries with health care and public health institutions and other
community-based organizations.

Many other faith-based efforts across the country and
around the world contribute to public health through program
development and resource allocations, including the Interfaith
Health Program at Emory University in Atlanta; the Center for
Faith and Community Health Transformation in Chicago; the
Methodist LeBonheur Center of Excellence in Faith and Health
in Memphis; the National Black Church Initiative’s recent efforts
in COVID-19 vaccinations; and the Buddhist Tzu Chi (“Compas-
sionate Relief”) Medical Foundation in Los Angeles.

Loving one’s neighbor isn’t just about feelings; it’s also about
actions. It’s about wishing the best for others and working to
translate those wishes into realities that will protect the physical
and mental health of the whole community. For me, that work
includes the action-oriented research on solutions that we con-

duct at the Center. Here are a few examples.
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PROJECT RED CHIP

The first large study that we ran at the Center was called Reduc-
ing Disparities and Controlling Hypertension in Primary Care
(Project ReD CHiP), which operated from 2010 through 2015.
Whereas explanatory trials to establish whether a treatment
works are performed under optimal situations with a narrow
range of participants, Project ReD CHiP was a practical, real-life
trial designed to improve hypertension detection and treat-
ment, reduce hypertension health disparities, and overcome the
barriers to care.® To accomplish these goals, the intervention
employed several strategies, including training staff and patients
in blood pressure measurement, management of patient care,
and provider education. Six community-based medical practic-
es that care for racially diverse patient populations within the
Johns Hopkins Community Physicians network participated
in the study.

At the beginning of the project, we conducted focus groups
and interviews with patients, insurers, health care organization-
al leaders, providers, and frontline staff to better understand the
needs of key stakeholders. We then developed a staged interven-
tion with three components. The first featured improved blood
pressure measurement training for clinicians and frontline staff
along with the installation of new automated blood pressure
monitors in clinics. The second gave clinicians training in pa-

tient-centered communication skills along with feedback from
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a user-friendly, web-based clinical dashboard about blood pres-
sure control rates in their patient panels, broken down by race.
The third component delivered care management for patients
with uncontrolled hypertension by adding registered dietitians
and pharmacists to their primary care teams.

The care management program included three sessions on-
site at primary care practices, four weeks apart, for a total of two
hours of face-to-face contact time. Three full-time registered di-
etitians at each site counseled patients to take their medications
as prescribed and helped them set goals around health behavior
change, including following the Dietary Approaches to Stop
Hypertension or DASH diet (which features more fruits and
vegetables, potassium, vitamin C, and magnesium—all proven
to reduce blood pressure in trials of volunteers), losing weight,
exercising, and adopting other self-management behaviors such
as checking their blood pressure at home. A part-time pharma-
cist at each site helped to regulate the dosages of patients’ med-
ications between their provider visits and reinforced patients’
adherence to medications and lifestyle change goals.

We provided the dietitians and pharmacists with training
in cultural competence and motivational interviewing, which
they used to assess and address patients’ disparities-related
barriers to self-management (for example, in areas of literacy,
employment, finances, housing, or transportation). Care man-
agers used telephone outreach to eligible patients identified

through the electronic medical record, or providers referred
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eligible patients, identified during routine clinic visits, to the
care managers. Because this was part of a research study, there
was 1no cost to patients for participation.

To ensure that the study conditions were representative of
real-life clinical settings, the dietitians and pharmacists who
delivered the program were based at the practices, and providers
continued their routine management of hypertensive patients;
they collaborated with their care manager at their discretion.

Both African American and White patients who received care
management showed dramatic reductions in blood pressure—
down almost 10 points on average, and the program was equally
effective among Blacks and Whites.” Patients who attended all
three sessions showed the greatest improvement, but even those
who attended only one or two sessions improved more than
patients who did not participate in the program. In a separate
analysis, we found that the ReD CHiP care management program
was cost-effective from the perspective of the health care sector
(for example, Medicare and private insurance companies) for
preventing consequences of hypertension such as heart disease,
stroke, or death among Black patients and patients 65 years or
older.?

The program did have some limitations. First, care managers
were unable to contact half of the eligible patients (this is a com-
mon indicator of social, financial, and health-related stressors in
disparity populations, such as disconnected telephone services,

evictions or displacements, hospitalizations, unexpected deaths,
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or incarcerations). Second, only 39 percent of the 629 patients
who started the program completed all three sessions.

We concluded that the care management program succeeded
in cost-effectively improving blood pressure control among pa-
tients who participated in care management, especially among
African Americans and individuals over 65. However, because
the program was based in clinics, not all those in need could
benefit—for example, patients who had transportation prob-
lems or difficulty getting time off work might not have been
able to attend visits. Thus, we suggested that African Americans
might need greater support outside the clinic, and/or policies
that address social determinants of health. We also suggested
that program completion and reach might be improved if care
management could be integrated within the daily routine of
patients— for example, at faith organizations or employment
sites—and that home visits or community health workers might
improve reach and completion for high-risk and frail patients.
These findings informed the design of the Center’s subsequent
studies.

The blood pressure measurement program, led by my men-
tee Romsai Boonyasai, was a great success. Clinics used the
automated devices as intended in 72 percent of encounters,
and doctors didn’t repeat the readings as often as they did be-
fore—which indicated that they trusted the measures obtained
by staff. Confidence in the measurements means the doctors

are more likely to adjust patient medications as needed based
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on those readings rather than just falling back on a wait-and-
see approach, leaving patients with no change in dosages they
might critically need. The health system also continued to use
the devices and our training program after the study ended.
Although the communication skills program was not used
by most of the physicians in the study, the good news is that it is
now being used in a health disparities skills program for internal
medicine and family medicine residents and nurse practitioner
students at the University of Washington. Its effectiveness will
be tested in a clinical trial led by Janice Sabin, a clinical social
worker and health equity researcher who worked with me on my
earlier study on implicit racial bias, and Jennifer Tjia, a physician
and epidemiologist, and their team will measure learner and

patient outcomes pre- and post-intervention.

FIVE PLUS NUTS AND BEANS

Five Plus Nuts and Beans, a study led from 2010 to 2015 by
my Hopkins colleagues Edgar (Pete) R. Miller III, a physician
and epidemiologist, and Jessica Yeh, an epidemiologist, test-
ed whether motivational counseling to follow the DASH diet,
mentioned above, plus an income supplement to help with the
purchase of healthy food from an online grocery store, or just
the income supplement by itself, improved the health of partic-
ipants.® Although pharmacological treatments of health issues

such as hypertension that disproportionately impact African
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Americans substantially lower their risk for disease, diet is also
an integral part of managing health, although an often difficult
one given the dearth of healthy food markets in African Ameri-
can and lower-income neighborhoods.

The Five Plus Nuts and Beans trial was an eight-week pilot
study testing the effects of incorporating healthier diets among
two groups of African Americans who were on stable doses of
antihypertensive medications. We randomly assigned 123 Af-
rican Americans with controlled hypertension from an urban
primary clinic in Baltimore to one of two intervention groups
and implemented the trial in partnership with a community
supermarket and the Baltimore City Health Department. In one
group, participants engaged in an initial one-hour session with a
nutritionist who helped with the weekly purchase of potassium-
and magnesium-rich fruits, vegetables, nuts, and beans from a
community grocery store. These participants also received a
weekly call from a dietary coach, weekly recipes and tip sheets
about incorporating fruits, vegetables, nuts, and beans into
their diet, and $30 of food per week for pick-up at their neigh-
borhood library. The second group received nutritional advice
and a $30-per-week food credit at a local supermarket, where
participants made their own purchasing decisions.

One of the remarkable aspects of this study was the fact that
it met 100 percent of its recruitment and follow-up goals. This
is virtually unheard of in most research studies and especially

in studies including groups that experience barriers to research
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participation, such as African Americans. We believe that this
was due in large part to the excellent input we received from the
Center’s community advisory board about the messaging and
appearance of the recruitment materials, the incorporation of
the food allowance into both intervention groups, and the ex-
emplary communication, cultural, and structural competence of
the research interviewers and intervention staff. One example
of this kind of competence—and dedication—comes from the
Five Plus dietary coach, Debra Gayles. She tells the following
story about one of the study participants who was assigned to

the coaching arm of Five Plus:

He was responsible for picking up his groceries at the
Orleans Street Library. One day he didn’t pick them up. . .
he explained to me that he hadn’t been taking his [psy-
chiatric] medicines and was not able to participate in the
weekly calls. I referred him to his doctor and asked him
it he would mind if I ordered food for him since I had a
record of which foods he liked. He agreed, and I contin-
ued to deliver his food to him. He thanked me for having
patience with him while he was working out his mental
health issues. ...Iwas humbled that I could do a small

part to show someone that I cared, as I was doing my job.

The interventions did not have an immediate effect on blood

pressure, but they increased the consumption of fruits and



110 WHY ARE HEALTH DISPARITIES EVERYONE'S PROBLEM?

vegetables and the urinary excretion of potassium, which
showed that people were following the diet, and could posi-
tively impact their health over a longer period. This study also
led to an ongoing follow-up study, called Five Plus Nuts and
Beans for Kidneys, co-led by Dr. Miller and another Hopkins
colleague, Deidra Crews, a kidney specialist with an interest in
food as medicine who’s also the Center’s associate director for
research development. The latter study, funded by the National
Institute of Minority Health and Health Disparities, is looking at
whether better diets can both lower blood pressure and protect
the kidneys in people with early signs of kidney disease.

RICH LIFE

The third and more recent Center study is called Reducing In-
equities in Care of Hypertension: Lifestyle Improvement for Ev-
eryone (the RICH LIFE Project).”® This project, which runs from
2015 to 2021, is co-led by my Hopkins colleague Jill Marsteller, a
health services and organizational behavior researcher, and me.
Funded by a partnership between the Patient-Centered Out-
comes Research Institute and the National Heart, Lung, and
Blood Institute, it’s designed to help lower blood pressure and
heart disease risk among ethnic minority, low-income urban and
rural populations. We’ve enrolled 1,822 patients and will continue
to be in touch with them and collect information about their

health and health care experiences for two years. The study is
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comparing blood pressure measurement and hypertension best
practices training for staff, standard feedback on clinical perfor-
mance of blood pressure control rates, and workshops for health
system leaders with a much more comprehensive approach that
includes a structured team approach to care and access to sub-
specialists or community health worker support as needed.

Thirty participating clinics including community health cen-
ters from across Maryland and Pennsylvania were divided into
two groups. In both groups of clinics, clinical staff have received
training in correctly measuring blood pressure; they get certified
to do this on an annual basis. The staff members are also taking
part in web-based training about taking care of people with
high blood pressure. Finally, they’re getting monthly feedback
about how well their patients’ blood pressure is being kept at a
healthy level using what we call a hypertension dashboard; this
information is provided overall and then separately for Black,
White, and Latino patients.

In one group of clinics, in addition to the programs described
above, primary care doctors, nurses, and staff members also re-
ceive more in-depth training that focuses on factors that cause
people from socially disadvantaged groups to have a higher
risk of uncontrolled blood pressure. This group is using a team
approach to providing care. Primary care doctors, and other
health professionals, such as pharmacists, social workers, and
nutritionists if they are available at the clinic, all work together

with a nurse care manager who delivers one-on-one education
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and counseling to patients to help them take care of their health.
The nurse care managers get special training in motivational
interviewing—a patient-centered communication approach
similar to the one we used with physicians in my earlier studies.

With the second group, some patients may get home visits
from community health workers who help them meet their
needs related to transportation, financial or emotional stress,
or housing or employment instability. The community health
workers also get trained in motivational interviewing. In addi-
tion, some patients may have a group of specialists review their
treatment plans and give recommendations to their primary care
doctor to control their high blood pressure. These specialists
include experts in heart and kidney diseases, diabetes, mental
health, behavioral elements such as smoking, and high blood
pressure. Regular case management meetings allow the team
to discuss patient cases in depth and to brainstorm approach-
es to patient care. Meetings also allow the group to consider
whether to bring in a community health worker to engage with
difficult-to-reach patients or patients with complex social needs.

Educational programs for the health system leaders are also
deployed to enhance the uptake and effectiveness of the other
programs. This training includes webinars and telephone calls
to disseminate evidence-based practices for health equity and
facilitate dialogue among health system leaders and represen-
tatives from community organizations regarding efforts to ad-

vance health equity.
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This study combines tested approaches with new ideas in
an innovative program that treats patients as whole people,
not simply treating a disease. It’s looking at their quality of life
and their ability to reach personal health goals from multiple
perspectives. It’s been designed to give doctors, insurers, and
lawmakers the confidence to support similar programs in a wide
variety of medical settings and among other at-risk populations.

The goal of the program is to help patients control their blood
pressure, feel healthier, have more energy, and lower their risk of
heart attack, stroke, or kidney failure, along with both recogni-
tion and better control of any coexisting conditions they might
have. Our hope is that people will feel more in control of their
lives, having set goals for themselves that they’ve been able to
accomplish. They’ll know how to monitor and track their high
blood pressure. They’ll understand the importance of letting
their primary care team know of any concerns or needs that they
have. They’ll know more about the services that are available to
them. I hope this program will help those who need it the most so
that when it ends, everyone will be healthier, and those who were
in the poorest health at the beginning will be just as healthy as
those who were healthiest. Once the study is complete and we’ve
shared our findings, we hope many other health care systems
will adopt these strategies to address their own patients’ needs.

In September 2020, we held an online town hall meeting
about the RICH LIFE Project to which we invited patients, care

managers, community health workers, and health system lead-
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ers to share an update about the project’s progress, preliminary
data, and lessons learned. One of our study participants, Mrs.

Willi McNair, enthusiastically shared her experience:

My sugar was bad, my pressure was high, but when I got
with them [my RICH LIFE nurse care manager and com-
munity health worker] it was better. They gave me a cuff
to take my blood pressure. That helped me. They gave me
paperwork to keep my pressure down and my sugar down.
They made sure that I had food and that I was okay about
where I lived. They did come out to see me. They would
call me in the evening to make sure I was on task; who
does that? RICH LIFE does. When I started early on, I
didn’t listen, but then it hit me: These people actually care
enough to come out, to call me, I better listen. My sugar
came down, my pressure came down, [and] everything

came into place. I would recommend them to anybody!

None of this work, and none of these success stories, would be
possible without a highly trained, expertly coordinated team.
My biostatistician colleagues, Kit Carson and Nae-Yuh Wang,
have ensured that we used the best data collection and analysis
methods for all of our studies, including this one. Kit spends
countless hours checking the integrity of data, training our staff
in how to properly document their work, and making sure we’re

successful in our recruitment and follow up efforts. The Center’s
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also supported by talented and committed staff—notably Katie
Dietz, our research program manager from the early years of the
Center, Gideon Avornu who joined us for the RICH LIFE project,
Jia Lee, the Center’s administrative coordinator, and several
dedicated research assistants. Our research staff’s list of re-
sponsibilities is long: taking minutes during all meetings, calling
study participants, writing checks and preparing bulk mailings,
delivering equipment to clinical sites, supporting intervention-
ists in their tasks, performing data entry and generating weekly
reports, helping with blood pressure and other trainings, and
organizing our study and community advisory board meetings.

They’re each vital gears of this machine.

LEADING RESEARCH WORTHY
OF PUBLIC TRUST

Through the contributions of our staff, board, community part-
ners, and participants, since 2015 the Center has moved beyond
disparities in cardiovascular disease to examine other health
disparities. I'd already been involved in research on depression,
so it wasn’t difficult to include depression among the conditions
we study. Because disparities in many chronic conditions and
their treatment share a common set of risk factors and contrib-
utors, including structural contributors to health inequities
and resulting poor diets, obesity, tobacco smoking, sedentary

lifestyle, and disparities in health care access and treatment,
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many of my colleagues who study disparities in diabetes, chronic
kidney disease, cancer, and mental health conditions joined
the Center. We were also joined by pediatricians and maternal
health researchers who are helping us to broaden our work to
examine intergenerational impacts of health disparities and to
begin to take a life-course approach to our work.

We’ve begun conducting projects on a global scale rather than
limiting ourselves to Baltimore and other areas of the United
States. Our latest study, discussed in the next chapter, is being
conducted in Kumasi, Ghana, not far from where I grew up in
Liberia. There, we’re adapting some of the lessons learned from
our local studies in the United States to new contexts. We’ve seen
that research is critical, but it can’t solve problems in isolation;
it has to be connected to people who can make changes in orga-
nizations and communities as a result of its findings. So, we’ve
strengthened our focus on getting the results of our research
out to broader audiences. We see our work as one of the ways
we can help to repair the broken social contract between our
society’s institutions and communities of color and assure that
the research we lead is worthy of public (and our local commu-
nity’s) trust. In 2020, the Center celebrated 10 years of working
together to improve the health of the most disadvantaged in
communities in Baltimore, the United States, and around the
world, which positions us as nationally and globally influential
scientists, practitioners, and leaders, as we’d hoped, and enables

us to expand our work into influencing practice and policy.



CHAPTER 5

From Research to
Practice and Policy

IN 2017, | WAS NAMED a Johns Hopkins University Bloomberg
Distinguished Professor for my work as a health equity research-
er and educator. Anyone working in academia would be proud
of such a distinction, and I was (and am), but to me the new po-
sition represented something else —a tremendous opportunity
to broaden the mission of the Johns Hopkins Center to Elim-
inate Cardiovascular Health Disparities, which the next year
would become the Johns Hopkins Center for Healthy Equity. It
raised the visibility of the Center’s research across the univer-
sity such that investigators in other Hopkins schools—such as
the Krieger School of Arts & Sciences and the Applied Physics
Laboratory, where I didn’t previously have collaborations—
knew they could reach out if they wanted to study something
related to health equity. For instance, as we’ll discuss in the next
chapter, we partnered with Michael Degani from the Krieger
School’s Department of Anthropology, an expert in energy use
and infrastructure in African cities, including the study of mo-
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bile apps, televisions and more, to address the reach of health
care in Ghana. We’re also collaborating with Brant Chee of the
Applied Physics Laboratory on a grant application for research
that would employ artificial intelligence to assess the speech
patterns of physicians and patients recorded during medical
visits —a means to develop software for use during future clin-
ical evaluation programs—as a potential tool to address racial
disparities in clinical communication. This new position allowed
me to intensify my efforts to translate research into practice and
policy to address the social determinants of health in vulnerable
and socially disadvantaged groups, thereby moving beyond un-
derstanding the roots and mechanisms of these issues to achiev-
ing positive, systemic impacts on the health of communities.
In this chapter, ll revisit some of the topics discussed ear-
lier specifically from this perspective. How can we translate re-
search into actions that make a difference in the lives of people
everywhere, but especially those experiencing health dispari-
ties? Doing so requires that interventions be based on evidence
and that researchers partner with communities, health systems,
and other sectors of society to change practices. It also requires
policies at local, state, and national levels, within the health
care system and in other sectors, to explicitly reduce health
disparities while also improving overall population health. In
addition to equipping community members and organizations
with skills to address these issues and to advocate for resourc-

es from payers and policymakers (as discussed in chapter 4),
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a significant part of this work is helping people in health care
delivery systems and other sectors of society, including govern-
ment, understand why they should care about health dispari-
ties—what their myriad and long-term impacts are that affect
every one of us.

Practices to advance health equity can involve behavior
change at the level of individuals, families and other social
networks, organizations and institutions across various so-
cietal sectors, and even an entire community. In chapter
3, I discussed relationship-centered care and cultural and
structural competence, two health care delivery practices
to advance health equity. Here, I’ll focus the discussion on
practices related to health care and public health workforce
development (through diversity and inclusion, training, in-
cluding in bias reduction and anti-racism skills, mentoring,
and leadership programs) and the use of health information
and electronic communication technologies to advance health
equity. Policies in nearly every sector of society could bet-
ter support health equity. But leveraging policy to support
health equity will require deeper understanding among pol-
icymakers of the conditions that entrench health inequities
and the actions it would take to up-end this entrenchment at
local, regional, national, and international levels. Successful
policy changes will also require greater collaboration across
sectors. Finally, addressing health equity through policy and
advocacy requires proven approaches to improve health,
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evaluate social policies to identify health effects, and augment
the workforce with people who have training in social and

economic policy.

REFORMING THE PHYSICIAN WORKFORCE
THROUGH DIVERSITY AND
INCLUSION EFFORTS

By nature, people tend to be more comfortable with people
who are like them. Our studies have shown that race concor-
dance in the doctor-patient relationship (discussed in chapter
2) produces better communication and decision-making. Race
concordance may also be associated with better access to care
and better health outcomes as well (as reflected by a recent
study documenting lower mortality among African American
newborns receiving care from physicians of the same race).!
Yet one of the most pervasive and enduring challenges facing
the health care workforce is the critical shortage of racial and
ethnic minorities serving in health professions. Diversifying the
workforce may be one of the most important issues the health
care system faces.

Historically, African Americans, Native Americans, and Lati-
nos have faced severe barriers in gaining admission to schools of
medicine, nursing, and dentistry and in securing careers in the
health professions. Prior to the gains of the civil rights move-

ment, Blacks were effectively barred from all but a few of the
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nation’s medical schools and were systematically denied access
to membership in state medical societies. Of the nearly 700,000
practicing physicians in 2012, only 9.2 percent were members of
underrepresented minority groups.” Racial and ethnic minorities
are represented in higher percentages among female physicians
than among male physicians, but they remain vastly underrep-
resented. Today, Black women make up less than 3 percent of
physicians in the United States.3

Beyond course-correcting the racial disparities, the numbers
of underrepresented minorities in the health care workforce
need to increase simply to meet the demand for health care pro-
fessionals. Without action, the already dire shortage of health
care professionals in the United States will continue to intensity,
driven by an aging baby boomer population with more complex
health needs, the geographic locations of patients relative to
providers, and the increasing racial and ethnic diversity of the
US population. By 2050 —over the next generation —Whites
will no longer be a majority population in the United States.
Moreover, the number of older adults is expected to double by
2030—in 10 short years —at which point they’ll constitute near-
ly 20 percent of the US population.* Racial and ethnic minorities,
who already face severe disparities in health care delivery, are
expected to make up an increasingly larger share of this popu-
lation. New directions in workforce composition, distribution,
expertise, and training will be essential to meet the needs of the
changing population.
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Those currently working in medical fields serve as role models
for the next generations. Without physicians of color, we per-
petuate a cycle of underrepresentation. As many have said, “You
can’t be what you can’t see.” So in addition to increasing the
diversity of medical students, we need to increase the diversity
of medical school faculty. Medical schools hold the mission of
educating physicians who will care for the entire population. Di-
versity among faculty enhances the ability of academic medicine

to fulfill its educational, research, and patient-care missions.



The Importance of Racial and Ethnic
Diversity in Health Professions

People of African American, Latino, and Native American descent
constitute 30 percent of the US population, but they are severely
underrepresented in the US health workforce. As the US population
becomes increasingly diverse, ensuring adequate workforce repre-
sentation could:

e mprove organizational excellence;

® increase access to health care for persons from underserved
communities; and

e reduce disparities in health and health care.

Part of this professional underrepresentation stems from a similar
imbalance in university and medical programs. Studies show that
racial and ethnic diversity leads to improved academic and workplace
environments, including:

e better educational experiences for medical students of all racial
and ethnic backgrounds;

® higherratings of preparedness to care for patients from other
racial and ethnic backgrounds;

® more positive attitudes about equity and access to care;

e increased academic reputation;

e greater creativity and innovation;

e better problem-solving abilities.



African American, Latino, and Native American physicians are much
more likely than their White peers to practice in underserved communi-
ties and to treat larger numbers of patients of color. While 100 percent
matches of patients to health care workers who come from similar
racial and/or social backgrounds isn't the goal (all professionals should
be able to treat any patients regardless of their ethnicity), research

has shown that patients of color in race-concordant relationships:

e report higher levels of satisfaction and participate more in
decision-making;

e experience visits characterized by better communication and
more patient-positive affect;

e report higher intentions to use preventive health care services

® have higher levels of adherence to medications for heart
conditions;

e are more likely to be prescribed HIV medications in a timely
manner; and

e have significantly better health outcomes in some studies.
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Having underrepresented minority faculty members in medi-
cal schools promotes more effective health care delivery to a
diverse population, improves the quality of medical education
for all races and ethnic backgrounds in attendance, and stimu-
lates research attentive to the needs and concerns of minority
groups. Studies have shown that more diverse faculties also
bolster levels of innovation and problem-solving, and enhance
the academic reputation of their institutions. Diversity is not
simply an ethical issue but an excellence issue.

Despite these compelling reasons for diversifying health
care faculty, there’s an alarming lack of minority faculty in US
medical schools and an especially serious dearth in leadership
or senior roles. Studies have shown that underrepresented mi-
nority faculty are more likely to advance more slowly and to
report the intention to leave academic medicine.’ In addition,
minority faculty members report experiences of ethnic harass-
ment, biased treatment, and racial fatigue.® They spend more
time focused on patient care and less on research than their
nonminority colleagues. Sustained efforts have increased the
enrollment of underrepresented minority medical students,
but the environment for underrepresented minority faculty has
received much less attention and is equally vital in increasing
the diversity of the health care workforce.

Having more underrepresented minority faculty in senior
and leadership roles in medical schools could increase the

cultural awareness and skills of all physicians-in-training and
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biomedical scientists.” The result would be a greater capacity to
care for underserved groups and to determine the causes of and
solutions to health disparities. Fully engaging the skills and in-
sights of these faculty members, beyond the ethics of inclusion,
achieves the best possible science and medical care.

There are many ongoing efforts to improve structural factors
(the diversity of the faculty, trainees, staff and leaders, and the
mission, policies, resources, and practices of institutions) as
well as psychological and behavioral factors (social interactions
among individuals and groups and perceptions of bias, discrim-
ination, and inclusion) within academic medicine. One example
is a series of workshops called “Breaking the Bias Habit,” based
onresearch by Molly Carnes and colleagues at the University of
Wisconsin-Madison, that introduces academic audiences to the
concepts of implicit bias (discussed in chapter 2 and later in this
chapter) and stereotyping about diverse groups of people using
many of the same practical steps I described earlier.® However,
in this case, the focus is having interactive discussions about
the potential influences of implicit bias in their own academic
units and applying evidence-based strategies for reducing the
application of these biases within academic practices (for exam-
ple, teaching and evaluating learners, interpersonal micro-ag-
gressions, recruitment and promotion of women and people of
color). But until such worthy and effective efforts become core
parts of missions, such initiatives, hampered by insufficient

leadership support and resources, remain siloed. And, without
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collective responsibility to drive the change, ultimately they fail
to be implemented and sustained.

Another effective effort is a series of programmatic chang-
es in the medical school admissions process undertaken by
Quinn Capers and his colleagues at Ohio State University.?
These changes include having an explicit diversity mission,
using anonymous voting, expanded screening and a holis-
tic review of applicants, blinding of reviewers to academic
metrics, provision of implicit bias training to reviewers, re-
moving applicant photos during committee discussions, and
diversifying committee membership. Other programs are fo-
cused on building the pipeline of potential applicants from
underrepresented communities starting in secondary school
through college and beyond, although these programs contin-
ue to face challenges associated with anti-affirmative action

legislation.”

TRAINING THE HEALTH CARE AND PUBLIC
HEALTH PRACTITIONER WORKFORCE

Increasing the racial and ethnic diversity of health professionals
has great potential to improve patient-physician communication
and patient outcomes to address disparities among vulnerable
populations. However, not every patient will be able to have a
physician who is their same race. For that reason, the training of

health care personnel needs to prioritize cultural and structural
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competence as strategies to advance health equity, as discussed
extensively in chapter 3.

Many health professional and public health schools have
struggled with integrating health equity more effectively into
their curricula. Though many schools now offer introductory or
elective courses on health equity, this topic needs to be woven
throughout all aspects of health professional and public health
education. Regardless of what topic is being taught, whether nu-
trition, heart disease, kidney disease, or mental health, these
schools need to address health equity issues and how they affect
people of different backgrounds to fully prepare their students for
all patients they’ll encounter. The social circumstances that con-
tribute to these problems need to be discussed, as does the role
that these professionals can play in reducing and eliminating these
problems. The schools and their associated continuing education
programs should incorporate competency-based curricula that in-
clude practices for working in interprofessional, multidisciplinary
teams, interpersonal and organizational approaches to addressing
health equity, and partnership-building skills for working with

community-based organizations and across societal sectors.

TRAINING THE HEALTH EQUITY
RESEARCH WORKFORCE

Research has repeatedly revealed that the contributors to

health disparities are complex and that they interact in different
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ways between and within groups, settings, and contexts. This
complexity calls for the practice of training a cadre of research-
ers who represent multiple disciplines and multiple sectors of
society.

Under the leadership of one of my mentees, Tanjala Purnell,
an epidemiologist and health services researcher whom I ap-
pointed as associate director for education and training at the
Center, we’ve developed a mentoring and training curriculum
that we hope will serve as a model for other centers and insti-
tutions across the country and around the world.

Early on, our prospective trainees told us that they needed
practical tips about what it was like to conduct health equity
research in the field, so we created curricula for the Bloomberg
School of Public Health and the School of Medicine at Hopkins
that involve lectures with lessons learned from experts in the
field as well as real-world experiences in research team meetings
and in clinical and community settings whenever possible. We
also learned that many high school, undergraduate, and gradu-
ate students from disciplines outside of medicine, nursing, and
public health, and from institutions across the country and the
world, wanted access to these experiences, so we created intern-
ships and electives, degree-level courses, and online programs
to enhance our reach.

We’ve developed a process for connecting potential trainees
with faculty mentors who are willing to contribute their time.

To do this, we created a database of faculty interests, projects,
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and opportunities for trainees that we update quarterly. When
trainees express interest, we can link them with the appropriate
faculty member. Once trainees begin to work with their mentors’
program, they each complete a mentored research project. We
also hold “meet the professor” sessions and career development
panels where graduate students at Hopkins share practical tips
about what they did to get accepted to the university and how
they’ve been successful. We include field experiences with com-
munity-based organizations, partly by leveraging existing part-
nerships with members of our community advisory board, and
all trainees are invited to attend our community advisory board
meetings as well as the research team meetings of their mentors.

Since 2017, Dr. Purnell and I have developed two courses for
academic credit called “Applications of Innovative Methods and
Health Equity Research” and “Local and Global Best Practices
in Health Equity Research.” These courses include lectures,
case-based examples, interactive panels, and discussions. They
feature faculty in the Center for Health Equity and across Johns
Hopkins who have substantial expertise in the subject, as well
as health equity experts from other institutions in the United
States and around the world. Our first course has earned the Ex-
cellence in Teaching Award several years in a row, and we hope
we will have the same positive results for the second course,
which was launched in 2020.

We’ve also created two massive open online courses
(MOOCs) on the Coursera platform. “Foundations of Health
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Equity Research” introduces students to the core principles of
health equity research. “Application of Health Equity Research
Methods for Practice and Policy” is intended for students who
have completed the foundations course or have previous expe-
rience in health equity research, practice, or policy.

Many training programs focus on increasing knowledge;
fewer focus on developing skills and changing attitudes among
learners. Yet these attitudes and skills are particularly important
in doing research to address health disparities. Before we devel-
oped our courses, we heard many research trainees complain
that the content of their courses that covered health disparities
had no practical applications for their day-to-day work. Some
trainees also stated that their educational environment wasn’t
welcoming, which is particularly important for people who come
from disadvantaged backgrounds. Training needs to occur in a
safe space where learners can explore their attitudes and be-
liefs and where they can acknowledge their need for additional
knowledge or skills without being judged or shamed. Presenta-
tions need to be engaging and discussions respectful of the life
experiences and expertise of the learners. Training programs
should allow trainees to learn from one another. We developed
our program with all these factors in mind.

The Center also launched a monthly “Health Equity Jam Ses-
sion” seminar series in 2015 to provide an informal opportunity
for colleagues, trainees, and community partners to collaborate

and share their work. With an emphasis on developing future
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generations of health equity scholars, the jam sessions provide a
supportive forum to discuss research ideas, proposals, research
in progress, responses to peer review, career development, and
collaborations. Many research collaborations have come out
of these sessions, which are also used for career development
and professional networking. For instance, we once held a ses-
sion using a speed-mentoring approach that allowed trainees
to chat informally with faculty members because we learned of
their mutual interest in meeting. We’ve now instituted a special
annual session on health equity training opportunities at Johns
Hopkins in partnership with the Urban Health Institute and
other centers across the university.

Jam sessions have included speakers on topics such as tox-
ic stress as a social determinant of health, behavioral health
treatment for homeless persons, addressing food insecurity,
building community-academic partnerships, best practices for
engaging policymakers, disparities in maternal health, and local
and global learning in health equity research and practice. In
2019, we co-hosted a special symposium with the Johns Hop-
kins Bloomberg School of Public Health, the Department of the
History of Medicine in the School of Medicine, and the Urban
Health Institute, called “1619-2019: The Legacy of Slavery for
Health Equity in Baltimore and Beyond.” All the sessions are
livestreamed to allow viewing from any location, and we post
an archive of the sessions on the Center’s YouTube playlist as

well as our Periscope Account to allow 24/7 access. The idea is
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to create larger and larger communities of people with diverse
interests, skills, empathy, and expertise to have the greatest
possible impact on health disparities.

We believe that educational programs targeting health eq-
uity should train practitioners, researchers, and lay community
members— especially those from disadvantaged communities—
alongside each other to enhance their skills in intervention de-
sign, delivery, and evaluation, and in leadership and advocacy
skills, to bring about social change. We also believe program
evaluations should use methods that incorporate learner be-
havioral outcomes and population health outcomes and that
examine program influences on reducing health disparities, and
that’s what we are doing with our program.

Our unique trainee mentoring program has helped to launch
more than 150 scholars, including high school and undergradu-
ate students, medical, nursing, and public health students, post-
doctoral fellows, and junior faculty. Our degree-level courses at
Johns Hopkins have educated more than 120 students so far, and
our open online courses have trained more than 2,300 people
across the globe in 2020 alone. Our jam sessions have attracted
7,500 attendees over the past five years.

BIAS REDUCTION AND ANTI-RACISM TRAINING

Educators have proposed a framework for integrating implic-

it bias recognition and management into health professions
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education that’s based on previous research and includes the
following practical actions for curriculum developers: (1) cre-
ating safe and nonthreatening learning settings, (2) increasing
knowledge about the science of implicit bias, (3) emphasiz-
ing how implicit bias influences behaviors and patient out-
comes, (4) increasing self-awareness of existing implicit biases,
(5) improving conscious efforts to overcome implicit bias, and
(6) enhancing awareness of how implicit bias influences others.”
This approach can be used for practitioners and researchers.

At Johns Hopkins, we provide training to medical students
on implicit bias early in their first semester and to students
in our masters of health administration program, using the
approaches mentioned above as well as some described earlier,
in chapter 2. We’ve also expanded the medical student curric-
ulum to include what’s been called bystander training in the
past but what we now call upstander training. We know that
the tone of an environment drives behavior. Therefore, we’ve
suggested that upstander anti-racism training, which has been
used by laypeople to respond to incidents of interpersonal or
systemic racism, has potential as an organizational strategy
in academic medicine and health care, public health practice,
and research.”

In previous research, actions resulting from this type of
training have led to positive effects for the recipients of deroga-
tory behavior, the “upstanders,” as well as the persons who are

responsible for the derogatory behavior.” If people are being
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treated differentially or disrespectfully because of their race,
gender, or any other characteristic, other people in the environ-
ment have to be trained to respond or to “stand up” and speak
out in defense of the person or people on the receiving end of
derogatory treatment. If the prevailing culture is to not confront
this type of behavior or to say anything, the norm becomes that
it’s acceptable to behave that way. Actions addressed by this
training include confronting the “actor,” recruiting other active
upstanders, supporting persons from targeted groups after an ex-
perience of discrimination, formally reporting the incident, and/
or seeking assistance from persons with authority to take action.

Implicit attitudes are more likely to influence behaviors
when the capacity for cognitive processing is low. This capacity
can decline for a variety of reasons, including fatigue, pressure,
and cognitive overload. Policies and practices designed to mit-
igate stress and burnout, can simultaneously improve practi-
tioner or researcher mental health and cognitive processing
capacity while also enhancing service delivery, research, and
patient or research participant outcomes.

One way to reduce stress and burnout on an organizational
level is for leaders to implement policies and practices that
create a culture of equity, civility, and respect, regardless of the
roles and social identities of individuals within their institutions.
Another promising way to do this on an individual level is mind-
fulness practice. Mindfulness can reduce the likelihood that

implicit biases will be activated in the minds of practitioners and
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researchers, increase their awareness of their own implicit bias-
es, enhance their ability to manage their responses to these bias-
es once activated, increase their compassion toward themselves
and empathy toward their patients, research participants, and
community partners, and reduce internal sources of cognitive

load such as stress and burnout.™

MENTORING

Mentoring is a vital component in training the next generation
of health care and public health professionals and health equity
researchers; it’s a form of the ancient master and apprentice
relationship. Excellent mentors have several key qualities: they
socialize and nurture their protégés, teach them professional
norms and expectations, impart specific knowledge, and give
constructive feedback. Mentors motivate and inspire others
and serve as role models: they show by what they do. They also
advocate for their protégés. One of their most important roles is
to open doors for their mentees and help them navigate complex
institutional and personal issues. My colleague Spero Manson,
Distinguished Professor of Public Health and Psychiatry and
director of the Centers for American Indian and Alaska Native
Health at the University of Colorado, shared the following story
with me that exemplifies the value of having diverse role models
in health-related research to inspire the next generation. Dr.

Manson said,
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I am one of 67 grandchildren, the eldest male, born to a
large extended family from the Turtle Mountain Chippe-
wa Reservation in North Dakota, and the only one from
my generation to complete a post-secondary education. . ..
During family gatherings, though, a favorite aunt would
make comments about my seemingly delinquent study
efforts over a 23-year education. But my grandmother
would fly to my defense: “Leave him alone! I'm a student,
too, a student of life. We must never stop learning.” Like
my grandmother, I have come to champion life-long
learning to enhance social inclusion, to promote active
citizenship, and to stimulate intellectual development.

I have been privileged to mentor more than 150 younger
colleagues, Native and non-Native alike. My work with
these nascent scientists emphasizes the importance of
persistence throughout their journey, which, in the words
of my grandmother, is most fulfilling when life-long.

I know how important it is to be a good mentor, because men-
tors helped lead me to where I am today. When I was trying to
decide whether to be a clinician, an educator, a researcher, or
all of the above, I sought out many people on different career
paths who were doing things that I might like to do in the future.
It wasn’t always easy. Sometimes you meet people with whom
you can connect but they don’t know anything about the topic

that you’re trying to study. I tried to align myself with people
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who could be helpful in terms of both the big picture and their
more specific expertise. From my parents to the other mentors
I've mentioned, I would not be who I am or where I am today
without their guidance and examples.

Mentors need to set expectations early in the relationship.
Also, you can’t mentor too many people simultaneously—you
need to be realistic about how much you can take on so that
you're truly available to your mentees. One way I’ve done this
is by grouping my mentoring activities into certain times of
the week. This gives me the time to focus on my mentee’s
issues and not have to do it while I'm in the midst of other
things.

Just as my mentees learn from me, I've learned from them.
Each has taught me how to be a better listener and a better
advocate. I've learned about the value of caring for them not
just as scientists, researchers, and future physicians but also as
friends and colleagues. I've learned to respect and value their
unique perspectives and contributions even if we’re not always
in agreement. I’'m grateful for the honor of being able to work
with every one of them. Just as I encourage them, I often tell
them that some days they’re the reason I get out of bed and con-
tinue to do this work. Their energy, enthusiasm, and optimism
keep me hopeful about the future.

Through mentoring, I’ve learned that when I help others
achieve their dreams, we all enjoy the journey. No single per-

son can solve the problem of health disparities—the problem
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will need to be addressed for generations to come. As a woman
and person of color, I feel a keen sense of indebtedness and
responsibility to honor the legacies of my own mentors and to
pay forward the knowledge, wisdom, and support I've received.
I know that mentors serve as important role models for the
next generation in a field where we desperately need the talent
of people of color, and I’'m honored to have mentored more
than 75 individuals since joining the Johns Hopkins faculty,
many of whom are women and people of color. Most of my
former mentees who have completed their training have ac-
ademic appointments and work as researchers or educators;
others are health system clinicians, administrators, public health
practitioners, and social entrepreneurs. They’ve won national
awards and grants, and several have leadership roles within
their organizations, as division directors, deans of schools of
medicine and public health, hospital administrators, and public
health commissioners.

LEADERSHIP TRAINING

Another lesson that I've learned about implementing practices
and policies, informed by research on what is most likely to
be effective, relates to the need for leadership. Leaders create
change, mobilize stakeholders, and advance solutions to issues
of significant concern. They can improve coordination, collab-

oration, and opportunities for soliciting community input on



FROM RESEARCH TO PRACTICE AND POLICY 141

funding priorities and involvement in research and services.
Leaders in government, in educational institutions, and in
health care organizations need to help change narratives about
health disparities and implement successful programs and pol-
icies to reduce or eliminate them.

There’s a constant demand for new leaders with fresh view-
points and energy who will fight for health equity. In particular,
the growing pool of talented leaders among racial and ethnic
minorities and in underserved communities could share their
lived experiences and use their local wisdom to raise awareness
and take action against health disparities. Future generations
can be groomed for leadership by engaging and including them
in the planning and execution of health, wellness, and safety
initiatives.

One example of such a program is the Bunting Leadership
Program, now under the umbrella of the Johns Hopkins Urban
Health Institute, which I was appointed to lead in April 2020. Es-
tablished in 2016, this year-long program enhances the capacity
of young, passionate Baltimore community advocates with the
skills to help improve the trajectory of health in their commu-
nities. The program includes experienced community leaders,
academics, and business owners as faculty and incorporates
peer support, reflective learning, and faculty guidance. The cur-
riculum also incorporates content on the history of Baltimore,
theories on leadership and community development, research

and policies, and evidence-based practice.
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USING TECHNOLOGY TO CHANGE
INDIVIDUAL, SOCIAL NETWORK, AND
ORGANIZATIONAL PRACTICES

Novel technologies have enormous potential to promote health
equity, both in developed countries like the United States and
around the world. Such innovations include “telemedicine” or
video doctor visits, text reminders to take medicine or exercise,
fitness tracking devices, heart rate monitors, disease monitoring
devices, and virtual health advocacy platforms. New technolo-
gies run the risk of widening health care disparities by working
primarily for communities that already have digital resources.
But they also have the potential to reach and engage commu-
nities that typically have been underserved by the health care
system, especially in areas with low percentages of health care
workers.

Many of these technologies can be accessed through a
smartphone, and ownership of smartphones has grown across
the economic spectrum. African Americans, for example, have
smartphone ownership that’s nearly identical to that of the gen-
eral population (80 percent versus 81 percent, respectively).’s
Moreover, racial and ethnic minorities in the United States use
more smartphone apps than do Whites and are more likely to
use their smartphones to access health information.

Unfortunately, relatively few culturally informed or cultur-

ally useful health informatics or digital health interventions or
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tools are available today. Innovations that fail to account for
the needs of diverse users may largely benefit health outcomes
in one group or sector of society while inadvertently creating,
perpetuating, or increasing health disparities in another, thereby
further reinforcing health inequities.

Fostering African-American Improvement in Total Health
(FAITH!) is one example of a successful mobile intervention
that facilitates access to health promotion resources.”® Led by
LaPrincess Brewer, a cardiologist at Mayo Clinic and one of
my former Hopkins mentees, the FAITH! Study was designed
to improve the cardiovascular health of African Americans.
This intervention took the form of an in-person, church-based
health education program. Three African American churches
in Rochester, Minnesota, participated in this culturally tailored
10-week education series that incorporated the American Heart
Association’s Life’s Simple 7 framework, an evidence-based
metric of seven health-promoting behaviors and biological fac-
tors that improve health outcomes. Together, researchers and
community members created a culturally aligned intervention
that had a positive impact on the cardiovascular health of the
study participants. On the basis of this success, the academ-
ic-community partnership secured federal funding to expand
the reach of the FAITH! intervention by creating a mobile app
designed to maximize acceptability, usability, and satisfaction
among African American users. Dr. Brewer says she chose to

partner with congregations to develop and test this program
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because “the black church is the premier institutional backbone
of the African American community. . . . These churches have
been a historical source of aid, salvation, and health services for
underserved populations.”

By tapping into existing social and community networks,
FAITH! supports marginalized populations through collective
mobilization and enhancement of resources, reduction of social
isolation, and sharing of knowledge. It represents a technolo-
gy-mediated solution to promote positive health behaviors.

New technologies, particularly smartphone apps that can
be continually improved and updated, offer the advantage of
reducing the lag between research and application. When new
solutions to improving health for disadvantaged populations
are discovered, technologies can be both widely disseminated
and individually adapted. In this way, smartphone technologies
could have immense impacts on populations around the world.

New technologies can also take advantage of built-in data
collection to boost understanding of the mechanisms driving
health disparities. By revealing key differences between groups,
information systems could allow future interventions to be
designed with these differences in mind. In the face of increas-
ing reliance on telemedicine since the onset of the COVID-19
pandemic, experts have called for a multifaceted approach
to policy, design, and implementation of these health tech-
nologies.”” They say this approach must include assessment

of patient access to technology as a standard of health care,
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the inclusion of sociodemographic and literacy measurement
standards, involvement of diverse potential users in design
phases, and the application of federal equity mandates, such
as the National Standards for Culturally and Linguistically
Appropriate Services (CLAS), to digital health.

Our country has watched as social media platforms have
helped enact political and social change. As we’ve seen with the
Dreamers and Black Lives Matter movements, these platforms
have been particularly helpful in mobilizing young people who
are passionate about issues of social justice, allowing them to
reach audiences that range from leaders of academic institutions
to corporations to government. Compared to White persons,
Black and Latino persons have equal or greater rates of social
media platform usage and are more likely to report using social
media sites to get involved with issues that are important to
them. Information technology can also be a fast, efficient, and
far-reaching way to inform people about the latest research,
including newly identified diagnostic tests, treatments, and
vaccines. Communities and health care systems can learn what
others across the nation and around the world are doing. The
right media can reach groups of people who are often harder to
reach, including racial and ethnic minority communities, young
people, older persons, persons with disabilities, LGBTQ groups,
and geographically isolated individuals. However, the sources
of information and the nature and accuracy of messaging are

critically important in preventing misinformation, which can
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lead to harmful social reactions and perpetuate existing mistrust

of science and health care.

ORGANIZATIONAL AND GOVERNMENTAL
POLICIES TO PROMOTE EQUITY

All the steps I've discussed in this chapter—and many more—
require enabling policies. Policies that drive broad changes
at the level of states or the entire country include laws and
regulations in sectors such as housing, employment, educa-
tion, transportation, food and nutrition, the environment,
and health care—that’s policy with a large P. One example
of a set of policies with the potential to advance health eq-
uity includes laws determining federal and state minimum
wages, which may have disproportionate effects on women,
African Americans, and Hispanics who hold low-wage, but
often essential worker, jobs. Evidence to support raising the
minimum wage comes from studies suggesting that these wage
increases reduce rates of smoking among pregnant women,
low birthweight among infants, and absences from work due
to illness, among employed adults.”® Another example comes
from laws to regulate the density of liquor stores, bars, and
restaurants serving alcohol, such as TransForm Baltimore, a
major rewrite of the Baltimore City zoning policy. Evidence
to support this law comes from research showing that alcohol

outlet density within a geographic area or per population can
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contribute to increased violence, crime, traffic accidents, and
injuries.” Because low-income communities and communities
of color have been found to have higher concentrations of al-
cohol outlets than wealthier areas, this law has the potential
to reduce health disparities. My mentee, Rachel Thornton, a
former White House Fellow, led the health impact assessment
of the zoning rewrite.>

The 2010 Affordable Care Act (ACA) provides far broader
access to health care and protects people against unjust refusal
of coverage caused by preexisting health conditions. After the
Act took effect, 3 million more African Americans, 4 million
more Latinos, and nearly 9 million more White adults became
insured. These gains lowered the US uninsured rate from 16
percent to 8.6 percent. Between 2013 and 2016, all racial and
ethnic groups experienced gains in health coverage, especially
minority groups and individuals with incomes below 139 percent
of the federal poverty level. A recent review found significant
evidence that the ACA has reduced social disparities in health
care access, and expanded the use of primary care, and that it
had a significant impact on the volume and range of services of-
fered and the financial security of community health centers that
accompanies the increase in insured patients.” Where evidence
for the ACA’s impact on health outcomes exists, it suggests
that Medicaid expansion is the part of the ACA that has had the
greatest impact on health disparities including preterm births

and mortality. This suggests that a public option, which lowers
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the out-of-pocket costs for individuals, may also be a successful
strategy to reduce health disparities.

Expansion of health insurance coverage has the potential to
benefit not just individuals and groups but our entire society.
For example, emergency room visits from the uninsured drive
overall health care costs, and improving access to preventive
and primary care services reduces these costs, which reduces the
overall financial burden to taxpayers. Both modest policies and
more complex, far-reaching ones have roles to play in changing
our health care system or in changing other practices and be-
haviors that impact health.

We traditionally think of policy as something imposed by
government, largely through legislation and rulemaking, seem-
ingly behind closed doors. But institutional policies within the
private sector, which I call policy with a small p, can also have a
powerful influence on health. For example, a health care system
might require its staff and providers to collect and examine
data on quality metrics such as blood pressure control, control
of diabetes, and COVID-19 infection rates among those tested,
stratified by race and ethnicity of the patients served, and it
might provide recognition or financial incentives to providers
who reduce disparities in the care of their patient panels.

At the Center for Health Equity, we’re committed to bring-
ing research into policy decisions within private institutions,
at all levels of government, and across sectors. We’re working

to inform and support the enactment of policies that reduce or
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eliminate unhealthy neighborhood or workplace conditions,
support healthy behaviors, make the healthy choice the default
choice, and promote equitable access to high-quality diagnostic
and treatment services. We participated in an expert advisory
group to highlight the impact of disparities in Maryland and offer
evidence-based actions to help combat their effects. This led to
the passage of the Maryland Health Improvement and Dispar-
ities Reduction Act of 2012, which enacted Health Enterprise
Zones—local coalitions that qualify for special tax credits to
attract providers to low-income communities and other benefits
to implement health promotion programs and improve health
outcomes. The Center’s most recent policy initiative, led by Dr.
Thornton, who is also our associate director for policy trans-
lation, is a partnership with the Bloomberg American Health
Initiative at Johns Hopkins and IBM Watson Health to develop
a method to measure the impact of hospitals on community
health and equity, for potential inclusion in the Fortune/IBM
Watson Health 100 Top Hospitals Program. Adding a measure
of how hospitals contribute to community health and equity
alongside measures of health care quality and patient satisfac-
tion in the Fortune/IBM Watson national hospital ranking—and
counting it equally in overall rankings — could recognize and
reward a growing number of hospitals that are committed to
investing in and improving population health and health equity
in their own communities. It could also provide an incentive

for other hospitals to change their policies and practices. The
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proposal, which has four components— population-level out-
comes, hospital as health care provider, hospital as community
partner, and hospital as anchor institution—was posted for
public comment in August 2020, and we’re looking forward to
the next steps in this effort.>

Thinking about how to change policy, especially on a na-
tional level, can create a sense of frustration and hopelessness.
However, solutions don’t depend exclusively on action at these
larger scales. There’s a balance to be struck between the roles
of local, state, and federal officials. As discussed in chapter 4,
initiatives to reach underserved populations often need to be
based on guidance and input from members of these commu-
nities, from community-based organizations, and from leaders
who have knowledge of the needs and available resources within
vulnerable communities. To be effective, these local initiatives
generally require funding and encouragement from state and
federal leaders. The success of all of these solutions can inform

broader change, even on an international scale.



CHAPTER 6

A Global Perspective
on Health Equity

HEALTH INEQUITIES OCCUR ON ALL SCALES, from the local to
the global. Because of my early life experiences growing up in
Liberia, attending school in Switzerland, and then coming to
the United States, I've always had a global perspective on both
health disparities and the role of relationships across social,
cultural, and ethnic differences in addressing those inequities.
After receiving the MacArthur Fellowship, I began to travel and
learn more about how countries around the world approach
health inequities. I discovered that in spite of the universal
health care system in the United Kingdom, disparities in health
and health care exist for Black, Asian, and minority ethnic groups
relative to Whites in that high-income country. As a member
of the People to People Citizens Ambassador Program Quality
of Health Care Delegation to South Africa (a middle-income
country) in 2009, I saw firsthand the inequities in health and
health care there among Blacks, Indians, and Colored people,
and Whites. Interestingly, on a trip to Cuba with the Medical

Education Cooperation with Cuba Program in 2010, I learned
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about how a low-income country with a strong focus on preven-
tion and primary care could be successful at minimizing health
inequities. But my most significant international opportunities
were yet to come.

The West African Ebola virus outbreak from 2013 to 2016
took a drastic toll on human life. It also resulted in the collapse
of already fragile health systems, impacting economic growth
and food security. Working across sectors and continents, sev-
eral government and nongovernmental agencies mobilized to
respond to and contain the epidemic, trying to help those afflict-
ed, and to keep it from crossing their thresholds. Of particular
relevance to this terrifying crisis was the need for health profes-
sionals to volunteer their time and skills to care for the victims
of a highly contagious illness. They would share their expertise
with other frontline workers, co-lead public health campaigns
to try to contain the spread, and advocate with policymakers to
address not only the current crisis, but also the long-standing
inequities in access to care and quality of care in the countries
that bore the largest burdens of the epidemic.

The outbreak inspired me to advocate for health equity with
global partners. I began by obtaining funding and personal pro-
tective equipment for Last Mile Health, a global organization
founded by my colleague Raj Panjabi, on which I serve as a board
member. Last Mile supports frontline health workers and lead-
ers to strengthen rural community health systems around the
world. Dr. Panjabi and Last Mile (recipients of the $1 million
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TED Prize in 2017) partnered with the government of Liberia
and other organizations to design and scale a National Commu-
nity Health Assistant Program which has trained and equipped
thousands of community health workers, nurses, physician as-
sistants, and midwives serving the majority of the rural popu-
lation in Liberia.

Then in early 2015, I agreed to serve as chair of the data safety
and monitoring board (DSMB) for PREVAC —the Partnership for
Research on Ebola Vaccinations—which continues to oversee
studies in Liberia, Sierra Leone, Guinea, and Mali. A data safety
monitoring board is made up of outside experts who monitor
research participant safety and the efficacy of the study product
while a clinical study is taking place. They do this by providing an
ongoing independent review of data from the trial. I also chaired
the DSMB for PALM: a multicenter, multi-outbreak randomized,
controlled safety and efficacy study of investigational therapeu-
tics for the treatment of patients with Ebola virus disease during
the world’s second-largest Ebola outbreak on record, which oc-
curred in active conflict zones in the Democratic Republic of
Congo from 2018 to 2020. Global scientific partnerships that
are established to test new vaccines include academia, pharma
and biotech industries, communities, and policymakers such as
the World Health Organization. This work not only connected
me with several other global health researchers but also showed
me that my expertise in epidemiology (the study of distributions
and determinants of health-related states and events in defined
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populations), health disparities, community-based participatory
research, and clinical trials in under-resourced settings in the
United States was scientifically relevant, and that my life experi-
ences growing up in West Africa made me particularly well suited
to serve as a trustworthy and culturally knowledgeable leader. I
was also grateful for the opportunity to serve my home country
(and other African countries) at such an important time.

However, it was not until the Center for Health Equity had
completed its first five years and I was named a Bloomberg
Distinguished Professor in 2017 that I finally had the resources
and networked collaborations to expand my own research and
educational efforts to include global health settings. I hired a
program director for operations and strategic initiatives, Nancy
Edwards Molello. At that point, the Center began to leverage its
experiences in team science and building strong community-
academic partnerships toward a bold new vision of global health
equity. We call this our local-to-global and global-to-local initia-
tive, which has already started to contribute knowledge about
how to use mobile health technology and community-based
nurses in low-resource settings in West Africa to enhance ac-
cess to care for patients with chronic medical conditions, and
best practices in building community academic partnerships to
advance health equity.

Researchers and public health officials from resource-rich
nations often feel they have all the answers. But if they fail to

listen to community leaders, they can’t learn what interven-
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tions could have the biggest impact. Mrs. Molello recalls that
on a trip to West Africa in 2014, she toured a tent designed for
treating Ebola, installed by a well-intentioned nation, at a cost
of a million dollars. It now sits empty and unused because the
community can’t afford its upkeep and because its design didn’t
resolve their need for a traditional health care facility. “The
whole idea of both groups working together didn’t happen,” she
said. “I think that’s what global-to-local really stands for: global
and the local communities working together to solve problems
to help the world.”

HYPERTENSION IN AFRICA

The Center’s Addressing Hypertension Care in Africa (ADHIN-
CRA) study is a prime example of the bidirectional local/global
applications approach we’ve been taking. The study focuses on
techniques to manage high blood pressure, which is a major
cause of mortality in western Ghana, a region with a severe
shortage of physicians and nurses. When creating the hyper-
tension treatment protocols, the ADHINCRA team adapted
those of the World Health Organization for treating high blood
pressure to make them more suitable for the Ghanaian con-
text. Ghana had just nine nurses and one physician per 10,000
people in 2015, compared with 49 nurses and 19 physicians
per 10,000 people in the United States. The goal of the study,
which is ongoing, is to explore whether blending technology,
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community-based caregivers, and culturally relevant messag-
ing can improve outcomes in the management of high blood
pressure for low-income patients. The study’s name and logo
were inspired by the Ghanaian Adinkra symbol that means
“Akoma Ntoaso” (linked hearts) and is a symbol of unity and
agreement. Because this project is a collaboration between
Johns Hopkins University and Kwame Nkrumah University of
Science and Technology (KNUST) in Ghana, we thought that
it was an appropriate logo for the project.

Leveraging alocal/global learning approach, the ADHINCRA
study combines new ideas with approaches tested in the United
States, in some of the Center’s earlier studies, in an innovative
program that treats patients as whole people. The study com-
bines culturally appropriate patient management and messaging
with modern blood pressure monitoring technology to help
people manage chronic diseases. The intervention is especially
vital in light of the World Health Organization’s estimate that up
to 75 percent of deaths in sub-Saharan Africa will be attributable
to hypertension by 2030." Developing scalable interventions in
this region could improve the well-being of millions of people.

The study has sought to leverage the ubiquity of smartphones
among the Ghanaian population. We partnered with Medtronic,
a medical device company, to tailor one of the mobile phone
apps they developed, called Akoma Pa, for our project. This plat-
form is designed to enhance clinical decision support, shared

decision-making, participatory communication, knowledge,
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treatment adherence, and self-monitoring of hypertension.
The Bluetooth-enabled app delivers motivational messages
designed specifically for West African notions of the body, re-
sponsibility, and well-being. Examples of healthy motivational
messages would be to dance in order to be physically active, to
cook vegetables without adding salted fish and meat, and to eat
fresh fruits such as mango and papaya, along with reminders re-
garding taking medications and keeping medical appointments.
Dr. Degani, our anthropologist colleague whom I mentioned in
chapter 5, assisted us by making sure the app was appropriately
adapted. According to my mentee Yvonne Commodore-Mensah,
who was born in Ghana and is one of the study’s two principal
investigators, many people in Ghana own at least two mobile
phones. “We want to take a device that is used frequently and see
whether including this app in their daily lives will help control hy-
pertension by having people measure their blood pressure every
day and send those readings to their providers to allow them to
track and monitor their progress,” Dr. Commodore-Mensah said.

Using protocols developed for the RICH LIFE Project de-
scribed in chapter 4, the ADHINCRA study seeks to apply chronic
disease management interventions from health clinics to low-re-
source rural settings where people have non-Western attitudes
about health and the body. Using community-based nurses who've
been trained to monitor blood pressure, the clinical work is sup-
plemented by education and behavioral reinforcement techniques

designed for the unique cultural context of sub-Saharan Africa.
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The study is based at four hospitals in western Ghana: Komfo
Anokye Teaching Hospital, Kumasi South Hospital, Manhyia
Government Hospital, and Suntreso Government Hospital in
Kumasi, Ghana. The study places particular emphasis on pa-
tients from low-income and rural contexts. We have enrolled a
total of 240 patients for a one-year period, with six months of
active intervention by the clinical team followed by six months
of tracking patient progress to assess outcomes.

Before launching the study, Dr. Commodore-Mensah, Mrs.
Molello, and I traveled to Kumasi in January 2019 to meet with
our academic and clinical site partners and with the leaders of the
participating clinical sites. The study’s co-principal investigator,
Fred Stephen Sarfo, is a neurologist, researcher, and educator at
KNUST. We had been introduced to him by another of my men-
tees, Linda Mobula, a general internist who currently works for
the World Bank and who’s been heavily involved in global chronic
disease management efforts as well as the US State Department’s
public health emergencies management programs for the West
African Ebola outbreak in 20142016, and the recent Ebola out-
break in the Democratic Republic of Congo. During our trip, we
met with the deans of the School of Medical Sciences and the
School of Public Health at KNUST, the Ashanti regional director
at Ghana Health Services, and medical directors at our participat-
ing sites. We also met with representatives from Medtronic Labs
who demonstrated the Akoma Pa app. We were able to view the

app in action, determine whether it was suitable for the project,
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and to firm up our partnership. As Dr. Commodore-Mensah said,
“I think the stars were aligned.”

One of the themes we’ve heard over and over in our conver-
sations with community partners in the United States and over-
seas is that academic institutions come into their communities
to do studies, publish important papers and in some cases make
financial deals with large pharmaceutical and biotechnology
companies, and then leave without ever coming back to share
the results or to help the communities to benefit. We wanted to
establish strong and authentic relationships and let our partners
know that we were in this for the long haul, not just for our own
benefit. Because Dr. Commodore-Mensah is originally from
Ghana and I’'m originally from Liberia, we also have interests in
adapting and disseminating interventions to reduce the burden
of cardiovascular disease, with a focus on those most in need,
to other sub-Saharan African countries. Having that cultural
connection with our partners was helpful.

Six months later, in July 2019, Dr. Commodore-Mensah re-
turned to Kumasi with two of the Center’s trainees to train the
local study staff and coordinate with the partnering study team at
KNUST. One of our doctoral students, Kathryn Foti, said that be-
ingable to visit the hypertension clinics in person helped the team
develop and refine the intervention protocol. “I think we had ideas
about how the patient flow, the recruitment, the screening process,
and the enrollment would work, so it was really valuable to be

there physically and see the space—how everything was laid out,”
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she said. “A good portion of our time was also spent ironing out
the protocol with the staff who are going to be implementing it.”
In the control group of the study, participants receive six
months of enhanced usual care. Every day, these patients receive
SMS messages that deal with healthy lifestyle behaviors, includ-
ing smoking, diet, and physical activity but not with medication
adherence or hypertension-specific issues. Every three days,
they also receive an automated SMS directing them to a differ-
ent short video clip about healthy living. Patients in this arm of
the study receive usual care as determined by their providers.
In contrast, participants in the active intervention group use
the Akoma Pa app to improve their communication with their
community health officers. The use of this app by participants
includes reminders, community health officer messaging, home
blood pressure tracking, education materials (including educa-
tion models on reducing the risk of cardiovascular disease and
stroke that are tailored to the participant’s knowledge level),
and a community health officer provider portal that includes
decision support tools. Even though the app had been devel-
oped in Ghana, we realized that some of the terminology and
motivational messages it used might be unfamiliar to many
who lived there. For example, in a list of side effects, one of the
words used was “light-headedness,” which is not a term that
many Ghanaians use. So we changed the term to “feeling weak
and dizzy.” Even “headache” was an uncommon term in Ghana.

Instead, we change the term to “a pain in my head.”
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OVERCOMING BARRIERS TO CARE

In Ghana, these mobile technologies can overcome some of the
barriers to care that people face. Many people in Ghana live far
from health care clinics and must travel for hours on unpaved
roads in rural areas, or on paved roads that are congested with
traffic due to overcrowding in urban areas. By the time people
arrive at a clinic, they have to wait in long lines to see a doctor.
Shortages of health care professionals pose further challenges
to receiving adequate care.

By allowing people to access services remotely, the inter-
vention seeks to mitigate some of these accessibility issues.
For instance, the intervention allows the app to record blood
pressure readings, which then can be sent to a community health
officer. The officer can confer with a patient’s doctor to adjust
their medications and treatments without requiring the patient
to come into the hospital.

The primary outcome measures of the study will be change
in blood pressure levels from baseline, as well as change in
blood pressure control by poverty status from baseline. In ad-
dition to analyzing changes in blood pressure and medication
adherence, we’ll look at how the patients responded to the
technology.

Dr. Commodore-Mensah plans to examine whether patients
continue to adhere to treatment and prescribed behavior after

the active phase of the trial has ended. “We’re going to leave the
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blood pressure monitors and smartphones with patients and
see what they do and see how they’re able to manage on their
own,” she said. “Hopefully at that point they should continue
some of these self-management behaviors that the nurses have
reinforced for the first six months.”

In January 2020, Dr. Commodore-Mensah, Mrs. Molello,
and I returned to Ghana to follow up on the ADHINCRA study.
By this time, the program had achieved striking successes. The
team had already enrolled 238 of the targeted 240 patients.
Our academic and clinical partners were passionate about
the program. Patients were measuring their blood pressure
at home and sharing that information with their health care
providers. We met patients who told us about how the program
was helping them eat healthier, lose weight, and take their
medications more regularly. Many were excited that they could
use their mobile phones to ask questions and get advice from
doctors and nurses. It saved them from worrying about their
health, and it saved them time, because many of them lived
far from a clinic and had to take buses or taxis every time they
came in for a visit.

By controlling their blood pressure, we knew they would be
less likely to have a stroke or heart attack or to develop kidney
failure. Seeing people in the experimental group take control of
their health and their lives was very gratifying, and preliminary
data from home blood pressure monitors reveal encouraging

improvements in that group’s control rate.
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COMMUNITY ADVISORY BOARDS
ACROSS THE GLOBE

Our work with community advisory boards (CABSs) in Africa is
an example of how we’re applying lessons learned in Baltimore
to an international context and learning lessons from Africa
that we might apply in Baltimore. In 2019, a team from the Cen-
ter for Health Equity, including Reverend Debra Hickman, the
co-chair of our community advisory board, and Mrs. Molello,
traveled to Kampala, Uganda, to meet in person with CAB mem-
bers to share advisory board experiences and contribute to a
new evaluation tool assessing the effectiveness of community-
academic partnership. During their visit, the team met with and
studied three different CABs in place in Uganda. The first was
coordinated by Baylor-Uganda and focuses on addressing the
social stigma and prejudices that prevent sex workers, mem-
bers of the LGBTQ community, and HIV-positive people from
achieving optimal health. The second CAB that participated in
the design sessions was Young Generation Alive, founded in
2005 by a group of young HIV patients to help other teenagers
overcome the depression and fear that often accompany an HIV
diagnosis. This CAB seeks to inspire and empower HIV-positive
teens so that they can lead fulfilling lives despite their ongoing
health challenges. The third participating CAB aims to ensure
that children impacted by HIV receive psychological and social

counseling that is appropriate for their age and development.



164 WHY ARE HEALTH DISPARITIES EVERYONE'S PROBLEM?

The team’s efforts resulted in developing a three-part pro-
totype digital toolkit designed to provide guidance to groups
working with CABs. The first module of the toolkit focuses on
capacity building, with information on how to design, form,
and govern a CAB. The second module addresses the roles that
CABs play in developing budgets and work plans for health
equity interventions. A third module provides guidance on how
CABs might most effectively conduct community outreach and
disseminate research information. Each section of the toolkit
includes performance checklists to assist with evaluating the
various components of a CAB and its partnerships. “Our vision
for the toolkit is for the local and global partners to create what
they would find useful,” said Mrs. Molello. “In the future, we’ll
test this toolkit in a larger and more diverse group of academic/
community partnerships to obtain additional information about

its acceptability and effectiveness.”
TRANSFERABLE SOLUTIONS

In the fall of 2018, the Center for Health Equity and the Johns
Hopkins Alliance for a Healthier World co-sponsored a work-
shop designed to launch new collaborations based on existing
relationships. As part of our mutual missions to support in-
novative ways to address health inequities, the Alliance and
the Center awarded several $10,000 grants to participating

groups from the workshop that identified new areas to advance
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methods and practices in global-to-local work. “Although it’s a
modest amount of money; it can allow the teams to either fly (to
Kenya, Uganda, or Ghana) or come back here; I think that has
a big impact,” Mrs. Molello said. “It allows the teams to work
together on problems they’re trying to solve in their different
locations that could then have bigger influences in obtaining
more funding and securing larger grants.”

Another element in the Center’s local-to-global and glob-
al-to-local approach is understanding that solutions created
in resource-poor contexts also have the potential to improve
care in resource-rich settings. For example, we know from de-
signing the Center’s interventions using community health
workers that many similar strategies have been successful for
addressing maternal and child health problems as well as infec-
tious diseases in low-income countries across Asia and Africa.
Resource-poor settings often allow people to be truly innovative
with the tools they have, and this knowledge can be beneficial for
developing efficient approaches in more developed countries.
Resource-poor settings have even helped to inform mobile-tech-
nology solutions for health care applications. For example, the
SMS texts many of us in the United States receive to remind
us of a doctor’s appointment or a prescription refill have been
used in sub-Saharan Africa for many years with persons who
are HIV positive or who have tuberculosis, as part of efforts to
remind them when to take their medications and when they have

appointments with care providers.
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The use of innovative technologies also makes it possible
to involve underserved communities at all stages of the design,
implementation, and evaluation of interventions. The result
will be health informatics and digital health interventions with a
more informed awareness of the social context in which people

actually live, learn, work, play, and pray.

RESPECTING LOCAL AND GLOBAL DIVERSITY

Low- and high-technology solutions can be applied broadly
across countries. Researchers, educators, practitioners, com-
munity stakeholders, and leaders can all work together toward
health equity on a local scale, across national and international
boundaries, and in communities all over the world. Building
these global networks will require respect for diverse experi-
ences, perspectives, and policies, as well as flexibility and adapt-
ability. Interventions must acknowledge history, uphold cultural
values, and meet people where they are. This requires significant
investments of time and frequent and clear communication.
Scientists and practitioners from developed countries often
experience culture shock when they travel to parts of the world
where the cultural and social mores may differ from their own,
where political influences on health systems and human rights
may differ, and where living conditions may be much worse
and resources in medical facilities much more limited. On the

other hand, they may be surprised to see the level of innovation
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and resourcefulness in the face of challenging circumstances.
They’re often humbled by the realization that despite the edu-
cational and economic advantages they may have, they are no
more prepared to deal with the circumstances in communities
impacted by health inequities than the people on the ground are.
They also learn that all collaborators should be equal partners in
decisions that inform medical and public health programs. Us-
ing feedback from local policymakers, practitioners, scientists,
and laypersons, tailored approaches to care can be developed
to address the social determinants of health.

As always, the best way to facilitate new partnerships is
through a known member within a community. While I take
similar approaches everywhere I work to address health equity,
I'm often seen as an outsider in Ghana or Liberia because I don’t
live, teach, research, or work there on a regular basis. As aresult,
I usually rely on locals to introduce me to people and to show
me what’s expected. In Baltimore, it might be appropriate to
show up at an event and begin talking with people right away.
In Liberia or Ghana, if you arrive as a stranger to a community
event, you’re not expected to just start talking. Instead, a member
of the community has to introduce you to everyone and explain
why you’re there. Furthermore, cultural norms extend beyond
conversation—in Liberia, you might begin with a prayer or even
by sharing a small meal. Such differences make it especially im-
portant tolook, listen, and learn before asking for anything from

the community.
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I've been asked whether the motto of our international ef-
forts is “think globally, act locally” or “think locally, act globally.”
Actually, it’s both. Local results can inform global movements,
and vice versa. Education, training, and capacity building can
advance health equity in low- and middle-income countries as
well as in high-income countries.

Some problems affect people no matter where they are in
the world. It’s another measure of the ways in which we’re all
connected. Due to urbanization, which has led to more sed-
entary lifestyles, consumption of processed foods, and more
crowded living conditions, countries across the globe are ex-
periencing a rise in the burden of noncommunicable diseases
and conditions such as obesity, cardiovascular disease, diabetes,
and cancer. Scientists are also documenting climate change’s
influences on the emergence and reemergence of infectious
diseases—directly through climate’s effect on infectious agent
biology and distribution and on alterations in human immune
systems, and indirectly through its effects on regional food
supply and human migration patterns. Global travel patterns
further enhance disease transmission and can lead to deadly
pandemics, as we’ll discuss in the next chapter. Thus, solving
these global health concerns will require interdisciplinary part-
nerships among clinicians, biological, social, and environmental
scientists, multisector leaders, and community members, across

national and international boundaries.



CHAPTER 7

Health Equity in the
Era of COVID-19

THE CORONAVIRUS PANDEMIC STARKLY ILLUSTRATED the adverse
consequences of health disparities within the United States
and around the world that have existed for generations, even
centuries, within minority and other vulnerable populations. It
also grimly underscored how such inequities impact individuals
who might otherwise think that the health of others isn’t their
concern.

The virus first emerged in China in 2019. Despite efforts
at containment, it quickly spread across Asia to Europe and
the Western Hemisphere, carried primarily at first by wealthy
travelers who could afford trips to distant destinations. Af-
ter China, the next hot spot was in the Lombardy region of
Italy, where news coverage again emphasized the area’s rela-
tive wealth. Soon after, the virus spread to the United States,
showing up first in long-term care facilities. But early reports
of coronavirus infections of NBA stars also gave the impres-
sion that the disease was a condition for the rich and well

traveled.
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Not for long. Just months after the virus emerged, it be-
came clear that people of color and those with low income were
overrepresented among reported COVID-19 infections and
deaths. In New York City, the predominantly ethnic minority
neighborhoods of the Bronx had the most COVID-19 hospital-
izations and deaths, while the predominantly White borough of
Manhattan had the lowest rates—despite being more densely
populated overall, although not necessarily within each home.
This pattern was repeated across the country. At the end of
March 2020, Michigan public health officials reported that Af-
rican Americans accounted for 40 percent of confirmed cases
and 40 percent of the state’s deaths, despite constituting only 14
percent of its population.’ In the first week of April 2020, slightly
more than 70 percent of all the deaths in Louisiana were among
African Americans, even though they account for just a third of
the state’s population. COVID-19 has also taken a disproportion-
ate toll on many Indigenous communities in the United States
and Latin America, among whom its full impact may never be
known because of racial misclassification and the exclusion of
Indigenous communities from data sets and analyses that are
often used to make health policy decisions.

By February 22, 2021, the number of reported deaths from
COVID-19 in the United States exceeded 500,000. During this
same period, the American Public Media Lab reported that the
overall mortality rates among Blacks, Latinos, Native Ameri-

cans, and Pacific Islanders, adjusted for differences in the age
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distribution of these groups, were two to three times as high as
the rates for Whites.>

Although these statistics are shocking, they’re not surprising.
The people most vulnerable to severe illness from the novel
coronavirus are those with chronic medical conditions that are
disproportionately found in socially disadvantaged populations
due to entrenched structural and social inequities. Racial and
ethnic minorities, low-income individuals, those living in more
impoverished rural areas, people with serious mental illness,
and those with disabilities all tend to develop illnesses such as
heart disease, diabetes, and lung disease more frequently and
at younger ages.

Furthermore, those most at risk tend to be those who are least
able to protect themselves —and others —from infection. They
often live in overcrowded apartments, use public transportation,
and may need to shop more frequently for basic necessities such
as food and medications because of limited and unstable access
to funds. They’re less likely to have health insurance or easy
access to medical facilities and may rely on emergency care in-
stead. In many places, emergency rooms discourage people from
coming in for minor ailments, advising those with concerns to
see their primary care physicians instead. However, this leaves
residents in economically challenged neighborhoods who don’t
typically have primary care physicians without options. Left
untreated, many of these non-COVID illnesses can also become

life-threatening. These barriers are further magnified during a
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pandemic due to efforts to reduce the spread of infection and
reserve health care services only for those who become infected.

Socially and economically disadvantaged populations are
also overrepresented in essential jobs in transportation, gov-
ernment, utilities, health care, cleaning, and food supply ser-
vices, and they’re more likely to be employed in low-wage or
temporary jobs that may not allow telework or provide sick
leave. These are the people who ensure that we and our rela-
tives can buy groceries, have uninterrupted water, power, and
sanitation services, receive qualified and kind care, and so much
more that we generally take for granted. Fear of lost wages or
loss of employment may lead vulnerable members of society
to try to work when they’re ill, contributing to further spread
of diseases within their communities. They may not be able to
afford internet access and telephone services, placing them at
greater risk of social isolation and of being uninformed about
what they need to do to protect themselves and others. Due to
historical and current experiences of discrimination and stigma,
they may also distrust the very institutions they need to protect
them during a pandemic.

Many are frightened of going to the doctor because they’re
uninsured and know that the bills will be astronomical, and
undocumented residents fear being deported. They may live in
senior housing, be disabled, or require assistance from others
for day-to-day activities. They may even be homeless, making

it virtually impossible to shelter in place.?
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The coronavirus might also be more deadly for African Amer-
icans and other minority groups due to the consistently high lev-
els of stress that existed long before its arrival and which it deep-
ened. This stress, sometimes referred to as “weathering,” results
from lifelong exposure to discrimination and racism, which
manifests in all areas of life and causes a kind of accelerated
aging that’s visible at a cellular level. Premature, stress-induced
aging may make people in these communities more susceptible
to the virus and other outbreaks, even among individuals who
are younger than 65. When people are routinely disrespected,
denied access to equitable education and health care, and are
forced through employment barriers to live in places that are
unsafe, the effects are long-lasting and severe, even if they’re
less easily or immediately observed. When other people see an
unarmed Black man detained and choked to death by a White
policeman while pleading that he can’t breathe, the extent of
anti-Black racism becomes obvious and draws the attention of
national and global media, but many other inequities are less
obvious and form a corrosive mass of cumulative disadvantages
and obstacles.

Policy brutality is blatant manifestation of health inequities;
in a 2013-15 national study, 49 percent or nearly 40,000 Black
adult respondents reported being exposed to at least one or
more police killings of unarmed Black individuals in their home
state during the three months prior to completing the survey.*

Black respondents experienced an average of 4.1 poor mental
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health days in the preceding month; for each additional police
killing of an unarmed Black person during the preceding three
months, Black respondents reported more poor mental health
days. This effect was not observed among White respondents
in the same states. One real concern is that the heightened at-
tention to police violence perpetrated against people of color
in 2020 will continue to have negative mental health spillover
effects in the post-pandemic period. It’s not surprising that
given the collision of months of a pandemic and yet another
wave of brutal police killings, a storm of outrage formed in 2020,
leading many people across the country (of all races) to partic-
ipate in Black Lives Matter protests. While the great majority
of these protests were peaceful, a number of police forces used
violent means such as tear gas and rubber bullets to break them
up, which further underscores that what happens in one per-
son’s life and to their health extends to those far beyond their
immediate circle.

The social determinants of health within vulnerable commu-
nities may be further exacerbated by the coronavirus pandemic.
These determinants include struggling education systems (in-
cluding, with remote schooling, unequal access to computers
and wireless access to use them among students), scarce access
to healthy food, and a dearth of places to safely get outside and
exercise or enjoy nature. At the height of the pandemic, in many
areas only supermarkets and pharmacies remained open. What

ifa person lives in a community that doesn’t have either of these
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businesses and doesn’t own a car to get to them? What will happen
to people living with chronic conditions who don’t have savings
and who lose their jobs? Will they have to choose between food
or medication? The coronavirus has forced many to make hard
decisions, but people living in vulnerable communities have been
the hardest hit. Many have had to make choices that may imperil
their health and the health of others well beyond the coronavirus.

As the infection spread around the world, the saying “We’re
all in this together” was widely repeated across social media
networks. However, this sentiment doesn’t really get to the
heart of the situation. Not all of us have a fair opportunity to
avoid the disease or to recover from its effects. My colleague
David R. Williams, an internationally recognized social scientist
and professor of public health, sociology, and African American
studies at Harvard, has said, “We’re all in the same storm, but

we’re not all in the same boat.”

EXCESS DEATHS AND
COMMUNITY BEREAVEMENT

By the end of 2020, scientists projected that the total number
of excess deaths in the United States that year in comparison
to the previous years would exceed 400,000 —all attributable
to the COVID-19 pandemic. Although half of the deaths will
be directly attributed to COVID-19, the rest will be linked to
nonrespiratory complications of COVID-19 or societal disrup-
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tions that reduced or delayed access to health care and wors-
ened other social determinants of health.s These excess deaths
are disproportionately occurring among individuals living in
the United States who are Black, Indigenous, Latino, or Pacific
Islander —those with the highest per capita hospitalization and
death rates. On October 13, 2020, the American Public Media
Research Lab reported that if they’d died of COVID-19 at the
same rate as White US residents, about 21,800 Black, 11,400
Latino, 750 Native American, and 65 Pacific Islander Americans
would still be alive. A report published in February 2021 found
that US life expectancy dropped by a whole year in the first half
of 2020, and that the greatest drops were observed for Black men
(3 years), Latino men (2.4 years), and Black women (2.3 years).

This isn’t a new phenomenon — communities of color have
borne the burden of excess deaths from health disparities for
generations. In an article published in the Du Bois Review, Mary
Jackman and Kimberlee Shauman estimated that almost 7.7
million excess deaths occurred among Black individuals from
1900 to 1999.7 Although excess deaths were highest during the
early decades of the twentieth century, in subsequent decades
they declined only modestly, and the number in the last decade
of the twentieth century was almost as high as the level in the
first decade. Over the course of the century, these deaths began
to occur among older Black persons in the prime of life, with
devastating effects on the economic and social well-being of

their families and communities.



HEALTH EQUITY IN THE ERA OF COVID-19 177

Racial disparities in life expectancy also mean that Black in-
dividuals in the United States are exposed to more family deaths
than White individuals, from childhood through adulthood,
exacerbating the aforementioned compounded stressors. In a
nationally representative study published in the Proceedings of
the National Academy of Sciences, Debra Umberson and colleagues
estimated racial differences in exposure to the death of family
members at different ages, beginning in childhood.® Their results
confirmed that Blacks are significantly more likely than Whites
to have experienced the death of a mother, a father, and/or a
sibling from childhood through midlife. Additionally, between
young adulthood and later life, Blacks were more likely than
Whites to have experienced the death of a child and of a spouse.
The authors suggested that more frequent and earlier expo-
sure to family member deaths could contribute to cumulative
health disadvantage across generations. The excess deaths of the
COVID-19 pandemic could heighten these existing vulnerabili-
ties among people of color, contributing to deep and prolonged
“community bereavement.”

Although lives lost can never be replaced, healing and re-
newal are possible for those who remain, through individual
and societal acknowledgment of the harm created by centu-
ries of injustice, commitments to rectifying past wrongs, and
changes that restore all individuals and communities —but
especially those who’ve lost the most—back to a state of health

and wholeness.®



COVID-19 Morbidity and Mortality Statistics, April-December 2020

WORK FROM HOME RATES: Black and Latino
Americans are overrepresented in low-wage
jobs that offer the least flexibility and increase
their risk of exposure to the coronavirus.

Source: U.S. Bureau of Labor Statistics, Job Flexibilities
and Work Schedules — 2017-2018 Data from the American
Time Use Survey, infections, hospitalizations and deaths,
all by racefethnicity.

29.9%

19.7%

Ability to work from home (%)

WHITE

BLACK

LATINO

HOSPITALIZATIONS (per 100,000, March 1-
November 28, 2020): Black, Latino, and Native
Americans who contract the virus are more
likely to suffer from pre-existing conditions
that increase the risk of severe illness.
Overrepresented among the uninsured, they
may delay seeking treatment and may be sicker
than White patients when they finally do.

Source: https://wwiw.cde.gov/coronavirus/2019-ncov/
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INFECTION RATES (per 100,000, through
December 10, 2020): Black, Latino, and Native
Americans are less likely to have access to
quality housing, food, and water, and more
likely to work in essential jobs that cannot be
performed from home, placing them at greater
risk of exposure to the novel coronavirus.

Source: https:/jcovidtracking.com/race/infection
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AGE-ADJUSTED DEATHS (per 100,000, through
December 8, 2020): From March to December
2020, Black, Latino, and Native Americans died
of COVID-19 infections at rates that were 2.5 to
3.0 times the rates of White Americans when
accounting for differences in the age
distributions of these groups.

Source: APM Lab website: https://www.apmresearchlab.org
Jcovid/deaths-by-race#rates
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DISMANTLING THE INFLUENCES
OF STRUCTURAL RACISM ON HEALTH

The COVID-19 pandemic and 2020 demonstrations reinforced
my decades-long experiences witnessing disparities in health
and health care in the United States. It clearly and tragically
demonstrated the ways in which public policies influence health,
both directly and indirectly. For that reason, considering the
best response to this crisis demonstrates the range of policies
that can address health disparities.

In the short term, Josh Sharfstein, a nationally recognized
public health expert and vice dean for public health practice
and community engagement at the John Hopkins Bloomberg
School of Public Health, and I suggested that local and national
leaders do five things:

1. track and monitor data on racial disparities in the
impact of COVID-19 (a practice that has now begun in
some municipalities, but is by no means standard or
comprehensive);

2. provide better access to testing and medical care;

3. communicate in a trustworthy and respectful manner
with communities of color;

4. encourage employers to provide protective equipment
and improve working conditions for essential and

frontline workers; and
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5. address the immediate risks vulnerable groups face with
respect to stable housing, food security, and digital access
for education and health care.”

All these strategies are needed to ensure that disadvantaged
populations don’t continue to bear the greatest burden of this
pandemic— or the next one.

However, in the longer term, the United States needs to
engage in a much more comprehensive response to the impact
of structural racism and health inequities on our culture, our
institutions, and all our people, but especially people of color.
Dr. Williams and I described three broad strategies to do this in
2019, before we or anyone else had heard of COVID-19."

First, policymakers should establish “communities of oppor-
tunity” to minimize the adverse impacts of structural racism.
This would mean creating communities that provide resources
for early childhood development, have policies in place to re-
duce childhood poverty, provide work opportunities and income
support for adults, and ensure healthy housing and neighbor-
hood conditions.

Second, health care systems need new emphases on ensuring
universal access to high-quality care. They also need to strength-
en preventive and primary care, address patients’ social needs
as part of health care delivery, and diversify the health care
workforce to more closely reflect the demographic composition

of the patient population, working in concert with community
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leaders, academic institutions, other societal sectors, and pol-
icymakers.

Third, new research is needed to identity the best approaches
to building political will and support in order to address social
inequities in health. This could include initiatives to raise pub-
lic awareness of the pervasiveness of health inequities and the
connections between social factors and health. These initiatives
need to build empathy and support for addressing disparities
by more broadly and effectively telling the stories of the people
whose lives have been affected by those inequities, as we’ve seen
more often since the media coverage of police brutality in the
recent killings of Black people.

In August 2020, I contributed to the 2020 National Urban
League’s State of Black America (SOBA) report. Part of an essay
I wrote, titled “The Silver Lining in COVID-19’s Dark Clouds,”
speaks to these recent experiences:

The silver lining during these dark times is that this
pandemic has revealed our shared vulnerability and

our interconnectedness. Many people are beginning to
see that when others don’t have the opportunity to be
healthy, all of us are at risk. I am hopeful because I see the
pandemic producing a shift in thinking among many as
they acknowledge the disparity between the lives of white
people and people of color in this country. As we have

seen through the Black Lives Matter protests, many
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people are finally recognizing the inequities that are
borne out of systemic racism, becoming motivated to
speak and act for justice and change. We know now, more
than ever, that everyone’s voice is important to bring
about the change that we seek. The crises . .. are forcing
us to confront the injustices and eliminate the inequities
that prevent us from living up to our stated ideals of
“liberty and justice for all.”

THE POWER OF PARTNERSHIPS IN PANDEMICS

Community-based organization partnerships (as discussed in
chapter 4) need to be one of the strategic drivers of health pro-
motion. With the coronavirus or any future pandemic, health
and public health organizations must receive guidance and input
on their initiatives directly from these organizations and from
leaders who understand the specific needs and available resourc-
es for their most vulnerable citizens. Public health departments
can work with these organizations to offer testing, conduct
contact tracing, deliver education, provide supplies such as
food and personal protective equipment, help people apply for
unemployment, and other services. Public officials and health
care leaders need to engage with these trusted messengers, in-
cluding the leaders of faith communities, to provide support and
relay important information about the pandemic to vulnerable

populations as quickly as possible, including instruction on how
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people can protect themselves and others, and where and when
to seek health care services.

Communicating this information is especially important to
counter widespread misinformation among communities about
the pandemic—or any global or even major regional health
crisis. The spread of myths and misinformation is not unusual
during a health crisis, and particularly from one that started
abroad —recall the fears during the early years of the HIV/AIDS
epidemic about contracting HIV from even doorknobs or casual
physical contact with infected people. Furthermore, these myths
tend to take on racial overtones, especially with a virus about
which much remains unknown and unpredictable. Many Asian
Americans have reported facing greater discrimination since
the onset of COVID-19; these negative social attitudes have
likely been fueled by people of influence calling it the “Chinese”
virus. Another example, from the early days of the pandemic,
is a widely spread myth that Black people were immune to the
virus, which made many African Americans believe that they
didn’t need to protect themselves. With such rampant spread
of misinformation, health care systems and public health de-
partments have the responsibility to clearly communicate the
dangers of the virus to racial and ethnic minority communities,
getting messages to people where they are, through the best
traditional and technological means available. City bus or sub-
way messaging, for example, is a simple and effective means of

delivering this information. Messages need to be accurate and
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include disclosures about what is and is not known and about
the difference between myths and truths. They need to take into
account specific concerns and fears while conveying empathy
and respect for the wisdom and experience that exist within
these communities.

In addition to the concern that mistrust and skepticism
might prevent people of color from seeking health care when
they need it is the risk that it will also lead to a reluctance
to participate in clinical trials of vaccines and treatments for
COVID-19, and a refusal to accept these treatments and vac-
cines even once they are widely available. Thus, it is critical
that health care professionals and scientists work to enhance
their trustworthiness through the relationship-centered and
structurally competent approaches described in chapter 3. In
recognition of the critical importance of this issue, in Septem-
ber 2020, the National Institutes of Health announced a $12
million initiative for outreach and engagement efforts in ethnic
and racial minority communities disproportionately affected
by the COVID-19 pandemic, called Community Engagement
Alliance Against COVID-19, on which I serve as steering com-
mittee co-chair.”

People in positions of power or influence need to provide
leadership on specific problems and appropriate solutions. For
instance, after testing positive for COVID-19, Idris Elba, a re-
nowned British actor of African descent, went online to quash
the myth that only White people could get the virus. He wrote:
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“Black people, please, please, please, please understand that
coronavirus, you can get it. There are so many stupid, ridiculous
conspiracy theories about Black people not being able to get it.
That’s dumb, stupid. All right? That is the quickest way to get
more Black people killed.” Elba’s words resounded with peo-
ple across many nations. Everyday people who have survived
COVID-19 or who have enrolled in clinical trials testing treat-
ments or vaccines can lend their voices to engage communities
of color in safe practices, self-advocacy to protect themselves,
ways to get the help they deserve, and ways to contribute to
research.

GREATER AWARENESS OF INEQUITIES

Our entire population needs greater awareness of the existence
of health disparities and of the actions that can be taken to reduce
these disparities. A 2010 survey by the US Department of Health
and Human Services’ Office of Minority Health and NORC at the
University of Chicago of 3,159 adults ages 18 or older found that
59 percent of Americans were aware of racial and ethnic health
disparities that disproportionately affect African Americans and
Latinos. This finding demonstrates only a modest increase from
the 55 percent who reported awareness of such health dispar-
ities in a 1999 survey by the Kaiser Family Foundation. In the
2010 survey, 89 percent of African American respondents were

aware of African American and White disparities, versus only 55
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percent of Whites." These and other survey results reveal the im-
portance of implementing health promotion strategies that raise
awareness of health disparities. Without the best available
knowledge, without knowing what your community does or
doesn’t have access to, it’s hard to act in your own best interest.
Patients have to be aware of health care disparities in order to
self-advocate for just treatment.

The health care workforce in particular needs to know more
about health disparities. In a recent survey of 115 primary care
providers from two large academic centers in Colorado, ques-
tions assessed provider recognition and perceived contributors
of disparities in hypertension control.’® Among respondents,
86 percent agreed that disparities in race and ethnicity existed
in hypertension care, and 89 percent agreed that disparities in
socioeconomic status existed in hypertension care within the US
health system. However, only 33 percent and 44 percent thought
racial and ethnic and socioeconomic disparities existed in the
care of their own patients. Therefore, despite growing acknowl-
edgment of the impact of quality of care on health disparities, a
disconnect remains between awareness and practice, particu-
larly the ways in which even more sensitive providers continue
to contribute to these disparities.

Community partnerships can also foster greater awareness
of health disparities by engaging a diverse array of organiza-
tions, including health and human service institutions, nonprofit

agencies, government, businesses, educational institutions, and
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community- and faith-based institutions. These partnerships
reach a wide range of populations. Baltimoreans United in Lead-
ership Development (BUILD), for example, an interfaith, multi-
racial community power organization, is a partnership between
congregations, public schools, and neighborhood associations
from across Baltimore that has worked to improve housing, in-
crease job opportunities, rebuild schools and neighborhoods,
and enhance access to mental health and substance abuse treat-
ment, among other issues, for over 40 years. Since the onset
of the COVID-19 pandemic, BUILD has partnered with Johns
Hopkins University to provide food relief and personal protec-
tive equipment to more than 1,200 families. The organization
has also partnered with medical institutions and the city health
department to provide community-based COVID-19 testing.
Organizational networks, media outlets, innovative uses of infor-
mation technology, and educational approaches can all be used to
significantly increase awareness of health inequities and inspire
greater involvement in finding and implementing solutions.
Since the onset of the COVID-19 pandemic, I’ve had the
opportunity to share this information directly with those who
have power and influence by providing briefings to numerous
policymakers, including a closed-door session with the Demo-
cratic senators in the US Congress, and a special session with
mayors across the United States and around the world. I've also
participated in briefings with Baltimore City Council members

and Maryland county executives. I've had the opportunity to
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inform and discuss these issues with business leaders, educational
institutions, and museums, including the Smithsonian Institu-
tion’s National Museum of African American History and Culture.
I’ve spoken to national civic organizations, including historically
Black fraternities and sororities, and with journalists and report-
ers from major local, national, and international news outlets,
including NPR, CNN, Politico, PBS NewsHour, the BBC, the
Baltimore Sun, U.S. News and World Report, the New York Times,
and The Guardian. 've spoken to faith communities as well as a
global audience of women of color through the Essence Wellness
House online platform, and to more general minority populations
through the National Urban League, as mentioned previously. On
the one hand, it’s been challenging to talk about the incredible
suffering and loss of life endured by communities of color during
this time, and to manage the time needed to respond to so many
media requests while directing two programs at Hopkins. How-
ever, I've also been gratified to see so many people from different
backgrounds, professions, and positions of power take an interest
in health inequities and how to address them. This acknowledg-
ment, while prompted by a global tragedy, gives me hope that the
change we’ve needed for so long may finally come.

One of the most interesting opportunities I had to provide
education on both health equity and pandemics was through
contributing answers to questions on social dynamics and social
behaviors to a new guide for youth ages 8-17 about life during the

pandemic, developed by the Smithsonian Science and Education
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Center in collaboration with the World Health Organization and
the Inter-Academy Partnership. The guide aims to help young
people understand the science of COVID-19 and take actions to
keep themselves, their families, and their communities safe. It’s
now available in 21 languages and is being distributed through
community partners across the United States and the globe.
Health care system and health equity research efforts should
involve a variety of platforms —from print and broadcast me-
dia to social media to forums, meetings, marches, movements,
and toolkits. During the COVID-19 crisis, I've been able to sig-
nificantly broaden the reach of my team’s findings and intro-
duce new programs to local, national, and global audiences.
I’'m energized by the opportunity to build on relationships with
colleagues, community advocates, national and international
policymakers, and national media outlets to further address
injustices, clarify misconceptions, and develop and scale in-
novative, community-engaged approaches. Each new panel
discussion, briefing with politicians, article, and interview sparks
new solutions to consider and ways to communicate critical
messages during a time of extreme stress for everyone but dis-
proportionately for minority and other vulnerable communities.

A NEW KIND OF "HERD IMMUNITY"

Social inequities took root because of choices made to value peo-

ple from diverse backgrounds differently. Policies and systems
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dating back centuries have led us to where we are today. If we
want to undo that, we have to look at the underlying structures,
policies, and other factors that need to be changed. If we don’t
address all the necessary levels, we won’t resolve the problem.

We still have a lot of work to do to achieve health equity.
Nonetheless, awareness has increased over the course of my
career. In 2020, we’ve seen a new level of social consciousness.
We’ve returned to the journey toward a more just society that
we’d strayed from since the civil rights movement of the 1960s.

In a 2020 Viewpoint article in the Journal of the American
Medical Association, David R. Williams and I argued:

The striking racial/ethnic disparities reported for COVID-19
infection, testing, and disease burden are a clear reminder
that failure to protect the most vulnerable members of
society not only harms them but also increases the risk of
spread of the virus, with devastating health and economic
consequences for all. COVID-19 disparities are not the
fault of those who are experiencing them, but rather re-
flect social policies and systems that create health dispari-
ties in good times and inflate them in a crisis. The US must
develop anew kind of “herd immunity,” whereby resis-
tance to the spread of poor health in the population occurs
when a sufficiently high proportion of individuals, across
all racial, ethnic, and social class groups, are protected

from and thus “immune” to negative social determinants.”
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PATHWAYS TO CHANGE

Health care disparities are crippling our health care system, our
economy, our society, and our health. Simply put, as Margaret
Chan, director-general of the World Health Organization, has
said, “Health inequity really is a matter of life and death.”™® We
can improve the health of the populations we serve, achieve
health equity, and enhance the credibility of the health care
system as a valued community partner. We can use rigorous
research findings and methods to create new health care delivery
models, develop model educational programs, and engage with
the public in working for health equity. But success cannot occur
without an all-hands-on-deck approach.

Despite the clear moral argument for eliminating health
disparities, many health systems are not fully committed to
the task. In part, this lack of commitment stems from uncer-
tainty in how to address health inequities, including the fear
of economic consequences. However, the transition from our
current fee-for-service reimbursement system to value-based
care will provide many opportunities to eliminate health dispar-
ities. Value-based systems used by payers, such as the Centers
for Medicare & Medicaid Services and private insurers, reward
health care providers with payments for the quality of care they
give to people. In other words, these systems reward the good
health outcomes that communities seek. Reimbursements based

on value will incentivize health systems to mitigate disparities,
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as opposed to the traditional health care delivery model, which
rewards the quantity, rather than the quality of health care and
largely overlooks health-related social needs.

Achieving health equity will require reshaping the health care
system to prevent adverse health outcomes among underserved
populations rather than treating problems once they’ve arisen.
Health systems must move beyond their traditional roles of pro-
viding high-quality health care to also promoting equity. They
must partner with other sectors such as nutrition, housing, and
transportation, commit to a shared vision of eliminating health
disparities, and build on the strengths of each other’s programs
and successes.

Tackling health disparities will also require identifying the
strengths, weaknesses, and resources available within com-
munities and among a wide range of stakeholders. Achieving
health equity will require that resources, talent, and ideas be
pooled from many sources. To take just one example, simply
encouraging people to eat healthier foods will not be enough to
eliminate diet-related inequities. Grocery stores need to pro-
vide people with healthier options at more affordable prices.
More restaurants need to display the caloric and fat content
of their menu items so that people can make informed choices
around what they eat. Schools need to provide healthy lunches,
regardless of financial hardships. Food production companies
need to restrict unhealthy food marketing practices, especially

to children. Sea-change examples such as Chile’s successful
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front-of-food-package warning labels for excess salt, fat, and
sugar spearheaded by Dr. Ricardo Uauy, and refinement of the
McDonald’s Happy Meal to include more healthful items such as
apple slices and the removal of soda from those menus (result-
ingina15 percent increase between 2013 and 2018 in the number
of Happy Meals served with milk, water, or juice drink) illustrate
that change at the uppermost governmental and commercial
levels is possible. Still, policies directed at the entire population
should consider the impact on different social groups, including
the most vulnerable, and make adjustments as appropriate to
avoid unintended harm.

Our goals need to be foremost in reframing the problem. As
I wrote at the beginning of this book, many people think that
getting rid of disparities requires giving everyone the same thing.
In fact, achieving equity will require providing different things
for different people and different groups. Determining which
resources are needed and where will require a thorough under-
standing of the ways in which health inequities manifest across
communities as well as the features shared among communities.
At the Center, we’re learning more about these complexities
every day, and we’re eager to share this knowledge widely.

That so many factors combine to target vulnerable groups
can be overwhelming. Yet everyone’s health is connected, both
within communities and across the globe. Inequities in op-
portunities to live a healthy life also lead to other societal ills,

including violence and civil unrest, which can lead to economic
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and political instability and poorer quality of life for all within
a society. I have experienced this on a deeply personal level,
in Liberia, where I grew up, and now, in the United States. We
witness this phenomenon in news reports from across the globe.
Societies with more inequity have shorter lifespans and poorer
quality of life overall than do countries that have more equity,
and these poorer outcomes are observed even among the most
advantaged groups in a society that is marked by inequities.
In his book The Impact of Inequality: How to Make Sick Societies
Healthier, Richard Wilkinson observes that “the pathway runs
from inequality, through its effects on social relations and the
problems of low social status and family functioning, to its im-
pact on stress and health.”® Once people realize that poor health
among the members of any group can affect the health of every-
one, they will see that health inequities are not someone else’s
problem —they’re everyone’s problem. By acknowledging and
acting upon the interconnectedness of our lives, everyone can
help create a healthier and safer world. The late Representative
Elijah E. Cummings, of Maryland’s Seventh District, aptly said:

If we want the nation to be strong, then the people have
to be healthy; they have to be well. If there’s anything that
we can do to stamp out disparities, we need to do it, by
any means necessary. One of the things that’s so import-
ant is that people have, what I call, a liberated future.

And it’s hard to be liberated when you’re not healthy.
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And when I say liberated, I mean freedom to be all that
God meant for you to be. When we don’t deal with dispar-
ities, then what we’re doing is denying people the oppor-
tunity to give back to the world. So we’ve got to fight it.
We’ve got to fight it with everything we’ve got.

In a similar vein, the late Congressman John Lewis, who
served in the US House of Representatives from 1987 until his
death in 2020, famously said, we have to “get in trouble, good
trouble, to save the soul of this nation.”

I firmly believe that everyone deserves the opportunity to
live a healthy life. And when everyone is given that opportunity,
we all benefit. This is why I continue my work to advance health
equity through research, education, and advocacy, in collabora-
tion with colleagues from diverse disciplines and in partnership
with leaders from various sectors of society and members of
impacted communities both here and overseas. At first, my
community was Liberia; over the years, it expanded to Geneva,
Switzerland, then Atlanta, then Baltimore, then to the rest of
the United States, then back to Africa and places throughout
the world. Today, I consider myself a global citizen. I've become
attached to many of these neighborhoods, cities, and nations
through my work and personal life, and have sought to find and
create ways give back to those in need, wherever they live.

I’d always hoped that one day my research would uncover

significant results that would draw the attention of professional
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societies, health system leaders, and policymakers and bring
about real changes in practice and policy to those who needed
them most. Honestly, I'm grateful for the influence it’s had so
far and I still hope for more of this. But I've also discovered
that making a difference in the “real” world beyond academia
requires going well beyond the publication of scientifically com-
pelling results. A researcher might discover a new drug, but
unless that drug is used, nothing will change. As my experience
with relationships has expanded from local communities to
the national and international level, I've gained an ever-greater
appreciation of how each individual and each relationship is
important, and how interdependent they all are. I’ve grown
to appreciate that the rewards of these connections are just as

gratifying as the most successful research projects.

Like so many, I'm inspired by the words of the Reverend Mar-
tin Luther King Jr., who said: “All labor that uplifts humanity
has dignity and importance and should be undertaken with
painstaking excellence. ... Make a career of humanity. Commit
yourself to the noble struggle for equal rights. You will make a
great person of yourself, a greater nation of your country, and
a finer world to live in.” Dr. King elaborated on this sentiment
in his April 12,1963, letter from the Birmingham Jail, which was
written on the day I was born. “Injustice anywhere is a threat
to justice everywhere.” My hope is that by reading this book,

youwll understand why health disparities impact you and others
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around you, and that your expanded awareness will inspire you
to support changes. I envision a future when everyone will have
the ability to achieve strong health and pursue their dreams, as

P've had the good fortune to do.
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