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In 2015, Ms. M., a 60-year-old, un-

employed, uninsured black woman,
presented to the emergency de-
partment at a Chicago community
hospital with a breast lump. The
emergency medicine physician sus-
pected an infection and, without
diagnostic testing or planned fol-
low-up, discharged her with a pre-
scription for antibiotics.

When the lump persisted,
Ms. M. obtained a mammogram,
which revealed potential breast
cancer. She was referred to a gen-
eral surgeon on staff at the com-
munity hospital, who excised the
cancer and recommended a mas-
tectomy with axillary node dissec-
tion. Ms. M. was neither informed
of her cancer’s stage nor referred
to an oncologist.

However, she was then con-
tacted by a navigator who’d been
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assigned to the hospital by the non-
profit Metropolitan Chicago Breast
Cancer Task Force to review ab-
normal mammograms and guide
women into evidence-based treat-
ment. The navigator referred Ms.
M. to a breast surgical oncologist
at an academic medical center.
There, the specialist informed her
that she had stage III infiltrating
ductal carcinoma, which required
a needle biopsy — not an exci-
sional biopsy — and that a mas-
tectomy was unnecessary. This
“came just in time to stop me
from having my breast cut off,”
noted Ms. M.

Many hospitals in Chicago’s
largely black neighborhoods lack
an American College of Surgeons
(ACS) Commission on Cancer Cen-
ter designation.! This designation
provides a quality framework to
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guide cancer care. Of the 12 Chi-
cago hospitals with this designa-
tion, only 2 are located on the city’s
predominantly black South Side.
Furthermore, at the South Side
community hospitals lacking the
ACS designation, mammograms
are often read by general radiolo-
gists, not mammography special-
ists. Many of these hospitals are
not equipped to perform needle bi-
opsies of suspicious breast masses,
which is the standard of care. Hos-
pitals that serve Chicago’s minority
neighborhoods often face financial
constraints that limit the breadth
of their cancer care services.

The Metropolitan Chicago
Breast Cancer Task Force was es-
tablished in 2008, when local re-
searchers revealed a growing gap
between black women and white
women in breast cancer-related
mortality.'! As advances in breast
cancer screening, diagnosis, and
treatment were adopted, breast

cancer mortality among white
women dropped in Chicago and
nationwide, whereas breast can-
cer mortality among black women
decreased either less or not at all.

Community concern about the
growing disparity led to a call to
action. Physicians, community
leaders, and public health advo-
cates convened to form a task
force with workgroups to exam-
ine the causes. The task force, ini-
tially funded by the Avon Founda-
tion, identified variation in access
to mammography and gaps in the
quality of breast cancer diagnosis
and treatment, rather than biolog-
ic differences, as reasons for the
disparate outcomes. Black women
in Chicago were almost 40% less
likely than white women to receive
breast care at a breast imaging
center of excellence. Furthermore,
they were more likely to have their
cancer missed on screening mam-
mograms.’
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STRUCTURAL RACISM

Identifying inequality in the
geographic distribution of high-
quality care as a root cause of the
mortality disparity, the task force
established a consortium to im-
prove the quality of breast cancer
care. Data from this effort revealed
that many safety-net hospitals in
Chicago’s minority neighborhoods
performed poorly on standardized
measures of breast care. The task
force initiated quality-improvement
efforts, such as technician train-
ing, physician workshops, opera-
tional process improvements, and
standardized data collection, and
it assigned navigators to lower-
quality, underresourced hospitals
to guide women with breast can-
cer toward hospitals that had the
ACS designation.! These inter-
ventions disrupted the invisible,
structural roots of inadequate
breast cancer care provided by
community hospitals serving seg-
regated neighborhoods.
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Social Analysis Concept: Structural Racism

Racism is often assumed to
mean interpersonal discrimina-
tion, which has well-documented
negative health effects. Yet racial
disparities in breast cancer mor-
tality can be exacerbated by
“structural racism” — a mani-
festation of historical and con-
temporary “structural violence,”
whereby a social structure or in-
stitution creates harm by pre-
venting people from meeting their
basic needs (see box).? Structural
racism is the embedding of so-
cially and culturally enforced ra-
cial hierarchies in societal norms,
institutional practices, and laws;
it is often not explicitly identified
as race-based and is perpetuated

“Structural racism” refers to
the ways in which historical
and contemporary racial in-
equities in outcomes are per-
petuated by social, economic,
and political systems, includ-
ing mutually reinforcing sys-
tems of health care, educa-
tion, housing, employment,
the media, and criminal jus-
tice. It results in systemic
variation in opportunity ac-
cording to race or ethnic
background — for example,
in racial differentials in ac-
cess to health care.

in the implicit assumptions that
guide everyday institutional prac-
tices, such as clinical resource
allocation and decision making in
a segregated health care system.?
In this case, structural racism is
a root cause of the unequal dis-
tribution of breast cancer re-
sources.

Historical patterns of racism
and disinvestment have left seg-
regated neighborhoods of con-
centrated poverty without the
same health care resources as af-
fluent neighborhoods.* In the case
of breast cancer mortality, these
social forces manifest themselves
at the institutional level through
resource allocation, accreditation,
and the availability of cancer-
specific specialists, including
mammographers and oncologists.
At the community level, maldis-
tribution of resources makes ob-
taining high-quality care more
difficult for women in primarily
minority neighborhoods than for
women in other neighborhoods.
The task force demonstrated that
safety-net hospitals in Chicago’s
minority neighborhoods often pro-
vided substandard breast cancer
care.” The fact that few hospitals
in predominantly black neighbor-
hoods have ACS-accredited can-
cer programs illustrates the insid-
ious nature of structural racism.
Other data show that though ra-
cial disparities in breast cancer
mortality are a national problem,
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they vary among cities, which
suggests that differences in local
care delivery, not just biologic dif-
ferences, contribute to the gap.'

Race is a social construct, not
a biologic category. Definitions
of race vary dramatically by place
and time, and neither the races
delineated in the U.S. census nor
those considered in biomedical
research protocols are distinguish-
able on the basis of genetic mark-
ers. Racial disparities in health
usually result from unequal dis-
tribution of power and resources
— not genetics.

Structural racism is one root
cause of health inequities be-
tween blacks and whites in the
United States, in outcomes rang-
ing from infant mortality to
homicide. Structural racism chal-
lenges the epistemological as-
sumptions of health research,
which values concepts that can
be measured with validity and re-
liability at the individual level. It
calls for clinicians to address
deeper, insidious causes of health
inequity beyond behavioral and
biologic determinants of health.
Structural racism compounds the
health effects of poverty and other
forms of oppression by concen-
trating poverty in black commu-
nities within racially segregated
neighborhoods with limited health
care options (for additional read-
ings, see the Supplementary Ap-
pendix, available at nejm.org).

Clinical Implications: Ending Structural Racism in Health Care

We propose three critical strate-
gies for addressing structural
racism in health care. These
strategies hinge on shifting the
focus of work on racial differ-

ences in health outcomes from
biologic or behavioral problems
to the design of health care orga-
nizations and other social insti-
tutions.
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1. Clinicians can make the invisible
visible. They can begin by exam-
ining health disparities in their
practice. Using the data on patient-
level quality measures that most
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An audio interview
with Dr. Ansell is
available at NEJM.org

physicians are now given, they
can examine clinical outcomes
on routine measures of health
according to patient race, ethnic
background, gender, insurance
status, and neighborhood to as-
sess health care equity at their
institution or practice.

In the case of breast cancer,
the task force used well-estab-
lished quality metrics from the
American College of Radiology
and the Commission on Cancer
to measure variation among in-
stitutions in screening, diagnos-
tic, and treatment practices. By
comparing the findings with es-
tablished quality benchmarks, they
showed that hospitals in Chica-
go’s black neighborhoods largely
failed to meet mammography
quality standards.

Since structural racism oper-
ates within and among institu-
tions, measuring quality outcomes
according to self-reported patient
race, gender, insurance, access,
and neighborhood will illumi-
nate opportunities to mitigate in-
equities in care delivery that might
result in outcome differences for
patients within individual prac-
tices. When racial differences are
found, clinicians can seek to un-
derstand the social and structural
factors at play and
determine the extent
to which structural
racism, rather than
“race,” is the fundamental cause
of the disparity.

2. Health care organizations can
engage the community in an effort to

change the accepted explanatory narra-
tive. The Chicago task force orga-
nized community forums to gath-
er input from minority women on
their experiences related to breast
health. At community meetings,
data were presented supporting
the hypothesis that racial dispar-
ities are caused by structural rac-
ism that leads to variations in care
delivery. In addition, the task force
engaged public relations firms to
synthesize epidemiologic data into
talking points and press releases.
The media integrated the mes-
sage about structural racism and
quality improvement into their re-
porting, which led to legislative
advocacy, research, and front-page
news stories. As a result, the
Chicago Department of Public
Health made the reduction of ra-
cial disparity in breast cancer
mortality part of its public health
plan. In these ways, the narrative
of breast cancer mortality among
black women was changed from
a story of biologic or behavioral
inevitability to the story of a
symptom of a pathological social
system that could be improved.’
3. Institutions can make systemic
changes to eliminate structural racism.
Eliminating racism requires strat-
egies that go beyond health care.
Within health care, the task force
found substandard screening, di-
agnostic, and treatment practices
at some Chicago hospitals serv-
ing minority neighborhoods.’
They engaged hospitals in quality-
improvement efforts, updating the
technical skills of breast-imaging
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staff, establishing standardized
systems for follow-up of abnor-
mal results, and placing naviga-
tors at low-performing hospitals
to steer women with suspected
breast cancer to accredited cen-
ters. Facilities that participated
in these efforts showed gradual
improvement, though gaps re-
main, particularly in safety-net
institutions. Helping women seek
diagnosis and treatment at higher-
quality institutions remains a crit-
ical improvement strategy, but
since the task force’s inception,
the racial disparity in breast can-
cer mortality in Chicago has de-
creased by 20% —— a result not
observed in the nine other U.S.
cities with the largest black pop-
ulations.®

Although the precise reasons
for this advance are unclear, it
has highlighted the effectiveness
of quality improvement in miti-
gating structural racism in health
care. But much more than a one-
disease-at-a-time approach is re-
quired to eliminate structural
racism as a root cause of health
inequities. Beyond health care,
the task force’s findings point to
the need for equity in other so-
cial systems that affect health
outcomes. Clinicians can become
civically active and join national
efforts to promote universal
health care and to end poverty,
while working against structural
racism in housing, schools, and
incarceration in addition to
health care.

Case Follow-up

At an academic medical center,
Ms. M. received appropriate treat-
ment for stage III infiltrating duc-

tal carcinoma: induction chemo-
therapy, a wider excision of the
lumpectomy site, and radiation
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treatment. At last contact 6 months
after diagnosis, she remained
cancer-free.
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egal safeguards for health

data are limited in scope in
the United States. The Health In-
surance Portability and Account-
ability Act (HIPAA) covers identi-
fiable health information held or
transmitted by health plans,
health care providers and clear-
inghouses, and their business as-
sociates. However, HIPAA doesn’t
apply to various other companies
or products that regularly store
and handle customer health infor-
mation, including social-media
platforms, health and wellness
apps, smartphones, life insurers,
retailers, credit-card companies,
and Internet search engines;
HIPAA also places no limits on
the use of deidentified data, re-
gardless of who controls the in-
formation.! Beyond coverage lim-
itations, HIPAA doesn’t mandate
ethics review for data collection
or downstream use. Rather, ethics
review is required only if other
laws are triggered — specifically,
in cases of research on living hu-
mans that falls under the Com-
mon Rule or research intended

A Belmont Report for Health Data

Efthimios Parasidis, J.D., M.B.E., Elizabeth Pike, J.D., LL.M., and Deven McGraw, J.D., M.P.H., LL.M.

to support medical product appli-
cations to the Food and Drug
Administration. Yet much of con-
temporary data analytics falls
outside these areas — and thus
outside mandatory ethical over-
sight.

The large swaths of data held
by digital health pioneers raise a
host of ethical concerns related
to the reporting of incidental
findings, misuse of private infor-
mation, reidentification of de-
identified data, discrimination,
and health profiling. Last year,
Facebook sought to purchase de-
identified patient records, match
the records with its identifiable
user data, and create digital
health profiles of Facebook users
— a practice not precluded by
HIPAA. Life insurers are transi-
tioning to contracts that instruct
policyholders to wear products
that continuously monitor their
health; companies can increase a
customer’s premiums on the ba-
sis of information gained from
this surveillance, but they have
no obligation to provide health
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warnings. Concerns about data
use can affect clinical care, par-
ticularly when patients seeking to
protect their privacy either avoid
care or withhold relevant health
information from their provider.>

Just as indignities common in
research in living people led to
the articulation of ethical princi-
ples in the Belmont Report 40
years ago, we believe contempo-
rary concerns about data use call
for stakeholders to promulgate
ethical guidance for health data.

Regulations regarding protec-
tion of personal data — includ-
ing the recently enacted Gener-
al Data Protection Regulation
(GDPR) in the European Union
and the California Consumer Pri-
vacy Act — emphasize notifica-
tion, consent, and deletion rights.
But notice and consent, although
essential components of data
ethics, are insufficient for ensur-
ing ethical use of data. Even un-
der the GDPR’s robust protec-
tions, research suggests that most
Europeans generally click “OK”
to accept a company’s privacy
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