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COVER: On the eve of World AIDS Day In Kathmandu, Nepal, November 30,
2020, a woman lights candles forming a Red Ribbon (recognized symbol
for AIDS awareness) as she prays for those who lost their lives due to HIV/
AIDS, on the eve of World AIDS Day. World AIDS Day is marked worldwide
annually on December 1 to raise awareness for those living with the virus.
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AIDS Versus COVID-19:

Different Profiles, Common

Causes, and Common

Victims

n thisissue, AIPH Deputy Editor Farzana Kapadia

I and Associate Editors Stewart Landers and Lisa
Bowleg have assembled articles reviewing the
record of the HIV/AIDS pandemic and emphasizing
the urgent need to further control and then eradi-
cate this persisting pandemic. See their editorial
(p. 1180) summarizing the contents of the special
section (pp. 1231-1266).

HIV/AIDS emerged 40 years ago. According to
UNAIDS (Joint United Nations Programme on HIV
and AIDS), to date, it has caused 33 million deaths
and infected 76 million people; and it still infects
approximately 1.7 million persons every year
(https://bit.ly/32170D6). HIV/AIDS belongs now to
the short list of infectious diseases, such as tuber-
culosis, that have had a chronic, deadly presence for
decades. Although SARS-CoV-2/COVID-19 has killed
3 million peopleinoneyear andinfected 140 million,
it will become a cyclic scourge infecting more than
HIV but killing fewer.

Nevertheless, there is a key commonality
between HIV/AIDS and SARS-CoV-2/COVID-19: both
have thrived on the structural weaknesses of our
global health care system. The most affected popu-
lations are the same. Locally, in the United States,
people of color—especially those living in the
Southern states that in 2021 had still not expanded
Medicaid to provide affordable health insurance for
the poor—suffer from the highest rates of new
diagnoses (https.//www.hiv.gov/hiv-basics/
overview/data-and-trends/statistics). Today they are
the most infected by and have a higher rate of
mortality from SARS-CoV-2/COVID-19. Globally, low-
and middle-income countries have struggled to get
affordable AIDS treatments, then and now, and they
are similarly struggling today to get access to the
COVID-19 vaccines that have been developed at an
extraordinary pace in the United States, Europe,
China, and Russia.

Another fundamental and shameful commonality
between the two pandemics are the attempts by
conservative governments to stigmatize subgroups

of their populations. In the 1980s, the HIV/AIDS epi-
demic was first associated with gay and bisexual men
even though hemophiliac men and women, injectors
of illegal drugs, and sex workers of both genders also
developed the disease. In 2020, the former US presi-
dent stigmatized the Asian population by describing
COVID-19 as the “ChineseVirus” on social media andto
journalists, unleashing waves of anti-Asian racism and
xenophobia that have included violence. Listen to the
May 2021 podcast of AIPH: “#ChineseVirus vs #COVID-
19 Racism and Xenophobia on Social Media” (https://
am.ajph.link/POD_May2021).

These commonalities between HIV/AIDS and
COVID-19 call for analogous responses, such as
(1) engaging the populations that have been made
vulnerable by an inequitable system, because
bringing all stakeholders to the decision table is
indispensable for making and implementing effec-
tive public health policy; (2) collecting representative
data and disaggregate them by gender, age, race/
ethnicity, geography, sexual and gender minority
status, and other key variables that are indispens-
able for focusing public health intervention; (3)
thinking globally: it took too much time for most
governments to understand that the HIV/AIDS
pandemic, or any other pandemic, required a global
response.

Most officials and organizations making policy for
SARS-CoV-2/COVID-19 do not seem to have yet fully
appreciated and applied these and related lessons
from the HIV/AIDS epidemic. But at least the previ-
ous US administration, which denied the impor-
tance of science, marginalized the Centers for Dis-
ease Control and Prevention, and assigned
leadership of the response to the pandemic to
persons with inadequate expertise in public health,
has now been replaced. A]Dl.l

Alfredo Morabia, MD, PhD
Editor-in-Chief, AJPH
@AlfredoMorabia

DOI: https://doi.org/10.2105/AIPH.2021.306362

EDITOR'S CHOICE AIDI-I

6 Years Ago

AIDS and Sexual Behavior
Reported by Gay Men in San
Francisco

[We] surveyed 655 gay men in San Francisco regarding
their sexual practices during the previous month and the
same month one year ago. The sample was selected to
include men in situations that would lead to high risk of sexual
activities related to AIDS..... transmission (i.e., men frequenting
bathhouses and gay bars) as well as men in low-risk situations
(those going to neither place and men in primary relation-
ships). The Bath group showed little change in frequency of
bathhouse use and in number of sexual partners from that
location. The other group showed substantial reductions in
frequency of sexual contacts from bars, baths, . .. or parks.
Men in monogamous relationships showed little change in
sexual behavior within their relationship. Men in non-
monogamous relationships and men not in relationships
reported substantial reductionsin high-risk sexual activity, but
not a corresponding increase in low-risk sexual behavior.

From AJPH, May 1985, p. 493

38 Years Ago

Similarities Between AIDS
and Protein Calorie
Malnutrition

The acquired immunodeficiency syndrome (AIDS) is
characterized by a prodromal history of weight loss prior
to diagnosis, and acute severe weight loss leading to
cachexia is a general manifestation of the fully developed
condition. This weight loss is a result of the infectious or
neoplastic complications of AIDS, but it is also possible
that nutritional deficiency may play a significant rolein the
clinical course of the immunodeficient state. There is a
similarity between the immune deficiency, multiple
infections, and severe weight loss seen in AIDS patients,
and the association of protein calorie malnutrition (PCM)
with reduced resistance to infection observed in mal-
nourished children, particularly in the Third World..... The
immunodeficiency in children with PCM can be reversed
by nutritional rehabilitation, which suggests that resto-
ration of the nutritional state may be a useful adjunct to
therapy for AIDS patients

From AJPH, November 1983, p. 1332

Editor's Choice

Morabia
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developed the disease. In 2020, the former US presi-
dent stigmatized the Asian population by describing
COVID-19 as the “ChineseVirus” on social media andto
journalists, unleashing waves of anti-Asian racism and
xenophobia that have included violence. Listen to the
May 2021 podcast of AIPH: “#ChineseVirus vs #COVID-
19 Racism and Xenophobia on Social Media” (https://
am.ajph.link/POD_May2021).

These commonalities between HIV/AIDS and
COVID-19 call for analogous responses, such as
(1) engaging the populations that have been made
vulnerable by an inequitable system, because
bringing all stakeholders to the decision table is
indispensable for making and implementing effec-
tive public health policy; (2) collecting representative
data and disaggregate them by gender, age, race/
ethnicity, geography, sexual and gender minority
status, and other key variables that are indispens-
able for focusing public health intervention; (3)
thinking globally: it took too much time for most
governments to understand that the HIV/AIDS
pandemic, or any other pandemic, required a global
response.

Most officials and organizations making policy for
SARS-CoV-2/COVID-19 do not seem to have yet fully
appreciated and applied these and related lessons
from the HIV/AIDS epidemic. But at least the previ-
ous US administration, which denied the impor-
tance of science, marginalized the Centers for Dis-
ease Control and Prevention, and assigned
leadership of the response to the pandemic to
persons with inadequate expertise in public health,
has now been replaced. A]Dl.l

Alfredo Morabia, MD, PhD
Editor-in-Chief, AJPH
@AlfredoMorabia

DOI: https://doi.org/10.2105/AIPH.2021.306362
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6 Years Ago

AIDS and Sexual Behavior
Reported by Gay Men in San
Francisco

[We] surveyed 655 gay men in San Francisco regarding
their sexual practices during the previous month and the
same month one year ago. The sample was selected to
include men in situations that would lead to high risk of sexual
activities related to AIDS..... transmission (i.e., men frequenting
bathhouses and gay bars) as well as men in low-risk situations
(those going to neither place and men in primary relation-
ships). The Bath group showed little change in frequency of
bathhouse use and in number of sexual partners from that
location. The other group showed substantial reductions in
frequency of sexual contacts from bars, baths, . .. or parks.
Men in monogamous relationships showed little change in
sexual behavior within their relationship. Men in non-
monogamous relationships and men not in relationships
reported substantial reductionsin high-risk sexual activity, but
not a corresponding increase in low-risk sexual behavior.

From AJPH, May 1985, p. 493

38 Years Ago

Similarities Between AIDS
and Protein Calorie
Malnutrition

The acquired immunodeficiency syndrome (AIDS) is
characterized by a prodromal history of weight loss prior
to diagnosis, and acute severe weight loss leading to
cachexia is a general manifestation of the fully developed
condition. This weight loss is a result of the infectious or
neoplastic complications of AIDS, but it is also possible
that nutritional deficiency may play a significant rolein the
clinical course of the immunodeficient state. There is a
similarity between the immune deficiency, multiple
infections, and severe weight loss seen in AIDS patients,
and the association of protein calorie malnutrition (PCM)
with reduced resistance to infection observed in mal-
nourished children, particularly in the Third World..... The
immunodeficiency in children with PCM can be reversed
by nutritional rehabilitation, which suggests that resto-
ration of the nutritional state may be a useful adjunct to
therapy for AIDS patients

From AJPH, November 1983, p. 1332
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Misconceptions Regard-
ing HIV/AIDS Among
Pharmacists in Malaysia

Pharmacists’ negative attitudes can neg-
atively affect patients’ HIV/AIDS manage-
ment. Asurvey of pharmacists residing in
Kelantan, Malaysia, determined their
HIV/AIDS knowledge, perceptions
regarding treatment, and attitudes
toward individuals living with HIV/AIDS.
Ofthe 170 pharmacists surveyed, 67.1%
viewed patients living with

HIV/AIDS negatively. Despite high
scores in disease-related knowledge,
pharmacists had misconceptions
regarding causes of, preventative meas-
ures for, and circumstances that require
changes in treatment for HIV/AIDS.

Citation. Sidi Omar MM, Ab Wahab
NAW, Ong AG, Mohamed Azam NI,
Muhammad A, Ab Ghani SNA. Human
immunodeficiency virus (HIV)/
acquired immunodeficiency syn-
drome (AIDS): knowledge, perception,
and attitude among pharmacists in
Kelantan, Malaysia. / Pharm.
2021;1(1):8-18. https://doi.org/10.
31436/jop.v1il.44

Characterizing the HIV
Epidemic in Ukraine

Shostakovych-Koretskaya et al.
describe the ongoing HIV epidemic in
the Dnipropetrovsk region of Ukraine
using data from the Public Health Cen-
ter of the Ministry of Health of Ukraine
and the Dnipropetrovsk Regional Cen-
ter for AIDS Prevention and Control
from 2005 to 2017. HIV and AIDS cases
increased by a factor of 1.9 and 3.0,
respectively, over the study period. HIV
and AIDS cases were greater in Dni-
propetrovsk than nationally in Ukraine.
Similarly, the incidence rate of HIV is
92.8 per 100 000 people in the Dni-
propetrovsk region, which is signifi-
cantly greater than the national esti-
mate of 41.0 per 100 000 people.
Estimates of prevalence and trends
should be used in predicting the treat-
ment needs of people living with HIV/
AIDS in the Dnipropetrovsk region.

Citation. Shostakovych-Koretskaya
LR, Lytvyn KY, Gubar 10, Chukhalova IV,
Gudova MG, Lopatenko AA. [Main
characteristics and prognosis of
development of HIV epidemic in the
Dnipropetrovsk region]. Medicni
perspektivi [Medical Perspectives].
2020;25(1):166-174. [Ukrainian]
https://doi.org/10.26641/2307-0404.
2020.1.200417
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Hospitalization Rates
Among Persons With HIV
in Canada and the United
States

Davy-Mendez et al. investigated
how aging, HIV/AIDS comorbidities,
and improvements in antiretroviral
therapy for the management of HIV/
AIDS have affected trends in all-cause
and cause-specific hospitalization
rates in persons with HIV between
2005 and 2015. Using data from
28057 patients from 6 clinical cohorts
(5 in the United States and 1 in Can-
ada), Davy-Mendez et al. found that
the unadjusted all-cause hospitaliza-
tion rate decreased from 22.3 per 100
person-years (95% confidence inter-
val [Cl] = 20.6,24.1)in 2005t0 13.0in
2015(95% Cl = 12.2, 14.0).

The adjusted rates of hospitaliza-
tion decreased for all-cause, cardio-
vascular, and AIDS-defining condi-
tions but increased for non-AIDS-
defining infections.

Citation. Davy-Mendez T, Naprav-
nik S, Hogan BC, et al. Hospitalization
rates and causes among persons with
HIVinthe USand Canada, 2005-2015.
J Infect Dis. 2020; Epub ahead of print.
https://doi.org/10.1093/infdis/
jiaab61

Prepared by Stephen A. Lewandowski, Vrinda Kalia, Ahlam K. Abuawad, Megan E. Marziali, Columbia University,
New York, NY. Correspondence should be sent to the AIPH Global News Team at les2196@cumc.columbia.edu

Global News

DOI: https://doi.org/10.2105/AIPH.2021.306338

Misc@nceptions Regarding

Pharmakists,
ntan MalaySIa

Interventions for
People Living With

HIV With Depressive
Symptoms in Botswana

Vavani et al. investigated depres-
sive symptoms, self-reported inter-
vention needs, and coping strate-
gies among people living with HIV in
Botswana through a survey com-
pleted by 291 mostly female
respondents. More than 43% of
respondents reported clinically sig-
nificant depressive symptoms based
on the Center for Epidemiologic
Studies Depression scale, exceeding
previous rate estimates in sub-
Saharan Africa. Respondents
strongly indicated a need for help
with anxiety, depression, goal set-
ting, and coping with HIV. Cognitive
coping strategies, such as rumina-
tion, catastrophizing, and positive
refocusing, appeared to influence
depressive symptoms more than
behavioral strategies. People living
with HIV need integrated psycholog-
ical programs with cognitive coping
strategies.

Citation. Vavani B, Kraaij V, Spin-
hoven P, Amone-P'Olak K, GarnefskiN.
Intervention targets for people living
with HIV and depressive symptoms in
Botswana. AfrJ AIDS Res.
2020;19(1):80-88. https://doi.org/10.
2989/16085906.2020.1727933
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rban Public Health: A Research Tool-
Uk/t for Practice and Impact seeks to
prepare public health and other profes-
sionals to understand, measure, and
change urban settings to improve the
well-being of people living in cities and
shrink the wide gaps in health that now
characterize most cities. Edited by Gina
S. Lovasi, Ana V. Diez-Roux, and Jennifer
Kolker, three leaders at the Dornsife
School of Public Health at Drexel Uni-
versity, and including 51 authors, of
whom 11 are based outside the United
States, the book provides essential les-
sons for health professionals who work
in cities.

Three main sections discuss core
competencies for urban health profes-
sionals: identifying and collecting data
for urban health research, choosing
appropriate tools for working with urban
health data, and selecting strategies to
convert evidence into action to improve
health. With examples from multiple
cities, summaries of key issues for those
mastering each competency, and useful
references for readers who want more,
the book makes a useful text for
graduate-level students preparing for
careers in urban health as well as for
practicing professionals who want
methodological updates and summa-
ries of recent literature. Selected case
studies bring real-world experience into
the book and can help students apply
lessons to their own practice.

| especially liked the chapter on urban
health inequities, a key topic of concern
in the face of the COVID-19 pandemic,
Black Lives Matter, and a growing public
health commitment to making the
reduction of racial/ethnic, gender, and
other health inequities a center of our
work. In this chapter, Diez-Roux
describes and defines urban health
inequities; analyzes their causes, espe-
cially segregation; and reviews various
approaches to reducing urban health
inequities. Other chapters and authors
take up methodological, programmatic,
and policy dimensions of developing a
public health practice that seeks to bring

BOOKS & MEDIA AIDI—I

about meaningful reductionsin the wide
inequities that now characterize cities in
high-, middle-, and low-income
countries.

No single book can provide urban
health professionals with allthey need to
know, and as a challenge to these and
other authors who teach about and
study urban health, I identify some
additional questions that | think our field
needs to take up to fully prepare our
students for their futures.

What is the role of power in improving
or compromising urban health? This
book is squarely located in the social
determinants of health tradition," now a
leading paradigm in public health and
one that challenges the biomedical and
behavioral models of public health that
dominated the last half of the twentieth
century. But as others have noted,
although social determinants of health
takes on a wider range of determinants
ofhealth, itdoes not by itselfidentify who
benefits from the current distribution of
health and disease or who has the
power to change the allocation of wealth
and power that shape patterns of health
agency.” By seeking answers to these
questions, urban health researchers can
make a significant contribution to iden-
tifying more effective strategies to
reduce urban health inequities.

Similarly, urban health researchers
and practitioners need to ask how
modern capitalism? and systemic rac-
ism,* two intertwined systems, influence
the health of urban populations. Capi-
talism is an economic and political sys-
tem in which the search for profits by
private actors drives the allocation of
wealth and power. Systemic racism is a
stratification system in which one group
is given higher status and privilege based
on their racial characteristics. Following
in the path of Martin Luther King Jr,
Malcom X, and others, Ibram X. Kendi

Books & Media
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has called these two systems “evil con-

joined twins.”

How do these key deter-
minants of urbanill health and inequities
interact, support each other, or
conflict?*™®

As public health practitioners, schol-
ars, and activists focus their attention on
the most fundamental and modifiable
causes of human and planetary well-
being, how can they identify ways that
cities, historically incubators of social
change, can contribute to the transfor-
mation of capitalism and racism in ways
that improve health? One way, sug-
gested in this book, is to use systems
science, the interdisciplinary field that
studies the nature of systems, to analyze
how the interactions between racism
and capitalism create pathways to ill
health. Both implementation science
and, as Green has suggested, system
science can be used to generate
practice-based evidence,” an approach
that could enable researchers and poli-
cymakers to better learn from the public
health policy and programmatic suc-
cesses and failures that occur in cities
every day.'°

Urban health researchers have long
grappled with the questions of scale."
How can we bring interventions to the
level where they have a meaningful
impact on population health? Which
problems are best addressed at the
neighborhood level and which at the
municipallevel? The book takes on these
questions but often sidesteps the
deeper questions about place-based
research. How can researchers and
practitioners avoid the local trap,'? in
which problems that manifest them-
selves at the local level are mistakenly
assigned causation at that level, even
when the real causes operate and need
to be tackled at other higher levels? How
can the lived experiences of those who
experience problems at the local or

Freudenberg

neighborhood level lead to insights that
enable action on the municipal or
national levels, where the power that
shapes health often operates? There are
no simple answers to these complex
questions, but clearly effective public
health researchers and practitioners will
need strategies to make informed
choices about what problems to study
and at which levels.

As well as the need to develop the
competencies to understand how
power shapes the health of cities, aspir-
ing urban health professionals need to
find new ways to engage with partners
who are essential for achieving urban
health advances. Cities are incubators
for social movements, long the motor
force of public health advances.'® How
do we enlist and support these move-
ments in improving the health of cities?
How do we provide them with the evi-
dence they need to achieve their goals?

The book challenges readers to con-
sider the full range of appropriate roles
and skills for urban public health pro-
fessionals. Yes, we need to know how to
identify and collect data on the health of
urban populations, choose appropriate
tools for analyzing and interpreting
urban health data, and select strategies
for programs and policies that improve
the health of urban populations. But
public health professionals also need to
know how to design, implement, and
evaluate advocacy campaigns; frame
messages for diverse constituencies;
and assemble coalitions to advance their
case. Future texts will need to assist
students and faculty to develop these
skills and to integrate them with the
more technical skills described in this
book.

Urban Public Health makes a strong
case for the value of interdisciplinary
teams that include geographers, epi-
demiologists, urban planners, and policy

researchers, among others. Also
needed are historians, who can help us
learn from past experiences; political
economists, who can build the links
between health, labor, tax, and other
social policies; and social movement
leaders, who can assist in linking social
justice and public health campaigns.

Urban Public Health provides a useful
starter toolkit for educating the public
health professionals who can contribute
to solving the most pressing health
problems facing cities. May it inspire
others to write its sequels, Urban Public
Health 2.0 and 3.0, which will add the
deeper socialand political dimensions to
this essential foundation. 4JPH
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1981-2021: HIV and

Our World
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38 See also Morabia, p. 1175, and the HIV/AIDS and Our World: 1981-2021

section, pp. 1231-1266.

nJanuary 1981, Ronald Reagan was
I inaugurated as president of the Unit-
ed States following the appointment of
Margaret Thatcher as prime minister
two years earlier in the United King-
dom. Globally, it was an era of wide-
spread conservativism. In the United
States, this was an era of reduced fund-
ing for major safety net programs, such
as food stamps, Medicaid, environmental
protections, education, and, of course,
health care spending." US federal policy
on addiction was branded by the slogan
“Just say no.” Civil rights and women's
rights were largely ignored. And the rights
of lesbian, gay, and bisexual people,
let alone those of transgender people,
went unheard of and unmentioned. In
short, the federal government had
launched an all-out assault on poor and
marginalized communities.

It was into this political reality that a
cluster of five cases of Pneumocystis
pneumonia were reported among
young “active homosexuals” at three
Los Angeles, California, hospitals.? The
documented occurrence of AIDS
among gay and bisexual men even re-
sulted in a short-lived moniker for the
illness: “Gay-Related Immune

Landersetal.

Deficiency,” or “GRID." The modern gay
rights movement that was signaled by
the Stonewall riots in New York City in
1969 had not yet reached the halls of
medicine as the HIV epidemic unfolded
across the United States. And as Ayala
and Spieldenner show (p. 1240), the
ongoing stigma, silence, and discrimina-
tion that gay men encountered in their
daily lives was embedded in politics at
the very time when these insidious
characteristics could be even more de-
structive. In addition, Purcell (p. 1231)
discusses how laws that criminalized
the very existence of men who had sex
with men contributed to the severity of
the epidemic. Yet, he also explores the
changes to the laws against same-sex
sexual behavior and the rise of mar-
riage equality and notes the creation
and persistence of laws criminalizing
HIV transmission.

THE ROLE OF
INTERSECTIONALITY

During the 1980s and 1990s, and in
rapid succession, new groups of people
were added to the list of those affected
by HIV: people who inject drugs;

hemophiliacs; immigrants; women, es-
pecially Black and Brown women; trans-
gender women; and infants born to
women with HIV. Together, these
groups of people comprised a vast quilt
of names and stories of people affected
and infected by HIV. For these diverse
groups of marginalized people, the lev-
el of organization in some to advocate
for government action on HIV was weak
or nonexistent (i.e., transgender wom-
en, people who inject drugs). Although
often overlooked, Black women orga-
nized at the grassroots level, with
groups like BEBASHI (Blacks Educating
Blacks About Sexual Health Issues) in
Philadelphia, Pennsylvania; WEATOC
(We're Educators—A Touch Of Class) in
Boston, Massachusetts; and TWC (The
Women's Collective, part of TheWellPro-
ject) in Washington, DC, to educate and
advocate for women and youths of
color.

We have witnessed this over these
past 40 years, and we now recognize
and acknowledge that HIV is an inter-
sectional disease that disproportion-
ately affects women of color, gay and
bisexual men of color, and people of
color who inject drugs. Organizations
such as SisterLove (as described by
Diallo, p. 1237) have given Black wom-
en avoice and a platform in the HIV
response and have fought for the rec-
ognition of women'’s sexual and
reproductive rights as well as health
justice as intrinsic to reducing the in-
equities that drive HIV among women
of color.

Equally important, Amaro and Pra-
do (p. 1246) discuss how Latinas who
have been affected by HIV, including
those who inject drugs, have been ig-
nored or sidelined in HIV prevention
and intervention efforts and how only
a small number of evidence-based
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interventions for HIV prevention or
successful engagement and retention
in care exist to serve Latina women. It
is clear across these articles, includ-
ing that of Ellis (p. 1249), that the
needs and lived realities of women of
color will not be addressed until their
voices are acknowledged and acted
on. Until this happens, we will not im-
prove access to HIV research, care,
and prevention services to meet the
needs of racially and ethnically di-
verse people with HIV.

EQUITABLE, INCLUSIVE
STRATEGIES NEEDED

The early development and dissemina-
tion of a document known as “The Den-
ver Principles” and the associated
creed “Nothing about us without us”
helped to lay the groundwork for the
participation of people with HIV at all
levels of community and organizational
activity to address the HIV epidemic.
However, a critical look at the lack of ra-
cial or ethnic diversity in the leadership
of those working to develop power-
sharing structures may have sown the
seeds of the continuing challenges that
we face today in ending the HIV epi-
demic.®> Consequently, Schmid (p. 1255)
calls for targeting proper federal leader-
ship and resources to the right jurisdic-
tions—those most disproportionately
affected—to meet the goals outlined in
the federal Ending the HIV Epidemic
plan. Itis unproven whether the federal
Ending the HIV Epidemic plan will sup-
port the interventions needed to re-
duce an annual US infection rate, which
still hovers at approximately 37 000
new infections per year—the majority
of which are among people of color.®
What we do know is that localities with
the greatest success in reducing new
cases, such as San Francisco, California;

New York City; and Massachusetts,
have done so by reducing barriers to
health care and improving racial equity
in access to health care.”?

In short, we know that it is necessary
to remove barriers that prevent people
from accessing HIV testing, linking to
HIV care, and accessing and consistent-
ly using antiretroviral therapy. As we
look back at the lessons learned over
the past 40 years, moving forward we
must demand that approaches to ad-
dressing HIV prioritize equitable solu-
tions. As EI-Sadr (p. 1234) points out,
we cannot have a one-size-fits-all ap-
proach. Prevention efforts need to be
attuned to the needs of the community,
the needs of the place, the needs of the
people, and their lived realities. We can-
not expect HIV prevention policies to
work by having people adapt to them;
these policies must be adapted to meet
the needs of the unique and diverse
groups of people they seek to serve.
Thus, a combination of behavioral and
biomedical approaches is required—
and each combination will need to be
calibrated to each diverse community it
seeks to serve. For example, Beletsky
(p. 1258) points to the longstanding car-
ceral punishments for drug use in the
United States and elsewhere as ob-
stacles to harm-reduction programs
that could be implemented to mitigate
the spread of HIV among people who
inject drugs. These barriers are signifi-
cant, as both the opioid and stimulant
epidemics have led to increases in
transmission through needle sharing or
among sex partners using metham-
phetamines for recreational sex.

CHARTING A
WAY FORWARD

As we begin the fifth decade of the
HIV epidemic, let us reflect on and be

OPINIONS, IDEAS, & PRACTICE

inspired by the mission of the #Black-
LivesMatter movement to

build local power to intervene in vio-
lence inflicted on Black communities by
the state and vigilantes. By combating
and countering acts of violence, creat-
ing space for Black imagination and in-
novation, and centering Black joy, we
are winning immediate improvements

in our lives.'®

Efforts to allocate resources, shape
and reshape public policy, and create
power-sharing structures must be
made through a lens of racial equity. It
is no longer acceptable to say, “We
can't find youths of color who want to
be part of our advisory board.” Reflect-
ing on this mission, and thinking about
the next generation of rising HIV schol-
ars and activists (Garcia-Wilde [p. 1261],
Hanshaw [p. 1263], and Lopez-Rios
[p. 1265]), we call for all people of good
will who wish to make a contribution to
ending the HIV epidemic to adopt an ap-
proach that is based on how those most
affected lead their lives, pursue their
passions, and seek to manage both
their health and health care to build
their resilience in the face of ongoing
structural racism and threats of disease,
discomfort, and danger. 4JPH
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&3 See also Martin et al., p. 1328.

espite significant advancements in
D effective treatments, asthma
remains one of the most common
causes of unscheduled hospital pre-
sentationsin children." The vast majority
of asthma-related hospital presenta-
tions in children are preventable
through ongoing simple interventions,
which include the provision of asthma
education to parents or carers of chil-
dren with asthma, mediating home envi-
ronmental triggers, ensuring that there is
an asthma action plan in place, and
ensuring that the family is aware of the
appropriate use of prescribed medica-
tions and inhaler device technique.” As
most of these interventions can be effec-
tively provided outside the acute-care
hospital setting, there is a growing interest
in developing and implementing effective
community-based approaches to
improve asthma-related health outcomes
in children and address the gap that exists
between hospital and community care.
To help further inform asthma educa-
tional strategies, Martin et al. report a

study in this journal (p. 1328) in which
they compare the effectiveness of clini-
cally integrated community interven-
tions on asthma control in mainly His-
panic children with uncontrolled asthma
from low-income communities. Uncon-
trolled asthma in children can have sig-
nificant negative impacts on quality of
life and is associated with increased
absenteeism from school.® Knowledge
of asthma self-management is one of
the key components of asthma guide-
lines and is associated with reduced
asthma hospital presentations.* How-
ever, access to asthma education is
often a barrier to self-management for
asthma. Exploring different strategies
to deliver asthma education beyond
the clinic setting is key for successful
asthma management.

In this trial, Martin et al. randomly
assigned families to two groups: one
group received up to 10 sessions over 12
months of asthma education provided
within their homes by community health
workers (CHWSs), and the other group

OPINIONS, IDEAS, & PRACTICE AIDI—I

was offered two one-hour in-clinic edu-
cation sessions six months apart with a
follow-up telephone call provided by an
asthma educator. The primary outcome
measure assessed in this study was
asthma control measured by asthma
control test or childhood asthma control
test and self-reported activity limitation
in the previous 14 days. Additional out-
come measures assessed included the
Asthma Control Questionnaire, asthma-
related health care utilization, oral corti-
costeroid bursts, asthma medication
(type, technique, and adherence), and
home triggers.

The study demonstrated improve-
mentinasthma controlinboth groups at
6 months following intervention, which
continued through 12 months. While
both groups performed similarly, the
group randomized to receive asthma
education from CHWs demonstrated
greater change in asthma control
compared with baseline. These find-
ings are comparable to previous stud-
ies that have demonstrated that
asthma education provided both in
clinic settings led by asthma educators
andin homes led by CHWSs can improve
asthma health outcomes in children.>®
Even though both of the interventions
were associated with asthma improve-
mentin children, families in the asthma
educator group found scheduling clinic
visits and aligning their schedules to
attend education sessions to be chal-
lenging; 49% received no intervention.
This is not surprising given asthma
education provided within clinic set-
tings may not be the best approach for
parents and carers of children with
uncontrolled asthma given the burden
of taking time off from work for repeat
doctor visits, an issue that is likely fur-
ther amplified in low-income families.
Thus, from an implementation perspec-
tive, a CHW-led home-based approach to
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provide asthma education for high-risk
children might be a better option.

In addition, the study findings indicate
that families receiving four to six and
seven to nine visits showed a steady
improvement at 12 months (5.0 points),
which was maintained at 24 months,
whereas families receiving one to three
CHW visits improved a mean of 6.3 points
at 12 months, followed by a slight decline
(1.6 points) at 24 months. This is a partic-
ularly important finding as it provides a
dose-response relationship of the inter-
vention and may help optimize number of
home visits in different settings. As the
study population was largely Hispanic
children from low-income families with
limited access to health care services and
at increased risk of morbidity associated
with asthma,” increased frequency of
home visits may be necessary to achieve
optimal benefits. However, in other
countries with universal health coverage,
a less intensified approach might achieve
similar results and may also be sustain-
able and cost-effective. While the authors
provide cost estimates for each mode of
delivery of asthma education ($135/ses-
sion for asthma educator sessions and
$74Nisit for CHWs) a full economic eval-
uation, including cost return on invest-
ment of the study, would have helped
provide further evidence of cost-
effectiveness of the programs.

The authors should be commended
for designing comprehensive educa-
tional sessions for families covering
information on key issues including
asthma symptoms, control, triggers,
action plans, medication technique,
adherence, and caregiver and child
concerns. However, home environment
assessment and mediation of home
environmental triggers were not
included as part of the intervention in
this study. It is well-documented that
asthma exacerbations are linked to

Homaira and Jaffe

indoor housing conditions and expo-
sure to allergens such as inadequate
ventilation, secondhand smoke, and
pests.®? Home visitations provide an
opportunity to assess and address
potential environmental triggers, and
inclusion of these could have added
strength to the findings of the study.

One of the limitations of this study was
that almost half of the participants in the
group randomized to the asthma edu-
cator group received no intervention.
Despite this high dropout rate, the
asthma control achieved in children
randomized to this group was compa-
rable to the group that received more
intensive education provided within
homes by CHWSs. This could be attribut-
able to the quality of the education pro-
vided by asthma educators versus
CHWs. Unlike the asthma educators, the
CHWs did not have any formal certifica-
tion. Further studies exploring carers’
satisfaction with education received
from asthma educators and CHWs will
help determine the best mode of deliv-
ery of asthma education.

Also, from a public health perspective,
the absence of a control group receiving
standard care makes it difficult to tease
out which is the best approach to pro-
vide asthma education to children with
uncontrolled asthma. What is also
intriguing is that those families who did
not have an intervention but were con-
tacted at regular intervals by a research
assistant also demonstrated an
improvement in asthma outcomes sug-
gesting a Hawthorne effect.

Nevertheless, the study findings high-
light that asthma education provided
either in a clinic setting by asthma edu-
cators or within homes by CHWs will lead
to improvement in asthma control and
quality of life in children with uncon-
trolled asthma. It is worth highlighting
that even though this study

demonstrated the effectiveness of face-
to-face asthma education (either
through clinic visits or home visits), given
how the delivery of care during the
COVID-19 pandemic has pivoted to vir-
tual care, the effective delivery of asthma
education using this technology
deserves further study. The major chal-
lenge, as highlighted in this study, is to
find a patient and family-centered
approach that works best for individual
families.

In conclusion, asthma education for
families of children with asthma remains
one of the cornerstones to effective
asthma management. However, as
asthma is a complex condition, a com-
bination of interventions that address
the social, behavioral, and physiologi-
cal aspects of asthma through bridging
the gap between hospital- and
community-based services are neces-
sary toachieve better health outcomes
for children with asthma. Comprehen-
sive asthma programs with multicom-
ponent community-based interven-
tions that include self-management
education, home environment assess-
ment, and integrated care coordina-
tion can have a significant impact on
improving asthma-related quality of
life in children'® and deserve future
attention. 4JPH

CORRESPONDENCE

Correspondence should be sent to Professor
Adam Jaffe, Head, School of Women's and Child-
ren’s Health, UNSW Sydney, Level-8 Bright Alliance,
Corner of Avoca and High Streets, Randick-2031,
NSW, Australia (e-mail: a.jaffe@unsw.edu.au).
Reprints can be ordered at http://www.ajph.org by
clicking the “Reprints” link.

PUBLICATION INFORMATION

Full Citation: Homaira N, Jaffe A. Mind the gap: yet
more evidence for the importance of education for
children with uncontrolled asthma. Am J Public
Health. 2021;111(7):1183-1185.

Acceptance Date: April 9, 2021.
DOI: https://doi.org/10.2105/A)PH.2021.306319


mailto:a.jaffe@unsw.edu.au
http://www.ajph.org
https://doi.org/10.2105/AJPH.2021.306319

CONTRIBUTORS

Both authors conceptualized the work. N. Homaira
drafted the article and A. Jaffe provided technical
and critical feedback with drafting the article.

ACKNOWLEDGMENTS

N. Homaira is supported through a research fel-
lowship (APP115646) of the National Health and
Medical Research Council of the Australian
government.

CONFLICTS OF INTEREST

The authors declare that they have no competing
interests.

REFERENCES

1. Deloitte Access Economics. The hidden cost of
asthma. Sydney, Australia: Asthma Australia and
National Asthma Council Australia; 2015.

2. Clark NM. Community-based approaches to con-
trolling childhood asthma. Annu Rev Public Health.
2012;33(1):193-208. https://doi.org/10.1146/
annurev-publhealth-031811-124532

3. Trent CA, Zimbro KS, Rutledge CM. Barriers in
asthma care for pediatric patients in primary care.
J Pediiatr Health Care. 2015;29(1):70-79. https://doi.
org/10.1016/j.pedhc.2014.07.002

4. Global Initiative for Asthma. Global Strategy for
Asthma Management and Prevention, 2019. 2019.
Available at: https://ginasthma.org. Accessed April
27,2021.

5. Campbell JD, Brooks M, Hosokawa P, Robinson J,
Song L, Krieger J. Community health worker home
visits for Medicaid-enrolled children with asthma:
effects on asthma outcomes and costs. AmJ Public
Health. 2015;105(11):2366-2372. https://doi.org/
10.2105/AJPH.2015.302685

6. Boulet L-P, Boulay M-E, Gauthier G, et al. Benefits
of an asthma education program provided at pri-
mary care sites on asthma outcomes. Respir Med.
2015;109(8):991-1000. https://doi.org/10.1016/j.
rmed.2015.05.004

7. Bloom B, Cohen RA, Freeman G. Summary health
statistics for US children; National Health Inter-
view Survey, 2010. Vital Health Stat 10. 2011;(250):
1-80.

8. Kanchongkittiphon W, Mendell M, Gaffin JM, Wang
G, Phipatanakul W. Indoor environmental expo-
sures and exacerbation of asthma: an update to
the 2000 review by the Institute of Medicine.
Environ Health Perspect. 2015;123(1):6-20. https://
doi.org/10.1289/ehp.1307922

9. Bracken M, Fleming L, Hall P, et al. The importance
of nurse-led home visits in the assessment of
children with problematic asthma. Arch Dis Child.
2009;94(10):780-784. https://doi.org/10.1136/
adc.2008.152140

10. Chan M, Gray M, Burns C, Owens L, Woolfenden S,
Lingam R, et al. Community-based interventions
for childhood asthma using comprehensive
approaches: a systematic review and meta-analy-
sis. Allergy Asthma Clin Immunol. 2021;17(1):19.
https://doi.org/10.1186/513223-021-00522-9

OPINIONS, IDEAS, & PRACTICE

Advocacy for Public Health Policy Change:
An Urgent Imperative

Harry M. Snyder. MD
Anthony B. Iton, MD, 1D, MPH

Impraving laws and policies start

ADVOCALCY for with advocacy and now more than
Public Health ever this new book, Advocacy for

Policy Change £ &
AMNURSIENT IMPERATIVE Publ'ff Heajth Po”cy Change' An u(gent
3 Imperative will be instrumental in
training public health practitioners and
students to turn their expertise into
sound policies and laws. [t will help
these readers in these five key areas:
* Address the growing need to turn
knowledge into better health policy.
* Offer a step-by-step planning and implementation framework for
public health advocacy campaigns from start to finish.
* Expand professional development and satisfactions opportunities
for the field.
= Improve service delivery.
* Improve health outcomes.
Place orders at aphabookstore.org. Email bookstoreservices@
apha.org to request an exam copy for classroom use.

ISBN 978-0-87553-313-1 2020, SOFTCOVER, 250 PAGES

£ APHA PRESS

AR AR F AMEBIEAR BURLIE HEALTH ASEOELATION

Editorial

Homaira and Jaffe

Hdlv

£ ON 'LLL |OA ‘L20Z AInf

1185


https://doi.org/10.1146/annurev-publhealth-031811-124532
https://doi.org/10.1146/annurev-publhealth-031811-124532
https://doi.org/10.1016/j.pedhc.2014.07.002
https://doi.org/10.1016/j.pedhc.2014.07.002
https://ginasthma.org
https://doi.org/10.2105/AJPH.2015.302685
https://doi.org/10.2105/AJPH.2015.302685
https://doi.org/10.1016/j.rmed.2015.05.004
https://doi.org/10.1016/j.rmed.2015.05.004
https://doi.org/10.1289/ehp.1307922
https://doi.org/10.1289/ehp.1307922
https://doi.org/10.1136/adc.2008.152140
https://doi.org/10.1136/adc.2008.152140
https://doi.org/10.1186/s13223-021-00522-9

Reproduced with permission of copyright owner. Further reproduction
prohibited without permission.



AIDI—I OPINIONS, IDEAS, & PRACTICE

July 2021, Vol 111, No. 7

AJPH

1186

Expanding Access to
Medical Care Services to

Undocumented New York

City Residents Without
Health Insurance:
Reflections on the
ActionHealthNYC Study

Sean J. Haley, PhD, MPH

ABOUT THE AUTHOR

Sean J. Haley is with the Department of Health Policy and Management, Graduate School
of Public Health and Health Policy, City University of New York.

33 See also Sood et al., p. 1318.

n “ActionHealthNYC: A Randomized
I Controlled Trial to Evaluate a Health
Care Access Demonstration Program
for the Uninsured,” Sood et al. (p. 1318)
make a compelling argument that an
intentional commitment to engage
those who are both undocumented
and uninsured can increase identifica-
tion of a primary care provider and
medical utilization.

The authors describe their
2016-2017 efforts to increase primary
care access among those who were
both undocumented and without
health insurance. The ActionHealthNYC
study randomized enrolled participants
into either intervention or control
groups, whereby intervention patients
had appointments scheduled for them
and were offered a standardized co-
payment (patients did not have to ne-
gotiate payments themselves), a written

Editorial  Haley

care plan was created, patients were
provided an access handbook, re-
minders were sent for appointments,
and follow-up calls were made for
missed appointments. Patients with
certain underlying conditions or at risk
for homelessness were eligible for
enhanced care coordination services.
Services were delivered in the patients'
preferred language.

Study findings are consistent with im-
proved access to care: intervention re-
cipients were 1.2 times (58% vs 46%)
more likely to report a primary care
provider, 1.2 times (91% vs 77%) more
likely to have seen a primary care
provider in the last 9 months, and 1.5
times (4.1 vs 2.9 visits) as likely to have
had more medical visits than control
participants.

Importantly, study recruitment began
during the 2016 presidential campaign,

when candidate Trump used anti-
immigrant rhetoric to stoke economic
and safety fears among the electorate.
Within a week of his inauguration, Pres-
ident Trump issued executive orders
that included provisions to hire 10000
more immigration officers, withhold
federal funding from sanctuary cities,
build a southern border wall, and
prohibit entry of residents from seven
predominately Muslim nations. Anti-im-
migrant rhetoric, regulations, and exec-
utive orders continued throughout the
study's follow-up period and included
changes to the Deferred Action for
Childhood Arrivals (DACA) policy, re-
moval of protected status for refugees
who had fled natural disasters, and
changes to rights for asylum seekers.'
Medical providers across the country
reported that those without documen-
tation shunned health care services
during the Trump administration.” If
they sought treatment, many avoided
bringing family members for fear that if
the person seeking treatment were to
be detained, family members might
also be subjected to immigration
proceedings.

Several ActionHealthNYC study fea-
tures are worth highlighting. First, dur-
ing this period of heightened national
political scrutiny of undocumented resi-
dents, over 6000 potential participants
responded to advertisements, and
2351 of those who responded complet-
ed an informed consent process and
the first round of a 75-question assess-
ment for what is largely perceived to be
a New York City government-operated
health care system. Second, nine to 12
months after they completed the initial
assessment, nearly half (n =1067) of
the original participants completed a
follow-up survey. Third, even as the in-
tervention group significantly increased
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engagement across all stated out-
comes compared with controls, both
groups documented considerable
gains. For example, both the interven-
tion and the control groups increased
their primary care provider identifica-
tion from approximately one quarter at
baseline to 58% and 46%, respectively.
In addition, at baseline approximately
60% of both groups had seen a primary
care provider in the last 12 months;
nine months later, participation in the
intervention group increased to 91%,
but participation in the control group
also increased to a not-so-paltry 77%.
Similar increases were seen for both
groups regarding number of medical
visits, attempts to make a medical ap-
pointment, and the ability to secure an
appointment as soon as needed. One
of the key takeaways from the study
seems to be that if a trusted health
care system engages vulnerable com-
munities, even under hostile political
conditions, patients will respond and
engage.

Important as well are the questions
that were not measured. For example,
in a time of overt political threats, many
of which came to fruition, why did so
many people (approximately 6000) who
were vulnerable to federal immigration
actions respond? Why did nearly half of
those who initially responded and were
eligible to participate not complete the
application? Why did more than half of
the baseline participants who managed
to complete the application and the ini-
tial assessment not complete the fol-
low-up assessment nine months later?
Why did so many vulnerable residents
(n=1067) complete the study (the in-
centive alone is an unsatisfying answer
because a $30 honorarium and an $11
dollar metro card do not go far in New
York City), and why did a considerable
number of control participants engage

health care services more deeply nine
months later without the intervention
assistance? To be clear, the authors as-
sessed differences between those who
completed the first assessment but did
not complete the follow-up question-
naire and those who did, and they ex-
plored differences between interven-
tion and control groups to understand
the strength of the results. However,
given the intensity of the political cli-
mate, the questions related to partici-
pation and nonparticipation persist.

Results from this study and answers
to the "why" questions remain impor-
tant as states attempt to increase ac-
cess to care by reducing the number of
uninsured. With the help of the Afford-
able Care Act (ACA), New York made
considerable gains. The uninsured rate
in New York State declined from 10.7%
in 2013 to 5.2% in 2019. However, in
2016 “noncitizens” were more likely to
be uninsured than naturalized and na-
tive-born citizens (24.1% vs 5% and
3.8%, respectively).* Importantly, un-
documented residents are not eligible
for Medicare or Medicaid (with the ex-
ception of “Emergency Medicaid”), and
under the ACA are not allowed to pur-
chase insurance in health insurance ex-
changes. However, those without docu-
mentation may be treated at Federally
Qualified Health Centers.

There are additional unanswered
study questions, including the extent of
the out-of-pocket costs that partici-
pants experienced, since many tests,
follow-up medical services, and medica-
tions for chronic conditions (e.g., hyper-
tension, diabetes, asthma, depression)
are not covered under Emergency
Medicaid services. In all likelihood, fi-
nancial support for the one-year study
was drawn from the indigent care pool,
as 70% of NYC Health + Hospitals'
adult population is insured by Medicaid

OPINIONS, IDEAS, & PRACTICE

or has no insurance.” Still, questions
about the participants’ cost burden
connect to other questions about the
role of screening and the responsibility
for ensuring access to (and payment
for) ongoing medical treatment, man-
agement, and retention for vulnerable
populations once patients have been
engaged.

Finally, the article raises a fundamental
question for those of us in public health:
What is it that we owe those who live
here? In 2017, at the time of the study,
approximately six million of the 10.5 mil-
lion undocumented immigrants residing
in the United States still needed health
insurance.’In a high-income nation, |
submit that there is an obligation to
treat those who are already living here. |
am not alone. At the second Democratic
presidential debate in 2019, nearly every
Democratic candidate (including Presi-
dent Biden) affirmed their support for
extending health care coverage to un-
documented immigrants.”

As much progress as New York has
made to increase health care access, its
health care costs remain considerably
higher (attributed to price increases)
than the national average.® Considering
anticipated COVID-19-related tax
shortfalls, most states cannot consider
supporting insurance expansions with-
out federal support. Perhaps the Biden
administration will remember the hand
that the future president raised at the
second Democratic presidential debate
in favor of expanding health care cover-
age to those who were undocumented
and will expand access to the health in-
surance exchanges, Medicaid, or Medi-
care. In the interim, given the myriad
health conditions that may have wors-
ened as those without documentation
delayed needed medical visits, perhaps
Congress could approve a supplemen-
tal appropriation for Federally Qualified
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Health Centers to replicate key features
of the ActionHealthNYC study, including
intentional and targeted outreach, sup-
portive scheduling and follow-up, lan-
guage-appropriate services, and finan-
cial support for the delivery of a

defined set of primary care services to
allow Federally Qualified Health Centers
to set a standard copayment or to
waive sliding-scale fees, at least until
economic conditions improve. 4JPH
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n comparison with other age groups,
I youths are disproportionately sub-
jected to increased surveillance by and
involuntary contact with the police.
Youths' overexposure to the police is
partly attributable to their regular and
extensive use of public spaces, the
ongoing deployment of proactive polic-
ing tactics (i.e., strict enforcement of
minor crimes to deter criminal behavior),
and police presence in schools. In 2018,
more than 10 million US youths and
young adults (approximately one in four)
experienced a police encounter, and
approximately two thirds of these were
police initiated.” Recent findings from
national data indicate that such
encounters can produce significant del-
eterious impacts to health and well-
being .2 Still, these seemingly ubiquitous
police-initiated interactions with young
people in the United States are not ran-
domly distributed, but instead are more
heavily concentrated in underresourced
communities of color and serve as con-
duits for racial stratification in the crimi-
nal legal system. Specifically, abundant
evidence indicates that Black youths—

particularly those in disadvantaged,
marginalized communities—are dispro-
portionately stopped by the police.?
Many questions remain, however, about
police hypersurveillance of youths,
including whether the distribution of
specific interactional features of
youth-police encounters is also racial-
ized on a national scale.

In this issue of AJPH, Geller (p. 1300)
illuminates this critical gap in our collec-
tive knowledge with her analysis of
national data measuring youth-police
contact in urban areas of the United
States. Geller's analysis focuses on how
race intersects with age, sex, and class to
predict interactional features of
youth-police encounters and, in doing
so, expands on existing evidence linking
aggressive policing to emotional dis-
tress, stigma, and posttraumatic stress
among this sample of youths.?

She finds that nearly one in three
youths reporting police-initiated contact
was first stopped by the police when
they were between 8 and 12 years of
age. Furthermore, vicarious police con-
tact was exceedingly common among

OPINIONS, IDEAS, & PRACTICE AIDI—I

these youths, with 69% reporting indi-
rect exposure to police stops through
family, friends, neighbors, and associ-
ates. Although vicarious stops were
largely unrelated to race in this sample,
Geller's analysis revealed that Black boys
in particular were most likely to experi-
ence direct police-initiated contact, and
more than two thirds of those stopped
reported officer aggression or intru-
siveness during their most salient stop.
By contrast, this was the case for only
one in four White boys who were
stopped. Experiences of officer intrusion
were also concentrated among Black
girls and virtually nonexistent among
White girls. Exposure to aggressive
policing was, therefore, heavily racialized
among boys and girls. Still, these dispar-
ities were concentrated among low
socioeconomic status youths. For boys,
moreover, racial disparities were largest at
higher levels of delinquency, despite per-
sisting across youths' behavioral profiles.
Geller's work powerfully underscores
the burdens of inequitable youth-police
interactions and unequivocally reveals
these experiences in the lives of Black
youths for what they are—adverse
childhood experiences, or “events that
pose a serious threat to a child's physical
or psychological well-being."* The
descriptor of Black youths' exposures to
aggressive policing as adverse childhood
experiences, therefore, is not only apt,
but completely harmonious with Geller's
findings. But let me be perfectly clear—
these youth-police encounters are not
only adverse for Black youths but also
traumatic, as they are experienced as
“extremely frightening, harmful, or
threatening”
trigger recurring negative emotions and
physiological symptoms. The posttrau-

and have the capacity to

matic stress associated with these
events is evidenced by recent
population-based research,? studies
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examining physiological stress bio-
markers,” and qualitative research
grounded in youth voices.c® When
Black youths describe the police, they
describe them as dangerous, control-
ling, untrustworthy, and prejudiced, and
their encounters (or anticipated
encounters) with them as overwhelm-
ing, emotionally draining, and serving
only to exacerbate and “compound
everyday adversities.”*® One Black
youth in Baltimore even referred to the
police as his “number one fear in life.”®
Ultimately, what these youths convey
in this work is that police-induced
traumais, in many respects, its own class
of trauma; it is set apart as a uniquely
potent historical, racialized, intergen-
erational form oftraumathatis affixed to
a collective experience of marginaliza-
tion. Itis, as Bryant-Davis and her col-
leagues put it, “racially motivated police
brutality trauma"®&% that demands
interpretation through the appropriate
sociocultural lens. We must acknowledge
that, for Black youths, police-initiated
microaggressions and violence—which
are ofteninextricably tied to assumptions
of Black criminality—are toxic, modern-
day echoes of centuries of abuse and
oppression, channeled through an insti-
tution that has been an instrument of
structural racism for centuries. Such an
acknowledgment also necessitates that
we examine this form of adversity in
context. Upon doing so, we can begin to
unravel a profound paradox: although
youths’ exposures to aggressive policing
are certainly racialized adverse childhood
experiences, they also defy categoriza-
tion as isolated experiences or discrete
events because of the crippling and
seemingly unending weight of dread and
hypervigilance in which these experien-
ces are embedded. If events character-
ized by these features and producing

Jackson

these intense reactions do not qualify as
adverse, | am not sure what does.

Moving forward, explicit examinations
of exposure to aggressive palicing in the
context of other adverse childhood
experiences are needed, including
closer attention to how racialized,
aggressive policing may not be fully
captured by current screening tools. For
instance, despite the push to expand the
concept of adverse childhood experien-
ces in recent years, few existing tools
that screen for adverse childhood
experiences ask about police contact'®
and may consequently overlook many
affected youths in need of supports and
services. Ultimately, we cannot amelio-
rate the health inequities associated
with this form of state-perpetrated vio-
lence if we are not conducting proper
screenings, and thus far, there has been
no systematic effort in the United States
to measure and study the aggressive
policing of youths in the context of other
adverse childhood experiences.

Given the present findings, it may be
necessary to examine racialized, aggres-
sive policing through a culturally informed
adverse childhood experiences (or
C-ACE) framework, " which acknowl-
edges that, in the United States, certain
racism-related adversities may be espe-
cially concentrated among Black youths.
Considering that aggressive policing
undermines adolescent well-being,?
more research is also needed to fully
disentangle exactly how both direct and
vicarious exposure to violent and
aggressive policing might contribute to
inequities in adolescent mental and
physical health via racial stratification.
Finally, we must identify the policy and
programmatic levers capable of mitigat-
ing the trauma of racialized police
encounters, such as school personnel
who can and should be trained to

facilitate nonstigmatizing, culturally com-
petent conversations about these expe-
riences in ways that provide support and
prevent retraumatization.

In 2018, the American Public Health
Association released a statement con-
cerning the pressing need to address
police violence against communities of
color as a public health issue.'? Ultimately,
Geller's results reaffirm that need while
also beckoning us to confront the ongoing
and particularly egregious crisis of over-
policing Black youths in US communities
and its countless harms, which we still do
not fully comprehend. It is well past the
time to curtail police hypersurveillance of
youths and bolster community infra-
structure to promote enhanced youth
participation in the bastions of civic life
and engagement, such as community
centers, after-school programs, and youth
empowerment programs. We must honor
the humanity of and potential in all youths,
centering our efforts on their strengths
and trusting in and enabling their bound-
less promise. Youths have avoice and they
have spoken. Will we listen? 4JPH
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en days before a 21-year-old man
Tused an assault weapon to murder
10 people in a Boulder, Colorado,
supermarket in March 2021, a judge
struck down Boulder’s local prohibition
on such weapons. The judge’s grounds
for doing so were not, as one might
expect, the Second Amendment to the
US Constitution but rather Colorado’s
“preemption” law—one of roughly 40
such laws throughout the country that
restrict the power of local governments
to enact tailored solutions to gun
violence."

Boulder joins a long list of US cities
whose names will now forever be linked
with mass shootings: Columbine, Colo-
rado; Aurora, Colorado; Parkland, Flo-
rida; San Bernardino, California; and
many others. Those cities—and most
others—have something else in com-
mon as well. As Pomeranz et al. dem-
onstrate in their article “State Gun-
Control, Gun-Right, and Preemptive
Firearm-Related Laws Across 50 US
States for 2009-2018" (p. 1273), they are
also subject to preemption laws limiting

Blocher

their ability to regulate guns. Some
“punitive” preemption laws go so far as
toimpose criminal or financial liability on
local officials who fail to comply.

Although they are widespread today,
firearm preemption laws are a relatively
recent development. In 1979, just seven
states fully or partially preempted local
gun regulation.? But following a con-
certed campaign by the NRA (National
Rifle Association of America) and other
gun rights advocates, dozens of states
adopted preemption laws relating to
firearms throughout the ensuing deca-
des, so that during the relevant study
period—2009 through 2018—preemp-
tive measures remained largely
unchanged. Aside from becoming more
punitive (which some did), there was little
room to get any stricter.

The NRA argues that preemption laws
are

vital as they prevent localities from
enacting an incomprehensible patch-
work of local ordinances. Without
these measures unsuspecting gun
owners would be forced to forego

the exercise of their Second Amend-
ment rights or risk running afoul of
convoluted and potentially inaccessi-
ble local rules.?

Thejudge in the Boulder case similarly
found that “tourists may be dissuaded
from visiting the area to avoid prosecu-
tion for otherwise lawful possession of a
firearm."*

But the countervailing considerations
should also be clear: some tourists
might now be dissuaded from visiting
the area for fear of gun violence, and
some—perhaps most—residents feel
less safe. And although it is true that, in
the absence of preemption, local gun
rules could vary, perhaps significantly,
between urban and rural areas, gun
harms also vary significantly from place
to place. Gun homicide has long been a
distinctly urban problem, soitis nothard
to imagine why cities might choose to
regulate guns more strictly. In rural
areas, by contrast, policeresponsetimes
can be longer (arguably increasing the
value of guns for self-defense), and
opportunities for hunting and other
recreational activities involving guns are
more plentiful. A deregulatory approach
might, therefore, be more popular and
sensible.

There are undoubtedly some infor-
mational costs to this kind of local tai-
loring, as with any type of legal varia-
tion—people must learn and comply
with different local laws, whether they be
speed limits or insurance requirements
or rules regarding drugs and alcohol.
The NRA's emphasis on the costs of a
“patchwork” is thus not irrational. But
what Pomeranz et als analysis shows is
that the alleged patchworks have gen-
erally been replaced by a singular kind of
uniformity: one favoring gun rights,
rather than regulation. States, in other
words, have generally not chosen to
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replace local regulations with statewide
gun-restrictive rules (which would
resolve the patchwork concern) but
rather to deregulate guns further, leav-
ing a regulatory void.

It is difficult to know how different the
world of gun regulation would look today
were it not for the spread of preemption
laws, but it seems likely that those laws
have kept more gun laws off the books
than the Second Amendment itself.
Nearly 1500 Second Amendment cases
have been filed since the Supreme Court
announced, in 2008's District of Columbia
v. Heller, that the right to keep and bear
arms includes an “individual” right to do
so for self-defense.” But the vast major-
ity of those challenges (more than 90%)
have failed, meaning that for all the
attention it receives in the gun debate,
the Constitution has not played a trans-
formative role in litigation outcomes.®

If a future study were able to estimate
the number or nature of preempted
local gun regulations, it would be an
invaluable contribution. Historically
speaking, an enormous amount of gun
regulation has happened at the local
level, including licensing requirements,
public carry restrictions, place-based
restrictions, and restrictions on certain
classes of weapons.” Those are precisely
the kinds of laws that preemption stat-
utes either wipe off the books or prevent
from being passed.

A second major question from a policy
perspective is what kinds of laws can
effectively be enforced at the local level.
A municipal restriction on manufactur-
ing does not make much sense, because
manufacturers will simply site them-
selves in the least-regulated jurisdic-
tions, while their products travel across
borders. But a public carry restriction—
or, as in Boulder, a prohibition on carry-
ing certain kinds of weapons—can be

enforced on the spot by local police
regardless of what neighboring jurisdic-
tions are doing. Efforts to evaluate the
effectiveness of various local policies,
therefore, also remain urgent.

Pomeranz et al's article is the first
scholarly effort to connect state adop-
tion of firearm preemption to state
enactment (or not) of other firearm
rules. One hopes that future work on
firearms law and policy will continue to
investigate the impact of these pre-
emption laws, which, practically speak-
ing, are a more important determinant
of gun regulation than the Second
Amendment itself. 4JPH
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38 See also Friedman and Akre, p. 1284.

ause of death determinations for
C overdoses can require monthsor, in
some cases, more than a year." Such
delays impede timely surveillance and
action. Rossen and colleagues' have
proposed using historical data to deter-
mine degrees of underreporting and
then applying multiplication factors to
upweight known deaths to estimated
final counts. In this issue of A/PH, Fried-
man and Akre (p. 1284) used these pro-
visional overdose death estimates to
report monthly overdose deaths in 2020.
They found that the greatest number of
overdose deaths ever recorded in the
United States occurred in mid-2020 dur-
ing the COVID-19 pandemic.

We have long worked with provisional
death records in North Carolina, with a
focus on overdoses. Here we offer a
context on the challenges of timely
overdose death counting, corroborate
the findings of Friedman and Akre, and
share strategies to address data delays.

Readers may not know how a death
record comes to be “provisional.” Details
differ by state; we offer the following

Fliss et al.

summary for North Carolina. Both
before and long after a death, data are
generated and collected via medicolegal,
public health, and community response
systems and are used to assist in death
categorization. The death certificate, once
completed by the declaring physician, is
submitted to centralized vital records.
Thereitis coded into an electronic system
housed at the North Carolina State Cen-
ter for Health Statistics. Literal text fields
are standardized to International Classifi-
cation of Diseases, 10th Revision (ICD-10)
codes, both manually and with software >
Public health personnel use these data to
understand disease burdens and to pre-
vent future deaths.

Complex causes of death such as
overdoses may require special investi-
gations, autopsies, or substance and
specimen testing. These deaths may be
temporarily assigned an /CD-10 code of
R99 (ill-defined and unknown cause of
mortality) to indicate that data are
pending. Itis these pending-data deaths,
many later classified as overdoses, that
delay timely death reporting.

LIMITATIONS

We agree with Friedman and Akre that
the central limitation is that 2020 over-
dose death estimations are based on
historical, prepandemic overdose death
patterns. Reporting lags may have dif-
fered during the pandemic, leading to
underestimated results. Although state
data completeness was trending up
nationwide,’ pandemic challenges may
have led to more incomplete data in
2020. It also is possible that the propor-
tion of data-pending deaths anticipated
to become overdose deaths changed
during the pandemic. We do not yet
have data on whether some deaths with
R99 codes were newly related to
COVID-19.

In addition, death information flows
through multiple separated teams and
data system silos, any of which may be
down, upgrading, or changing. For
example, the North Carolina State Cen-
ter for Health Statistics is transitioning to
an electronic death reporting system,
and the state's Office of the Chief Medical
Examiner is simultaneously upgrading its
centralized data system. Medicolegal and
public health staff, essential workers
already overburdened and underre-
sourced as a result of the overdose epi-
demic, have been doubly stretched by
increases in COVID-19 deaths. These
changes and challenges have caused
delays in death record processing.

Even with these limitations, we have
confidence in Friedman and Akre's con-
clusions. In line with the confirmatory
emergency medical service trends they
share, we have seen similar spikes in
overdoses in syndromic surveillance
emergency department data* that sup-
port their findings. Our team reviewing
R99-coded deaths found similar spikes
and longer lag times. Friedman and Akre


https://doi.org/10.2105/AJPH.2021.306256

suggest that this may indicate their
record-breaking counts are still
underestimates.

TAKING ACTION FOR
BETTER DATA

Timely counting of overdose deaths is
critical. What can be done about these
delays? We echo Friedman and Akre's
call for both staff and infrastructure
funding, and offer several approaches,
as outlined subsequently.

Partnerships

substance abuse treatment visits, calls
requesting treatment resources, pre-
scription and dispensing data, overdose
reversal reports, and social service data.
Data lags vary, but near-real-time emer-
gency department syndromic surveil-
lance systems can identify accelerating
trends in overdoses within days. Data
dashboards such as that in North Caro-
lina® can aggregate indicators and local
programs, providing more timely
awareness than offered through death
counts alone.

Flow Diagrams

Data partnerships with internal and
external organizations have facilitated
funding, research, timely reporting,
action, and change across many sectors.
Successful partnerships promote com-
munication, transparency, understand-
ing of others' scope of practice, and
assistance in timely, conscious use of
provisional data.

Faster Sources of
Death Data

Other data can be used to circumvent
delays. For example, states can add
suspected overdose checkboxes to
death certificates,” and medical exam-
iners can flag suspected overdoses at
first contact (i.e., within days of death).
Literal text from timely emergency
medical service and law enforcement
reports, patient electronic medical
records, and medical examiner investi-
gation reports can provide additional
details on the substances involved.

Faster Sources of
Overdose Data

Overdose-related indicators exist across
dozens of data sources, including

Building Unified Modeling Language
activity diagrams’ can help map the
interrelated flow of data and teamwork
after an overdose death. The process of
building an accurate activity diagram
invariably requires collaboration and
interviews to identify delay points
caused by overwork, underfunding, or
antiquated systems. This collaboration
and mapping catalyzes change.

Infrastructure and
Informatics Approaches

We echo Friedman and Akre's call for
investments in public health infrastruc-
ture. Public health has called for a mod-
ernization of our many antiquated sys-
tems with the “Data: Elemental to
Health” campaign.® Infrastructure
improvements are not constrained to
back-end databases and front-end
visualization tools, but also include
robust connections between systems
and “bench science” lab machines to
prepare and test samples quickly.
Machine learning approaches can play a
role; we have found that incorporating
demographic data helps predict the
percentage of pending-data deaths that
will become overdoses.

OPINIONS, IDEAS, & PRACTICE

Interoperability and
Accessibility

We agree with Friedman and Akre that
granular data to detect sharp overdose
spikes are needed. Public Health 3.0°
calls for interoperable access to timely,
granular, and actionable data, including
novel data sources such as modeled
estimates. The Centers for Disease
Control and Prevention could provide
these modeled monthly and rolling esti-
mates on its Web site, where many data
sources are already provided in easily
accessible formats. However, we have
also experienced hesitancy in integrat-
ing and communicating modeled data.
Those already challenged with differen-
tiating quality, lag, and biases among
data sources may be further challenged
in combining “true” and modeled data.
However, the line between modeled and
unmodeled data is often gray; integrat-
ing modeled estimates may promote
increased data literacy.

CONCLUSIONS

We share Friedman and Akre’s call to
increase the response to the ongoing
overdose epidemic in the United States,
even during the COVID-19 pandemic.
They aptly endorse both downstream
harmreductionand upstream structural
responses; we concur.

Moreover, the overdose epidemic in
the United States and the COVID-19
pandemic are not simply unrelated,
simultaneous events. They may be
“syndemics,”'? co-occurring at higher
frequencies in underresourced com-
munities with mutually deleterious
effects. They share respiratory system
suppression as a mechanism of death,
and COVID-19 survivors may experience
chronic pain that can lead to overdose.
Increases in unemployment, financial
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burdens, overworked front-line workers,
and long-term COVID-19-associated ill-

nesses have likely had a negative impact
on the overdose epidemic, compound-

ing decreased access to mental, social,

and medical services.

Retrospective funding later in an epi-
demic helps, but this approach leaves
public health perpetually playing catch
up. Public health funding, staffing, and
informatics infrastructure must be suf-
ficiently and proactively supported to
attain and maintain the data timeliness
needed for response as epidemics
develop. 4JPH
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38 See also Silva-Penaherrera et al., p. 1338.

he lack of availability of reliable data
Tto describe and compare worker
health inequities in Central American
countries has been a weakness that the
Silva-Penaherrera et al. study in this
issue (p. 1338) helps to overcome.
Landsbergis et al.” have emphasized the
need for such periodical surveys in the
United States to track the progress of
working conditions and their impact on
worker health inequities.

This study appears to be the Central
American component of the larger study
by Silva-Penaherrera et al.2 in which
national survey data on working condi-
tions and health collected from 15 Latin
American and Caribbean countries were
used to analyze poor self-perceived
general health. Although the study was
limited in that the authors used cross-
sectional and self-reported data and did
not control for potential explanatory
factors (e.g., differential exposures to
hazards), the large and representative
sample and the originality of the meth-
ods chosen to compare self-perceived
general health indicators support the
finding of a concerning trend in worker
health in Central America. In addition to
confirming the significant role of
employment conditions in improving
self-perceived general health during the
period under consideration, the study

shows that occupation, gender, age, and
education gaps among Central Ameri-
can countries increased and remained
wide. In other words, most countries in
the region made little progress in
reducing those gaps between 2011 and
2018.

The authors suggest potential
explanations for country-specific differ-
ences in health patterns, for example
reductions in the prevalence of poor
self-perceived general health at the
country level combined with increases at
the regional level. They argue that the
improvements at the country level could
be aresult of better health status among
workers in Guatemala, where almost
40% of the region’s population resides.
Inaddition, marked improvementsinthe
health conditions of indigenous Guate-
malans, who account for 60% of the
country’s population, might have con-
tributed to the lower prevalence of poor
self-perceived general health.

The patterns found are not surprising,
however. According to the Economic
Commission for Latin America and the
Caribbean,? there is a proneness to
external financial shocks in Central
America along with a lack of economies
of scale in production, a limited trans-
port and communications infrastruc-
ture, and high levels of emigration of

OPINIONS, IDEAS, & PRACTICE AIDI—I

skilled individuals to North America and
Europe. Also, development in the region
is unequal, levels of socioeconomic
inequality and poverty are high, working
conditions are often precarious, and
several countries have experienced
political instability and undemocratic
regimes. As an example of between-
country differences, Costa Rica, which is
considered the most stable and demo-
cratic nation in the region, has consis-
tently shown better health and socio-
economic indicators than Nicaragua or
Honduras.*

The observed gender differences in
poor self-perceived health status are
likely associated with the region’s
unequal distributions of manual and
nonmanual jobs and skilled and
unskilled jobs. Approximately 60% of
men worked in manual skilled jobs in
both study years, whereas about 33% of
women worked in such jobs in 2018 (up
from 22% in 2011). By contrast, about
45% of women worked in nonmanual
unskilled jobsin 2018, as compared with
17% of men (26% of men worked insuch
jobsin 2011). According to the authors,
approximately 51% of men and 18% of
women reporting poor self-perceived
general health in 2018 would have
reported better health if their working
and employment conditions had been
similar to those of nonmanual skilled
workers, and approximately 45% of men
and 28% of women would have reported
better health if all workers in Central
America had a high level of education.

These findings replicate those of other
studies indicating that skilled workers
usually are employed in less hazardous
jobs and have higher levels of education,
more job control and autonomy, and
better working conditions than unskilled
workers.”

From a public health policy perspec-
tive, the implications of monitoring
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worker health inequities in Central
America should point to solutions and
recommendations beyond better rou-
tine worker health monitoring by gov-
ernment agencies. We should also study
what needs to be done, explore how we
can reduce workplace health inequities,
and identify the actors who can make
workplace changes happen. Research on
such issues needs to be strengthened to
move the needle toward policies that aim
at reducing exposures to workplace
hazards and protecting the workplace
rights of all workers, in addition to pro-
moting universal employment and better
working conditions for women, young
people, indigenous communities, and
migrants in Central America.

In 2014, I led a comprehensive review
of the literature on the effects of social,
economic, and labor policies on occu-
pational health disparities in the United
States. The conclusion of the review was
that “[t]here is a need to build coalitions
and collaborations to command the
resources necessary to identify, and
then reduce and eliminate occupational
disparities by establishing healthy, safe,
and just work for all. /6572

Even considering the many differ-
ences between the United States and
Central America, | argue that a similar
effortmay be neededinthelatter, where
there certainly are country-specific and
regional contexts that shape funda-
mental social determinants of health,
which in turn may explain most findings
of the Silva-Penaherrera et al. article. As
the pandemic made explicit once again
in Latin America over the past year,
reducing workplace health inequities in
the Americas will require major struc-
tural socioeconomic reforms that
replace neoliberal racial capitalism with
democratic, progressive alternatives
such as the Green New Deal in the
United States.” 4JpH
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ince early 2020, COVID-19 has
Sspread over the world and has
caused a dramatic loss of lives and eco-
nomic productivity. Mortality from
COVID-19 is one of the basic indices
used in assessing and monitoring the
losses the pandemic has caused. Excess
mortality is determined by comparing
the observed mortality to the expected
mortality in a scenario without COVID-
19. Knowing the amount of excess mor-
tality allows researchers to assess
COVID-19's impact with a broader scope
and thus makes it important for policy-
making at the population level.

ESTIMATION OF
EXCESS MORTALITY

A high-quality estimate of excess mor-
tality is not simply comparing the deaths
during the pandemic to the expected
deaths butinvolves certain complexities.
First, the calculation of expected mor-
tality relies on routinely collected data
from a well-established death registra-
tion system. Also, events that have sig-
nificantimpacts on population dynamics
over the past few years, such as regional

conflicts and natural disasters, might
largely affect the baseline population
and require additional adjustment
before being used for comparison. Fur-
thermore, even if a well-established
death registration system existed, a
large number of unexpected deaths at
the beginning of an outbreak may col-
lapse the system because of a lack of
resources for examination and
certification. Further efforts are required
to estimate the number of missing
deaths during the early phase of an
outbreak.

Inthisissue of AIPH, Todd et al. (p. 1352)
analyze excess deaths by age, sex, and
ethnicity to investigate public health
threats during the COVID-19 pandemic.
The authors compared the difference
between the observed mortality in 2020
and the expected mortality, which was
built on routinely collected mortality
data of the past five years with a time-
series model adjusted for seasonality.
Although Todd et al. did not explore the
detailed causes and trends of excess
mortality because of data limitations, the
overview provided in their study
presents the niches for further research
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on health inequality during the COVID-
19 pandemic. For instance, the link
between excess mortality and socio-
economic status and the changes in the
distribution of causes for non-COVID-19
deaths can be further addressed.

VULNERABLE
POPULATIONS

Vulnerable groups are peoplewho are at
high risk for contracting COVID-19 and
less resilient to the negative impacts of
the disease. The stratification of excess
mortality by risk factors indicates which
populations have been affected more by
the COVID-19 pandemic. The difference
in the level of impact can be regarded as
aroadmap to identify vulnerable groups
with an urgent need to be protected.
Todd et al. describe excess mortality by
age, sex, and ethnicity, revealing higher
rates of excess death among older
adults and non-White populations.
Health vulnerability is also commonly
addressed by socioeconomic status,
which is affected by income level and
standard of living. For example, Decoster
et al." found that a lower household
income and Strang et al.? found that liv-
ing in areas with lower socioeconomic
status were associated with higher rates
of excess mortality; both of these studies
also highlighted higher excess mortality
among older adults in nursing homes
compared with noninstitutionalized
adults at a similar age.

In addition, vulnerability can result
from health status. Patients with under-
lying conditions and diseases may
reduce their visits to health care facilities
to avoid the risk of COVID-19 infection.
As a result, the delayed care seeking for
non-COVID-19 diseases and conditions
may reduce the opportunity for timely
diagnosis and treatment and thus
increase the risk of poor outcomes,
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including death. This indirect impact
through the health care pathway has
been seen in experiences of other dis-
eases and is evident in patients with
respiratory diseases that have similar
symptoms to those of COVID-19.34

From the perspective of mental health,
financial hardship and feelings of isola-
tion have been common factors associ-
ated with excess mortality during the
COVID-19 pandemic. The risk of suicide
and mental illness, therefore, gained
public attention in the implementation
of lockdown and social-distancing
restrictions during the pandemic.” So
far, in developed countries during the
COVID-19 pandemic, suicide rates have
beenseentonotincrease ortodecrease
slightly, suggesting that social safety nets
and preventive measures may have
attenuated the negative impact of the
pandemic on mental health. However,
there are still concerns that suicide rates
may increaseinthe longrun as the social
safety nets run out of financial
support.®’

Which groups are vulnerable can
change as the pandemic evolves, and
policymakers should be aware of this
change to prevent further consequen-
ces to social stability. The excess mor-
tality stratified by risk factors has the
potential to show health disparities
during the pandemic and to be an indi-
cator of the functionality of social safety
nets. Moreover, time-series analyses of
excess mortality stratified by risk factors
will enable us to distinguish and quantify
COVID-19's impact on different vulnera-
ble groups over time.

DISTINGUISHING CAUSES
OF EXCESS DEATHS

Todd et al. report that 23% of excess
mortality in Philadelphia, Pennsylvania,
is not directly attributed to COVID-19,

Editorial Ku

but they did not conduct a detailed
analysis of the cause of these
non-COVID-19 deaths. In fact, the
excess mortality for a particular cause
during the COVID-19 pandemic is not
always positive. There is high variation in
the cause distribution of excess deaths
over time, reflecting the societal and
behavioral changes influenced by
COVID-19.89 Understanding the
causes of non-COVID-19 excess deaths
can be useful in allocating resources for
tackling specific challenges.

Among the causes of death not
directly related to COVID-19, accidental
deaths have shown a noticeable change
following the implementation of COVID-
19 control measures. Most of the early
interventions for COVID-19 aimed to
prevent COVID-19 transmission by lim-
iting social contact through lockdown
and travel restrictions. These restric-
tions led to a decrease in accidental
deaths in settings such as Pery,’?
whereas higher rates of traffic accidents
were observed in California."" The con-
trasting trends of accidental deaths may
be associated with the heterogeneity in
transportation systems as well as road
behavior, which reflects the role of con-
textual factors in understanding the
changes in excess deaths.

The contrasting effects on excess
deaths can also occur in the same set-
ting. For example, control measures for
COVID-19, such as restricting social
contact and wearing face masks, can
help prevent other communicable dis-
eases. Conversely, COVID-19-related
interruptions in health care systems and
vaccination programs can lead to an
increase in excess deaths.”'?

Despite improved estimations for
excess deaths from COVID-19, the
composition of excess deaths by
non-COVID-19 causes remains unclear
in many settings. In addition to high-

quality estimates of excess deaths from
COVID-19, research on the causes and
trends of non-COVID-19 deaths during
the pandemic is needed. A more thor-
ough understanding of excess deaths
can offer public health insight on strat-
egies for resource allocation and main-
tenance of social stability during the
COVID-19 pandemic. AJPH
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tis a short step from understanding
I that health is a product of the forces
around us—of the conditions of where
we live, work, and play—to a call to gen-
erate social policy that changes condi-
tions that create health in populations.
Social policies can, by design, change
elements of the world around us, rang-
ing, for example, from taxation policies
that can provide resources to govern-
ments to invest in better parks and
opportunities for recreation to policies
that alter transportation routes or make
health care resources available to more
people. Itis therefore reasonable that
public health increasingly sees the
implementation of healthy social policy
as part of its goal, consistent with the
aspirations of a muscular public health.”

There are two principal barriers to the
consistent implementation of healthy
social policy. The firstis political. Policy-
making definitionally involves the shift-
ing of resources. Taxation, for example,
takes money from individuals, sectors,
or groups and allocates it to funding
public goods. The implementation of
particular health programs must involve
the commitment of assets that could
have been used for other purposes,
which groups who do not benefit from

Galea and Vaughan

the programs would perhaps prefer.
Therefore, the implementation of social
policy for health must navigate these
political challenges and be seen by the
public and policymakers alike as a pri-
ority for action and investment of public
funds. Itis with this in mind that we have
often advocated public health telling the
story of health? as a means of making the
case for the importance of particular
policies to elevate their visibility and
importance amid other potential poli-
ciesthatdo not have health at their core.

The second barrier to the implemen-
tation of healthy social policy, however, is
quite different. A core challenge to the
implementation of healthy social policy
is that identifying the best way to struc-
ture social policies that will benefit as
many people as possible—and not cre-
ate health gaps—is quite difficult. Fun-
damentally, human populations are
complex systems,® and complex sys-
tems are shaped by a range of forces,
including system dynamics and emer-
gent population effects that result from
the unforeseenimpact of changing small
but critical elements—in particular,
population systems. Therefore, the
implementation of large-scale social
policies requires the wisdom to

anticipate their potential consequences,
to the end of thinking through the best
approach to achieve desired, prosocial

ends.

OPTIMIZING SOCIAL
POLICY IMPACT

One approach to understanding how to
optimize social policies for health is by
studying, and understanding, the unin-
tended consequences of existing poli-
cies, to educate our thinking about how
to do better with future social policies.
Three articles in the past two issues of
AJPH allow us to do just that.

In this issue, Yang et al. (p. 1309)
explore the consequences of free HIV
testing during antenatal care in
Botswana. This testing was designed to
detect HIV in pregnant women, creating
opportunities for treatment and to pre-
vent maternal-fetal transmission of HIV.
However, as Yang et al. show, this policy
can also result in women being blamed
and stigmatized for being HIV positive.
They suggest that in the context of a
culture that has pervasive gender
inequalities, this antenatal care testing
approach perpetuates structural vul-
nerabilities, stigmatizing women and
clearly having long-tail unintended
consequences.

Moving to a very different context,
articles by Putnam-Hornstein et al.* and
by Geller (p. 1300 in this issue) consider
two different sets of policies in the
United States. Putnam-Hornstein et al.*
document rates of child protection
involvement and termination of parental
rights in the United States. They find,
consistent with previous work using
different methodology, that about a
quarter of children are investigated for
maltreatment during childhood and that
this is dramatically different by race/
ethnicity, with one in two Black or Native
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American children being so investi-
gated—twice the proportion for White
children. Accepting that the intent of
child protection policies is positive—an
effort to ensure that all children are safe
and protected from abuse or neglect—
this high prevalence of investigation, so
dramatically different by racial/ethnic
group, suggests an imposition of struc-
tural bias that likely pervades child pro-
tection systems and that threatens the
long-term well-being of children, partic-
ularly those who are then affected by
termination of parental rights.

Perhaps more concerning, the work of
Geller documents racial differences in
police contact as assessed through the
Fragile Families and Child Wellbeing
Study. Geller finds that exposure to
policing is unevenly distributed, with
Black boys in particular reporting more,
and more aggressive, police contact
than their White counterparts. Geller's
findings suggest that police contact
often acts as an early adverse childhood
experience that can then go on to have
implications for health and behavior for
non-White youths for decades to come.
Both these articles show how social
policies that may be designed to pro-
mote a better society—making antena-
tal testing care available, protecting
children from abuse, policing to protect
communities—have unintended conse-
quencesthatcangoontoharmhealthin
the long-term.

LESSONS LEARNED

There is much to learn from these
articles. Three observations emerge that
we think are worth reflecting on. First,
there is nothing simple ever about poli-
cies that are implemented and affect
large populations. This may seem trite
but is often, in our estimation, forgotten
in our reflexive desire to put in place

approaches that extend promising sci-
entific observations. The evident positive,
for example, that emerges from widely
available antenatal HIV testing needs to
be understood together with the harms
that emerge from its implementation.
This does not mean that we should not
be implementing antenatal HIV testing
but rather that we need to recognize the
full set of its consequences to be able to
best tailor the policy to be effective, with
an eye to maximizing positive intent.
Second, the full set of consequences
of broad-ranging social policies requires
vigilance to document both positives
and negatives, and the humility to rec-
ognize that policies need to be modified
as needed to maximize the former and
minimize the latter. Systems to ensure
that we have adequate child protection,
for example, undoubtedly are responsi-
ble for substantial good, but that good
must be weighed against the negatives
of overinvolvement of child protection
systems, particularly when the systems
are racially or socioeconomically pat-
terned, imposing a disproportionate
burden of surveillance and potential
termination of parental rights on partic-
ular groups. We should be willing to do
the thought experiment to identify pos-
sible collateral consequences before
program implementation and monitor
not only the intended results of pro-
grams and policies but the downstream
unintended consequences and be pre-
pared to pivot and revise as necessary.
Third, all social policies are imple-
mented in our broader cultural context,
and that context shapes the implemen-
tation—and the impact—of social poli-
cies. Hence, widely available antenatal
HIV testing may be a particular problem
for HIV-positive women in cultures that
are characterized by deep gender
inequities. Similarly, efforts at commu-
nity policing simply cannot be divorced
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from deep-seated racial bias that results
in particular minority youths bearing the
brunt of policing efforts. Social policies
must be designed to promote health
equity, and that needs to account for the
preexisting uneven playing field that
characterizes our world. It takes the
implementation of policies that are
explicitly antiracist, for example, to
overcome a context that too readily
leads to Black Americans bearing the
brunt of efforts at imposing social good,
no matter how well intentioned. The
articles are an important—and sober-
ing—reminder. AJPH
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ecently, the Biden administration
Rannounced the Centers for Dis-
ease Control and Prevention (CDC)
Federal Retail Pharmacy Program for
COVID-19 vaccination to increase
COVID-19 vaccine accessibility to local
communities. Although pharmacies and
pharmacists have already administered
COVID-19 vaccines through state-
initiated programs, this program sends
COVID-19 vaccine supply directly to
community pharmacies.' The CDC
states that as vaccine supply increases,
the federal government plans to expand
this program to include 40 000 phar-
macies across the United States.' Nine
of 10 people live within five miles of a
pharmacy, making pharmacies a natural
and accessible point for vaccine admin-
istration.? Providing COVID-19 vaccina-
tion at local community pharmacies can
increase vaccine accessibility, especially
inunderserved areas, where health care
clinics and hospitals are limited. Phar-
macists and pharmacy staff have stood
on the frontlines of the COVID-19

Marwitz et al.

pandemic, carrying out vital medication-
related services while performing
COVID-19 testing, offering telehealth
services, and vaccinating the public
against the flu and other vaccine-
preventable diseases. They are ready,
willing, and able to protect public health
by administering COVID-19
vaccinations.

PUBLIC HEALTH
PRACTITIONERS

In 2006, the American Public Health
Association (APHA) published a policy
statement describing the role of phar-
macists in public health.® This statement
identified pharmacists as practitioners
who provide high-quality patient care by
counseling patients about their medica-
tions and health conditions, providing
advice on over-the-counter medica-
tions, calling insurance companies to
resolve medication cost problems, and
administering routine vaccines.> APHA
has continued to recognize pharmacists'

role in public health and established an
official APHA Pharmacy Section in 2018
containing a broad membership of
pharmacists, pharmacy technicians,
researchers, drug information experts,
and other disciplines.

Since the publication ofthe 2006 policy,
pharmacists have also gained prescribing
rights for oral contraceptives in several
states, strengthened collaborative prac-
tice for tobacco cessation and disease-
state management with prescribers, and
increased availability of naloxone at the
pharmacy counter among many other
public health activities.* Embedded
within communities, community phar-
macists are a trusted and accessible
source of health information. Several
studies demonstrate that with the
involvement of pharmacists, medication
use and health outcomes improve, and
health care utilization, such as emer-
gency department visits, decrease.”

PRIORITIZING
MEDICATION SAFETY

Asthefederal governmentand state and
local communities look to community
pharmacists to carry out these impor-
tant COVID-19 vaccination efforts
through the Federal Retail Pharmacy
Program, we must ensure that safe
medication practices are maintained.
Before the pandemic, a series of events
shed light on the stresses experienced
by understaffed and overburdened
community pharmacists and techni-
cianswho are routinely asked to manage
several competing responsibilities with
little staffing and operational support.
To initiate a plan to address these
workplace concerns, a collaboration
conference with diverse pharmacy
stakeholders was held in July 2019 titled
Enhancing Well-being and Resilience
Among the Pharmacist Workforce. The



goal of this conference was to develop
actionable recommendations to
address issues and concerns associated
with burnout, stress, work overload, and
moral injury.®° Among their 50 recom-
mendations for improvement was that

employers must prioritize patient
safety, quality of care, and pharmacist
well-being when setting workload
expectations and ensure the phar-
macy workforce is adequately staffed,
trained, and utilized to complete the
expected work volume.®

In January 2020, a series of articles by
the New York Times further illustrated the
urgency of these pharmacy workplace
and staffing issues.” A recent study by
Beal et al. confirmed these reports by
surveying more than 1200 community
pharmacists. This study found that
pharmacists working in national chain
and grocery store pharmacies continue
to have workplace concerns in several
ways and are in favor of addressing
prescription volume-based metrics as
one contributor of moral injury.®

Addressing prescription volume met-
rics and understaffed work environ-
ments remains a complex issue, as
pharmacy payment models still favor
payment focused on prescription vol-
ume over payment for patient care pro-
vided by pharmacists. A multilevel
approach addressing systems changes
at the national and state levels through
laws and policies as well as at the
employer-employee level through poli-
ciesand procedures will be necessary. At
present, the pandemic has only rein-
forced these pharmacy workplace con-
cerns through increases in responsibili-
ties including COVID-19 testing and
vaccination services without addressing
the underlying issues. Recent news cov-
erage has highlighted the impact of the

pandemic on these continued work-
place concerns in pharmacies as well as
other health care settings.’

The Institute of Medicine published To
Err is Human: Building a Safer Health Sys-
tem over twenty years ago which
described the impact of poorly designed
medical systems on patient safety in the
clinical hospital setting with applicable
information for outpatient consider-
ation.'® This highly cited report
describes the significant financial and
emotional toll that medical and medica-
tion errors have on communities.'°
Recognizing that unintentional medica-
tion errors are a result of poorly
designed medical systems and not the
individual health care provider, this
report also advocated the design of
systems that prioritize safety and human
factors considerations. Ensuring appro-
priate staffing ratios, reducing workplace
distractions, developing and maintain-
ing reasonable work hours and break
time, and examining medication use
processes and procedures are ways the
pharmacy profession and associated
employers can protect patient safety by
design.

Research pertaining to the rate of
medication errors in the community
pharmacy is limited, but pharmacists
performing multiple verification steps in
conjunction with medication barcode
scanning and patient counseling
assures patients that their safety is being
prioritized."” As pharmacists are tasked
with additional responsibilities to vacci-
nate the population against COVID-19, it
is good practice to reassess the compo-
nents of the medication system, includ-
ing staffing and prescription volume in
community pharmacies to ensure that
safety and well-being for patients and
pharmacy personnel remains at the
center.

OPINIONS, IDEAS, & PRACTICE

SUPPORT AND SUSTAIN
INFRASTRUCTURE

Numerous community pharmacy busi-
nesses have publicized plans to hire
more pharmacists, technicians, and
support staff to administer COVID-19
vaccinations, but whether adequate
staffing levels can be achieved is not yet
known. To meet the vaccine demand
while preserving a pharmacy's high
standards for medication safety, phar-
macies must ensure that pharmacy
staffing and operations are prioritized.
Pharmacists need support through
adequate staffing levels and technical
and operational assistance to store,
reconstitute, and administer COVID-19
vaccines and continue typical medica-
tion dispensing and counseling pro-
cesses. Pharmacists and pharmacy staff
alsowork closely with patients to provide
vaccinations and patient counseling and
need personal protective equipment to
protect themselves against COVID-19
exposure. These supplies should be
readily available.

In addition, messaging about COVID-
19 vaccine eligibility by state officials
must be made clear so pharmacists are
not caught between patient demands
for vaccination and state guidance limit-
ing eligibility. Public health and state
officials should work directly with phar-
macists to provide information to
patients seeking COVID-19 vaccination.
Because pharmacies traditionally adopt
a walk-in vaccination model, clear com-
munication about the need for patient
appointments, based on vaccine eligi-
bility, is imperative.'?

Finally, the CDC must collect data from
pharmacists, technicians, patients, and
pharmacy corporations to study the
Federal Retail Pharmacy Program for
COVID-19vaccinations and itsimpact on
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COVID-19 vaccination access and
system-mediated medication safety.
These data can be used to inform the
effectiveness and safety of using com-
munity pharmacists to address large-
scale public health emergencies and
help the United States prepare for
future public health needs.

SUPPORT COVID-19
VACCINATION

As we collectively call on pharmacists as
vital public health practitioners during
the COVID-19 pandemic, let's go one
step further by investing in pharmacists
and pharmacy infrastructure to ensure
that they have the resources they need
to safely care for and vaccinate the
public during the COVID-19 pandemic
and beyond. 4JPH
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rom the beginning of the coronavi-
F rus (COVID-19) pandemic, a crisis of
space overwhelmed hospitals across the
United States. As coronavirus cases
surged, hospitals filled beyond their
capacity. Spaces that under normal cir-
cumstances would have been consid-
ered inadequate for patient care were
seized for that purpose. Hospital hall-
ways and conference rooms filled with
beds and patients.

Those space limitations forced health
care providers to confront how they
would provide care under the direst cir-
cumstances. Across the United States,
health care leaders codified “crisis
standards of care” because they recog-
nized that exceeding the standard
capacity of existing resources does not
remove the responsibility to provide the
best possible care given the circum-
stances.” Those “crisis standards of care”
were accompanied by additional fund-
ing, workforce development, and relax-
ation of policies dictating where care
might be delivered.

While hospitals swelled beyond
capacity, a related crisis of space played

out across the United States. One of the
more profound side effects of the pan-
demic in the United States has been its
impact on people experiencing home-
lessness (PEH). As coronavirus numbers
have grown and the economy has stag-
nated, a growing number of people are
at risk for or experiencing housing
instability or homelessness. In early
2020, an estimated 568 000 people
experienced homelessness.? Despite
policies intended to stave off evictions,
that number grew steadily over the year.
It is estimated that homelessness will
increase by 45% by the end of 2021.3
There is much to learn from the process
of developing “crisis standards of care”
that can be readily applied to the
homelessness crisis. As such, we pro-
pose a “crisis standards of housing.”
The dramatic increase in the number
of people living on the streets repre-
sents the confluence of trends. The
pandemic's economic impact on lower-
income Americans has been devastat-
ing; halfhave experienced either jobloss
or have a household member who has.*
Compared with middle- and upper-

OPINIONS, IDEAS, & PRACTICE AIDI‘I

income adults who lost a job during the
pandemic, low-income individuals are
33% more likely to remain unem-
ployed—with women, immigrants, His-
panic persons, and those with lower
education levels being the hardest hit.*
Black and Brown persons, women, and
immigrants are at the highest risk of
losing housing.”

As the need for emergency housing
has soared, the available supply of shel-
ter beds has decreased. Before the
pandemic, the number of PEH outnum-
bered the number of available shelter
beds by more than double.? Given the
need for increased distance between
clients, many shelters reduced their
available beds—in some cases by more
than half.° Although some states
increased capacity by creating new
shelter spaces or leasing rooms in
hotels, such efforts were exceptional. As
such, a growing number of PEH have
been left without a shelter option.

In the absence of available beds, peo-
ple seeking shelter gravitated toward the
safest, most hospitable places they
could find: the well-lit, centrally located
parks that the public had left behind.
Consequently, policymakers and every-
day Americans have been forced to
confront one of our greatest collective
failures: our society's inability to ensure
stable housing for all.

Just as emergency measures such as
invoking the Defense Production Act
have been taken to fight the pandemic,
emergency steps must also be taken to
prevent more Americans from
experiencing homelessness. Approxi-
mately 20% of the 13.8 million adults in
rental housing report being behind in
rent.” To mitigate this risk, the Centers
for Disease Control and Prevention took
the necessary step of extending the
federal eviction moratorium,® but the
mandate must be extended into the fall
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if not winter. The $45 billion in rental
assistance included in President Biden's
American Rescue Plan will help prevent
evictions, but only if people in need are
able to access the funds. Local and state
health departments, hospitals, and fed-
erally qualified health centers should
temporarily assign case managers and
socialworkers to ensure receipt of rental
assistance for anyone who is eligible.
Temporary measures must be cou-
pled with longer-term commitments to
ending homelessness. The Housing First
model is an effective solution to home-
lessness, with upwards of 75% of people
remaining stably housed after one year.’
But the growing homelessness crisis
caused by the pandemic requires addi-
tional solutions and capacity building.
One potential solution is to develop and
train a public health workforce of people
with lived experience with homeless-
ness. Peer-support models have been
implemented among PEH and shown to
reduce harms from substance use,
increase adherence to treatment of
tuberculosis, and even improve housing
stability—particularly when couched
within programs such as Housing
First."®"" Applying a peer-educator
model for the development of a public
health workforce for PEH could serve
dual functions. First, it would provide
meaningful employment to those pro-
viding the support, lifting people out of
the cycle of poverty and housing insta-
bility. Second, as has beennoted in peer-
support studies for this population,
education and counseling from some-
one with first-hand experience have the
potential to improve health-related out-
comes for those receiving the sup-
port."®"" Peer-educator models are
effective in part because they produce
much higher levels of trust than tradi-
tional intervention models.'®"" Federal
investments in innovations such as peer-

Barocas and Earnest

educator models coupled with Housing
First initiatives, in addition to improved
access to jobs and low-income housing
and rent relief, would signal a true com-
mitment to ending homelessness.

In addition, we must end the criminal-
ization of homelessness. Each time a
person is punished for attempting to
survive—by panhandling for money,
sleeping on a park bench, or setting up
an encampment—the cycle of incarcer-
ation and homelessness becomes more
difficult to escape. Many cities deploy
“sweeps” of encampments in which
personal belongings are discarded and
people are either displaced or incarcer-
ated. Such practices are expensive and
counterproductive—Los Angeles, Cali-
fornia spent $30 million in 2019 on
sweeps.'? Forcing people to relocate
compounds the stigma of homelessness
and does nothing to disrupt the under-
lying conditions that cause it.

Providing resources to those
experiencing homelessness is a more
humane and potentially cost-effective
solution than sweeps. One study dem-
onstrated that providing direct financial
support to PEH dramatically improved
their lives and decreased unhealthy
behaviors in both the short and long
term."? Participants who were given
$7500 (Canadian) found stable housing
and were able to attain food security
faster than those who received no cash.
The cash recipients decreased their
spending on alcohol, cigarettes, and
other drugs by 39%. Decriminalizing
homelessness would also require
decriminalization of substance use,
mental illness, and sex work—all of which
are common for various reasons among
PEH—and decriminalization would
reduce barriersto care for substance use,
and mental illness in particular.

Decriminalizing homelessness could
allow people a place to exist through

sanctioned encampments while stable
housing options are being established.
Just as hospitals filled beyond capacity
opened spaces not traditionally used for
patient care, we must provide safe, legal
spaces for people to exist given the
overwhelmed and underresourced sta-
tus of shelters. Opponents of sanc-
tioned encampments have long argued
that they are costly and encourage drug
use and vagrancy. In reality, sanctioned
encampments are less costly to a city
than shelters and sweeps, afford indi-
viduals a sense of community, and can
lead to improved health outcomes.™
Legal encampments also force society to
confront its failure to ensure stable
housing for everyone. As researcher
Rebecca Finkes noted, “The visibility of
the permitted encampments brings the
issue of homelessness to light, and
invites the greater community to lend a
helping hand.”"#2% The sanctioned
encampment in Seattle, Washington
that she was referencing helped mobi-
lize city officials and nonprofit organiza-
tions to work together to develop low-
income housing and provide resources
and skills training. Such a move should
not be interpreted as giving up, but
rather recognized as a communal
awakening that society must do better
while simultaneously admitting that we
have yet to do so.

Businesses can also play a critical role
in ending homelessness, just as they
have in the pandemic. The Defense
Production Act mobilized the rapid
manufacturing of ventilators, personal
protective equipment, testing supplies,
vaccines, and other necessary tools to
fight the pandemic."® The same autho-
rization could be used to award con-
tracts to hotels, construction compa-
nies, and other manufacturers to
requisition unused bed capacity in
hotels and dormitories for temporary



housing, jump-start the manufacturing
of linens and hygiene products, and
enable the construction of emergency
low-income housing developments. If
we are to end homelessness, the busi-
ness sector needs to be a partner.

Crisis standards are critical to mitigat-
ing emergencies like the coronavirus
pandemic. The urgency of this moment
should not obscure the fact that home-
lessness has been a smoldering epi-
demic for years; the pandemic has
merely exposed its enormity and soci-
ety’s inaction. Nevertheless, the pan-
demic has also demonstrated our col-
lective ability to innovate. A nation that
can produce multiple vaccines against a
novel virus in less than a year can do
much more for PEH than provide a cou-
ple of nights in quarantine or a few
allowable encampments. This should be
the moment that we finally end home-
lessness inthe United States. Anation as
wealthy as ours just needs to apply the
same ingenuity, commitment, and inno-
vative spirit that we are using to combat
the coronavirus. 4JPH
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ranslating evidence, including evi-

dence from systematic reviews, into
policy and practice is a major challenge
for evidence producers.' Stakeholder
involvement in how reviews are priori-
tized, produced, and disseminated may
improve their relevance and translation
into policy and practice.?* Stakeholder
involvement is continuing to grow, with a
2018 scoping review identifying nearly
300 examples in the field of systematic
reviews.> However, many reported too
few details for replication, thus limiting
evidence to inform recommendations
for future practice.”

In Cochrane Reviews, as in other types
of health research, stakeholder involve-
ment has taken different forms and
involved a range of methods.®” Levels of

Merneretal.

involvement within and across reviews
can also vary, as categorized by the
ACTIVE (Authors and Consumers
Together Impacting on eVidencE)
framework.” According to ACTIVE,
involvement may fall on a continuum
(Table 1).

We share the stakeholder involvement
experiences of three Cochrane editorial
groups (Consumers and Communica-
tion, Effective Practice and Organization
of Care, and Public Health) that form part
of the Cochrane Public Health and
Health Systems Network.® The network
is responsible for wide-ranging evidence
syntheses published in the Cochrane
Library.

We present the lessons of our collec-
tive experiences from four major

research activities in systematic review
prioritization, production, and dissemi-
nation. In describing key elements of
stakeholderinvolvementin each project,
we have used the ACTIVE frameworkas a
transparent way of categorizing how
stakeholders were engaged (Table 1).

Thelessons from each case study help
to draw out potential facilitators and
barriers to stakeholder involvement in
futureresearch activities. Given the state
of knowledge and evidence in this field,
future measurement of the effect of
stakeholder involvement on the uptake
of systematic reviews into health policy
and practice should incorporate an
examination of barriers and facilitators
to involvement.

We include the following groups as
stakeholders: policymakers, health
decision-makers, health professionals,
consumers (meaning patients, care-
givers, their representatives, and the
public), guideline developers, and
research funders.

Stakeholder involvement is defined as
“any role or contribution of stakeholders
toward the development of a review
protocol, completion of any of the stages
of a systematic review, or dissemination
of the findings of a review."’246)

CASE STUDY 1

Case study 1 describes stakeholder
involvement in setting systematic review
priorities.

Description

In this project, the goal of Cochrane
Consumers and Communication was to
set priorities for future Cochrane
Reviews in the areas of health commu-
nication and participation.? The aim of
involving stakeholders was to ensure
that future end users of Cochrane
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I TABLE 1— case Study Examples Using the ACTIVE Continuum of Stakeholder Involvement

Level of Involvement

Description

Case Study Examples

Leading

Lead responsibility for conducting and completing the

Deciding on the scope of the project (case study 1)

review; initiating the review

Coauthoring the protocol (case study 2)

Controlling Making decisions for 1 or more aspects of the review | Deciding on the study design (case study 2)
process Deciding which interventions would be included (case
study 3)
Deciding whether individual studies are included in a
review (case study 2)
Influencing Providing information or input that directly influences | Participating in a workshop to prioritize review topics

the review process but without direct control over

(case study 1)

decisions

Providing views about aspects of the PICO question
(case study 3)

Providing feedback on a template for an evidence
summary for policymakers (case study 4)

Contributing

Providing views or information that may indirectly
influence the review process (e.g., participants in a
survey or focus group)

Contributing views to an online survey (case study 1)

Receiving

Receiving the results of a review or other information
about a review

Receiving review information in a tailored form (case
study 4)

Note. ACTIVE = Authors and Consumers Together Impacting on eVidenck; PICO is a mnemonic for Population/Patient/Problem, Intervention, Comparison,

Outcome.

Source. Pollock et al.”

Reviews had the evidence they needed
for decision-making. Reflecting this aim,
and to ensure best practice in stake-
holder involvement, we worked in part-
nership with stakeholders throughout
the project.

This project consisted of four stages.
First, we recruited an 11-member steer-
ing group to oversee the project via our
extensive consumer, health service, and
policymaker networks. The steering
group provided a leading level of input
because they were responsible for mak-
ing key decisions related to the methods
and execution of the review. For exam-
ple, they determined how broad the
range of topics should be that were
included in the priority-setting exercise.

In the second stage, we identified the
research priorities of consumers and
other stakeholders through an interna-
tional online survey. We invited partici-
pation from anyone interested in health
care communication and participation.’

The survey yielded 157 responses and
comprised a combination of consumers'
(30%), health professionals’ (50%), and
others' (20%) views. The stakeholders
who participated in the survey provided
a contributing level of input because
they shared their views or opinions rel-
evant to the topic but were not involved
in how their input would shape the final
priorities.

In the third stage, we held a face-to-
face workshop for stakeholders to fur-
ther prioritize and convert the topics
identified in the survey into systematic
review questions.'® The 28 workshop
participants engaged in group discus-
sions, a voting round, and then small
group work to explore the top 12
research priorities in depth. They pro-
vided an influencing level of input
because their participation directly
shaped the final research priorities.

Finally, the researchers mapped pri-
oritized questions against existing

Cochrane Consumers and Communica-
tion Cochrane Reviews and editorial cri-
teria (i.e., feasibility) to shortlist five pri-
ority questions for future reviews of key
importance to a wide range of end
users.'®

Key Lessons

As this project involved consumers and
other stakeholder groups, we learned
that skills and techniques to proactively
lessen power differences between
stakeholder groups were required. In
the workshop, for example, we ensured
that consumerswould constitute atleast
half of the participants. We also hired an
independent workshop facilitator who
was skilled in actively seeking consum-
ers' opinions. Previous research sup-
ports the use of these strategies to
reduce power differences."”

Financial support was also vital to this
project. Through the funding body and
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small grants, we were able to employ two
part-time researchers, pay workshop
costs (i.e., food, participant payment,
facilitator payment), and produce a pro-
fessional report in partnership with our
stakeholders.

CASE STUDY 2

Case study 2 describes stakeholder
involverment in a qualitative evidence
synthesis.

Description

Commencing in 2018, the Cochrane
Consumers and Communication group
has been working with a stakeholder
advisory panel to undertake a qualitative
evidence synthesis (QES) on one of the
priority questions identified in case
study 1."? The scope of the synthesis is
to identify the evidence to support best
practices for partnerships between
health providers and consumers at the
governance level to improve person-
centered health services.

Before the commencement of the
project, we undertook Cochrane's online
training modules about involving stake-
holders in reviews.' These modules
provided us with ideas about how to
involve stakeholders at different stages
of the review, including topic selection,
protocol development, developing the
search, and data collection and analysis.

We recruited an 18-member stake-
holder panel to provide guidance
throughout the review. We recruited
consumer, health provider, and policy-
maker stakeholders through the
researchers’ professional networks and
through the mailing list of an Australian
national health organization. Panel
members reflected key end users of the
review. We have used various modes of
involverment throughout the project so

Merneretal.

far, including teleconferences and face-
to-face meetings.

The stakeholder panel has predomi-
nantly been involved at a controlling
level in this project by making decisions
about aspects of the review process. For
example, the panel voted on the type of
review that should be conducted: an
effectiveness review or a QES. The
majority voted for a QES, and hence this
was commenced.'?

When the protocol was under devel-
opment, we sought the stakeholder
panel's advice via in-depth discussion
during teleconferences to ensure that
the protocol draft was addressing the
right questions. Stakeholders critiqued
the protocol, for example, requesting
further justification for the exclusion of
certain types of articles. All stakeholder
panel members were invited to be
coauthors of the protocol. Many
accepted and thereby took lead
responsibility for the publication.

During the selection of studies for the
review, stakeholders were engaged in
controlling, rather than leading, roles.
This was because of the technical nature
of the task and limited time available for
both researchers and stakeholders to
select studies. During a face-to-face
meeting, we grouped the stakeholders
into teams with the researchers and
asked them to apply the selection crite-
ria to a range of qualitative studies. The
stakeholders thus had control over
decisions about whether a selection of
studies was included in the review, but
researchers retained overall responsi-
bility for the data collection phase.

Key Lessons

QES and an effectiveness review, the
researchers needed to be willing to
change direction and flexible enough to
be skilled in both review types. The fun-
ders also needed to be flexible in
accepting either a QES or an effective-
ness review as the final product.’

Undertaking training on working with
stakeholders facilitates stakeholder
involvement." For us, it was particularly
useful in the initial setup of the project
when outlining the different levels of
stakeholder involvement and different
methods for decision-making (e.g., vot-
ing). Once the project started though, we
ultimately determined methods of
involvement through negotiation with
the stakeholder panel, rather than leav-
ing them fixed. Listening to stakeholder
needs is key to engagement.'®

We also learned that we needed more
time than originally anticipated to
involve stakeholders in different tasks.
For example, after publication of the
protocol we realized that several of the
stakeholders were still unsure of the
process for conducting a Cochrane
Review. Involving stakeholders in study
selectionalso required the development
of a specialized training package before
our face-to-face meeting. Next time, we
would factorin more time and resources
to help stakeholders engage in different
review tasks.

CASE STUDY 3

Case study 3 describes stakeholder
involvement in Cochrane Reviews for a
suideline process.

Description

Consistent with previous research, we
found that flexibility was vital when ask-
ing stakeholders to make key decisions.
When stakeholders chose between a

In case study 3, researchers at Cochrane
Effective Practice and Organization of
Care worked with stakeholders and the
World Health Organization (WHO) to



prioritize questions for Cochrane
Reviews for a guideline process and to
scope those reviews. The guideline
aimed to develop recommendations on
digital interventions for health systems
strengthening.'”

We invited representatives of key
stakeholder groups and people with
relevant specialist knowledge and pro-
grammatic experience of digital health
programs in a range of settings to join
the guideline development group. This
group partnered with the WHO and
researchers to scope the guideline and
design the research. For example, the
WHO and the guideline development
group had control of the final decision
abouttheinterventions to be includedin
the guideline. The guideline develop-
ment group also influenced the design
of the Cochrane Reviews that would
inform the recommendations. They
provided their views about the design of
the PICO questions (PICO is a mnemonic
for Population/Patient/Problem, Inter-
vention, Comparison, Outcome), which
stakeholder groups’ views needed to be
captured in these syntheses, and which
comparison groups and outcome
measures were the most relevant.

The WHO also carried out surveys
across relevant global and regional net-
works to further prioritize the questions
and outcome measures and received
responses from more than 300 people
working with digital health and health
systems. We incorporated these views
into the final protocols. For instance, for
the guideline question on telemedicine
for communication between health care
providers, the stakeholders agreed that
the QES should focus on health care
providers' and managers’ perspectives
on acceptability and feasibility. However,
for guideline questions, such as targeted
messaging to service users via mobile
phone, the stakeholders found that

service user acceptability and feasibility
were equally important to consider.

Key Lessons

The WHO routinely incorporates stake-
holder feedback into their guideline
processes and makes stakeholder
involvement feasible through a number
of practical measures."® For instance,
expenses related to stakeholder feed-
back, such as the reimbursement of
stakeholders' travel expenses, were
incorporated into the guideline budget.
In addition, the different stages of
stakeholder feedback were incorpo-
rated into the guideline's timeline, help-
ing to ensure that the researchers had
sufficient time to properly consider this
feedback and incorporate it into the
development ofthe reviews. These types
of practical measures are key to facili-

tating stakeholder involvement.#614

CASE STUDY 4

Case study 4 describes supporting
stakeholders to use review findings.

Description

The final case study demonstrates an
approach to working with stakeholders
to broaden the access and use of
Cochrane Review evidence in public
health policy and practice.

Members of Cochrane Public Health
Europe (CPHE) developed a German
language summary format for Cochrane
Reviews in collaboration with public
health decision-makers. The format was
based on scientific literature and user
tested with public health decision-
makers in Austria, Germany, and Swit-
zerland. The decision-makers played an
influencing role in this project by pro-
viding feedback on the draft format,
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which the researchers incorporated into
the final summary format. Users wel-
comed the final summary format as a
useful and credible source of
information."®

Additionally, CPHE translated the plain
language summaries, abstracts, and
press releases of the most relevant,
recently published CPH reviews into
German. German was chosen because
CPHE currently consists of institutions in
Germany, Austria, and Switzerland, and
summaries in English were less accessi-
ble to the targeted stakeholders. CPHE
developed a tailored message about the
review and compiled stakeholder lists
for each country. Subsequently, CPHE
members sent personalized e-mails with
links to the translated review to stake-
holders via an automated mailing plat-
form. As the reviews being disseminated
had already been published, stakehold-
ers could not play an active role in
shaping the review process, thus they
were in receiving roles. However, pro-
viding them with tailored dissemination
information facilitated their decisions
about the applicability and implementa-
tion of the results in their own contexts.
This project is currently being evaluated
through monitoring stakeholders’
response rates as well as a stakeholder
survey about the usage and relevance of
the information provided. Revisions and
adaptations to the project will be imple-
mented based on the results of the
evaluation.

Key Lessons

Although summarizing, translating, and
tailoring dissemination messages for
individual reviews is time consuming,
CPHE found that these forms of targeted
dissemination contribute to reaching
new audiences beyond the research
community (e.g., federal and national
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ministries beyond the health sector,
nongovernment organizations, and pri-
vate companies). This is consistent with
previous research demonstrating that
stakeholders’ access to Cochrane
Review findings is facilitated by providing
a brief summary of findings, without jar-
gon, translated into their preferred
language.'®

IMPACT OF STAKEHOLDER
INVOLVEMENT

Although various studies have proposed
instrumental impacts of stakeholder
involverment at the beginning of and
during the research process, few
empirical studies have tested these
impacts so far.?° The integration of sys-
tematic review results into policy and
practice is a complex, nonlinear pro-
cess.?? Consequently, it may be more
beneficial and enhance the relevance of
research to focus on understanding the
process of stakeholder involvement and
impact.?’ Our case studies suggest that
future assessments of stakeholder
involvement should include an analysis
of the attitudinal and practical factors
that facilitate or impede stakeholder
involvement in reviews, such as avail-
ability of time, researchers’ willingness to
be flexible, the commitment of the
funding body to stakeholder involve-
ment, and researchers’ skills and
knowledge.

Notably, there is evidence of instru-
mental impact for involving stakeholders
at the final, knowledge dissemination,
stage (as shown in case study 4). A
Cochrane Review of interventions to
improve the use of systematic reviews in
decision making found that targeted,
tailored messages based on systematic
reviews delivered to health care profes-
sionals may improve evidence-based
practice.?? This suggests that even when

Merneretal.

stakeholders are notinvolved in decision
making during the process of the review
itself, they can benefit from being
involved after its completion.

CONCLUSIONS

Stakeholder involvement in systematic
reviews has the potential to enhance
relevance and impact on policy and
practice. Cochrane case studies across
different facets of public health illustrate
that different methods, involving varying
levels of stakeholder input, can be used
to generate and support the use of rel-
evant evidence. Our case studies have
shown that factors such as time,
researcher flexibility, and researcher
skills and training can facilitate or hinder
stakeholder involvement. Evidence of
the effects of stakeholder involvement
are currently limited, and future studies
should include an evaluation of the
facilitators and barriers to the process of
stakeholder involvement. 4JPH
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raduate medical education (GME)
G funding comes from predomi-
nantly two public sources: Medicare and
Medicaid. In recent years, concerns have
been voiced as to whether these GME
payments to teaching hospitals and
other entities are sufficiently transparent
and publicly accountable. Most of these
concerns have been directed at the
financing and governance of Medicare
GME payments. In the past 10 years, two
major reports examined this issue.

The main premise of the first report, a
2014 study by the Institute of Medicine
(now the National Academy of Medicine),
is that Medicare GME payments, and
federal funding for GME more broadly,
lack a clear purpose. Medicare does not
produce enough physicians prepared to
practice in the most needed specialties
or geographic areas and has insufficient
oversight and infrastructure to measure
GME program outcomes and reward
performance. In terms of accountability,
the study found that the stewardship of

Henderson

the public’s investment in GME was crit-
ically absent. In particular, any data that
teaching hospitals are required toreport
to the federal government has limited
use for program oversight, workforce
analysis, or policy development; conse-
quently, the report concluded that most
questions about the effectiveness of the
Medicare GME program are
unanswerable.

The second report, a 2018 US General
Accounting Office investigation, exam-
ined GME spending and related over-
sight by Medicare and other federal
agencies, including what is known about
training program costs and what infor-
mation the federal government collects
that documents its investment in GME.
The General Accounting Office noted the
difficulty the federal government has in
identifying GME training costs and how
they relate to federal GME funding,
including Medicare. The investigation
found that because Medicare cost
report data are not typically used to

calculate GME payments, federal audi-
tors do not review such data, and there
are no federal reporting requirements
for how teaching programs use these
payments. Ultimately, the General
Accounting Office concluded that
because the information collected on
Medicare GME payments is often
incomplete, the federal government
lacks sufficient information to compre-
hensively evaluate their effectiveness.?

Concurrently, the transparency and
public accountability of Medicaid GME
payments have received little or no
scrutiny, in large part because aware-
ness and knowledge of these payments
among policymakers and others is lim-
ited. | present an overview of Medicaid
GME payments and policies, examine
some troubling issues regarding the
transparency and accountability of
these payments, and recommend some
federal and state policies to address
these issues.

PAYMENTS BY STATE
MEDICAID PROGRAMS

Since its inception in the mid-1960s,
Medicaid has been an important payor
of GME. In the past 20 years alone, state
Medicaid programs’ GME payments
have more than doubled.®* In 2018,
Medicaid GME payments totaled nearly
$5.6 billion—an amount second only to
Medicare, the country's largest GME
payor. More than half of thisamountwas
paid in the 10 states with the largest
number of medical residents, even
though Medicaid in two of these states
(CA, MA) did not pay for GME (Table 1).*
When Medicaid programs are asked
why they pay for GME, the most frequent
reasons given are to use Medicaid funds
to advance state policy goals and to help
train the next generation of physicians



who will serve Medicaid beneficiaries. In
particular, 32 states reported in 2015 that
they made Medicaid GME payments with
the expectation of producing more
physicians. Between 1998 and 2009, 10
states consistently stated that they linked
Medicaid GME payments to state physi-
cian workforce or related policy goals.”™"°
How Medicaid is administered and
financed provides two key incentives to
pay for GME. First, the federal Centers
for Medicare and Medicaid Services
(CMS) give state Medicaid programs sig-
nificant flexibility in designing and exe-
cuting their GME payments, including
which professions and which settings
and organizations are eligible to receive
support for health professions educa-
tion."" Anumber of states have used this
flexibility to institute innovative payment
approaches. In addition to teaching
hospitals, medical schools in three
states and resident training sites at

nonhospital patient care settings in two
states directly receive Medicaid GME
payments. Five states make enhanced
payments to individual teaching profes-
sionals employed by state university
hospitals for services associated with the
cost of instructing medical residents.
Along with physician residencies, pro-
grams that educate graduate nurses
and other health professions trainees in
13 states are eligible to receive Medicaid
GME payments.”

Second, states may receive federal
matching funds to help pay for GME
under Medicaid.*'*"31n 2018, 16 states
reported using contributions from local
governments to finance the nonfederal
share of their Medicaid supplemental
GME payments, which allowed them to
claim federal matching funds.*

Although not required to do so, 43
states in 2018 made GME payments to
teaching hospitals and other entities

OPINIONS, IDEAS, & PRACTICE

under their Medicaid program.®*'2

Of these, 41 states paid for GME under
their fee-for-service (FFS) program, and
28 states provided some level of sup-
port for GME under managed care.* In
2015, the proportion of Medicaid GME
payments made under managed care
exceeded the proportion of such pay-
ments made under FFS for the first time.
In 2018, 52% of all Medicaid GME
payments were made under managed
care (Table 1).

States distribute Medicaid GME funds
differently under FFS and managed care.
Under FFS, payments are made to
teaching hospitals and other eligible
providers through a direct add-on
adjustment to the institution’s base
payment rates and as a federally autho-
rized, lump-sum supplemental payment
to help offset any GME costs not reim-
bursed by the add-on adjustment to
base rates.*'* Under managed care,

TABLE 1— Graduate Medical Education (GME) Payments by State Medicaid Programs: United States,

1998-2018
Year®

2018 2015 2012 2009 2005 2002 1998
No. of states and DC paying for GME 43 43 43 42 48 48 46
Total GME payments, $ billions® 5.58 4.26 3.87 3.78 3.18 2.70 2.41
% of total GME payments made under FFS and MC, FFS/MC® 48/52 39/61 59/41 63/37 75/25 DNC DNC
% of total GME payments in the 10 states and DC with the largest number 55 57 62 60 62 69 DNC

of medical residents®

Note. DNC = data not collected; FFS = fee for service; MC = managed care.

Source. Henderson.*"'°

2All surveys included DC; the 1998 survey also included Puerto Rico. Surveys conducted in 1998, 2002, 2005, 2012, 2015, and 2018 received a 100% response
rate. All but one state (AL) responded to the 2009 survey.

The total amount of Medicaid GME payments by states to teaching programs included funds from federal and state sources and payments made under FFS
and managed care. Payments included state-reported and any consultant-estimated amounts. (For 2018, there were no consultant-estimated amounts.)
Total payment amounts do not reflect the precise total of individual state amounts because of rounding.

For the survey years shown, the following states reported a total GME payment amount but provided no specific breakdown of amounts paid under FFS or
managed care for all or some as noted of their GME payments. GME payment amounts from these states were notincluded in the calculation of the reported
FFS/MC percentages as follows: 2018: GA (some), IL (some), MD, TX (some); 2015: AZ, FL, GA (some), MD, MS (some), OH, TX (some); 2012: AZ, CO, HI, MD, OH;
2009: AZ, CO, HI, IN (some), MD, NJ (some), OH, OR (some); 2005: AZ, CO, FL, IN (some), KS, MD, MA (some), Ml, NJ (some), OH, OR (some), Rl (some), VA, WA
(some).

9The 10 states with the largest number of medical residents varies slightly by survey year, and not all of these states paid for GME under Medicaid in each
year. States not making Medicaid GME payments for the years noted include the following: CAin 2012, 2015, 2018; IL in 2002, 2005, 2009, 2012; MA in 2009,
2012, 2015, 2018; and TX in 2005, 2009, 2012.
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states make GME payments directly to
teaching programs or indirectly as part
of the capitation rates paid to risk-based
managed care organizations.”'> Man-
aged care organizations are not bound
to distribute GME payments to teaching
hospitals unless required by their state
Medicaid program. Six of the 13 states
that included GME payments in their
managed care organization rates in
2018 required managed care organiza-
tions to pass these payments on to
teaching hospitals; the remaining states
assumed that managed care organiza-
tions distributed these payments to
hospitals.# Figure A (available as a sup-
plement to the online version of this
article at http://www.ajph.org) illustrates
how Medicaid GME payments are
financed and distributed.

CONCERNS
AND REMEDIES

Despite the notable growth in Medicaid
GME payments and the adoption of
innovative GME payment approaches by
several states over the past 20 years, the
federal government, states, and teach-
ing hospitals now face questions (similar
to those directed at Medicare) about the
lack of information and accountability,
both financial and social, concerning
these GME payments.

Incomplete Information

Publicly available information on Medicaid
GME payments is often deficient or non-
existent. Medicaid GME payment data
collected by CMS is generally acknowl-
edged to be lacking, as (1) not all states
provide the requested information, (2)
states do not separately report GME pay-
ments included in FFS hospital base rates
(supplemental GME payments are com-
monly reported), and (3) state GME

Henderson

payments made under managed care
typically are not reported. 213

Moreover, in some states, policymaker
and researcher efforts to obtain and
evaluate information on GME payments is
problematic. For example, the amount of
Medicaid GME payments is difficult to
quantify precisely in a few states.* Also,
most states lack adequate data on the
physician workforce implications associ-
ated with their Medicaid GME payments
(e.g, number and specialty of residents
supported, proportion of these residents
who go on to serve Medicaid beneficiaries
when they enter independent
practice)."1

To remedy this data inadequacy, CMS
should institute stricter requirements for
state Medicaid programs to collect and
submit complete and accurate data on
GME supplemental payments currently
requested as well as GME payments
included in FFS hospital base rates and
made under managed care. In addition,
CMS should require states to collect phy-
sician workforce data important to policy-
makers on their Medicaid GME payments.

Insufficient Financial
Accountability

Although Medicaid programs employ a
formulaic approach to pay teaching
programs for GME,” the means by which
hospitals distribute these public funds
lacks transparency and is not widely
understood by states and affiliated resi-
dency programs. In most states, Medic-
aid GME payments go directly to teach-
ing hospitals and not to the residencies
they sponsor.* For many residency pro-
grams, this policy obstructs their knowl-
edge of the amount and flow of these
payments or whether they even receive
such payments."” Typically, hospitals
distribute GME payments through a
general revenue fund with no restriction

that these payments must support only
GME. Consequently, this imprecise
method of cost accounting makes the
benefits to GME of these payments
challenging to quantify."”'® Also, there
are questions about whether the single
amount that most Medicaid programs
pay hospitals for resident training accu-
rately reflects the hospital's GME costs
when the cost of training is thought to
differ by a resident’s specialty, year of
training, site of training, program size,
and other factors.*'""?1n 2018, only
one state Medicaid program reported
using a payment method that recog-
nizes one or more of these factors.*
Teaching programs also have little
incentive to keep detailed records of GME
revenues and expenses because state and
CMS Medicaid payment regulations do not
require them to collect and report this
information. In 2018, just 14 states
required teaching programs to routinely
report their allowable direct GME costs;
but 21 states noted that they use other
sources to obtain this information. In
addition, only 14 states said that they rou-
tinely audit their GME payments to teach-
ing programs.* Even when these GME
costs and audit findings are reported to
CMS, the federal government is not
required to use the information for over-
sight or evaluation except in limited cases.?
To improve financial accountability,
federal and state regulations should
mandate that state Medicaid programs
routinely collect detailed records of GME
revenues and expenses from teaching
hospitals and other entities receiving
their GME payments. Moreover, states
should be required to regularly audit
teaching hospitals to identify or verify
the Medicaid GME payments hospitals
pass on to residency programs and the
number of residents these payments
support. In addition, CMS should be
compelled to use these audits for
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wide-ranging oversight and evaluation.
Finally, Medicaid programs should
employ a GME payment methodology
that recognizes documented cost dif-
ferences among residencies based on
specialty and other variables.

Lack of Social Accountability

Despite Medicaid programs’ reported
intentions of having GME payments help
address their state’s health workforce
needs, there is no known evidence that
such expectations have made any dif-
ference. Evidence is lacking because
most Medicaid programs do little or
nothing to actually track and report the
societal value of the public's investment
in GME, in part because their state
legislatures and CMS do not obligate
them to do so. In 2018, just three Med-
icaid programs stated that they docu-
mentand report theimpact of their GME
payments on the state's health care
workforce as their state requires. In
addition, CMS does not require states or
teaching programs to report any infor-
mation about the number and charac-
teristics of physician residents that
Medicaid GME payments support.?

Nevertheless, most Medicaid pro-
grams are unable to document the
impact of their GME payments princi-
pally because they have not defined
clear and explicit goals associated with
these payments and the specific, mea-
surable outcomes taxpayers can expect
from the payments.* The lack of such
goals and performance measures, cou-
pled with a dearth of supporting data,
limits efforts by state and federal policy-
makers to determine whether Medicaid
GME payments have made a social dif-
ference and what initiatives are needed
to enhance the outcomes of these

payments.>'©

To make Medicaid GME payments
more socially accountable, CMS should
require states to define explicit work-
force goals and performance measures
pertaining to their payments and rou-
tinely collect supporting data useful to
state and federal policymakers for eval-
uating the effects of these payments on
the state's physician workforce supply
and distribution. 4JpPH
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ver the past decade, the United
o States has made substantial pro-
gress in advancing the rights of sexual
and gender minority (SGM) people. In
2015, the Supreme Court of the United
States (SCOTUS) decision in Obergefell v.
Hodges provided same-sex couples the
fundamental right to marry across the
United States." In 2020, the landmark
Bostock v. Clayton County decision
extended the interpretation of “on the
basis of sex” under title VIl of the 1964
Civil Rights Act to prohibit workplace dis-
crimination on the basis of sexual ori-
entation and gender identity.” This
sweeping decision sets the precedent
that other sex-based antidiscrimination
laws should be interpreted to include
SGM people. However, explicit and
broad protections based on sexual ori-
entation and gender identity are not
common features of federal laws, and
existing SGM protections remain tenu-
ous, as they rely on judicial interpreta-
tion. With recent shifts in the composi-
tion of SCOTUS, there is the increasing
possibility that the hard-earned protec-
tions for SGM people in the United
States will be reversed through recently
argued and upcoming cases. Based on

Liuetal.

the available empirical evidence, we are
concerned about the possible physical
and mental health sequelae.

A 2017 Gallup survey found that 4.5%
of the US population identify as SGM.
Decades of research have revealed that
SGM people have higher rates of dis-
ability, cardiovascular disease, obesity,
substance use, and poor mental health
than do their non-SGM counterparts.?
For example, a recent national analysis
reported that 40%, 35%, and 25% of
sexual minority adolescents were seri-
ously considering, planning, or attempt-
ing suicide, respectively.* The corre-
sponding rates among heterosexual
adolescents were substantially lower at
15%, 12%, and 6%, respectively. These
issues were underscored when the
National Institutes of Health designated
SGM people as a health disparity popu-
lation in 2016.°

Health disparities among SGM people
are thought to result from stressors
related to sexual orientation and gender
identity that occur along a continuum
from distal to proximal.® Distal stressors
involve structural forces and external
events, such as family rejection, peer
violence, and housing discrimination.

One key distal stressor involves legal
decisions that imply marginalization or
lack of acceptance of SGM people.?
Proximal stressors involve internal pro-
cesses, such as expectations of preju-
dice and internalized stigma, that impair
functioning and reduce the capacity of
SGM people to participate fully in soci-
ety.” Collectively, proximal and distal
stressors erode the physical and mental
health of SGM people, highlighting the
urgent need for policies to protect their
health.® Such policies include those that
directly affect health and those that
shape institutions and cultural attitudes
that ultimately determine health.

DENIAL OF SERVICES

SCOTUS recently heard oral arguments
in Fulton v. Philadelphia (docket no. 19-
123)—a case deciding whether Phila-
delphia, Pennsylvania, can enforce non-
discrimination policies when contracting
with faith-based, public-funded organi-
zations that deny services on account of
religious beliefs. The plaintiffs denied
adoption screening services to same-
sex couples, highlighting the ongoing
tensions between SGM civil rights and
religious liberties. Fulton v. Philadelphia
implicates the future of Employment
Division v. Smith, a case that stated that
government actions do not violate the
First Amendment if they are neutral and
generally applicable.” There is concern
that the conservative majority on SCO-
TUS will vote to narrow the precedent
set by Employment Division v. Smith and
expand religious exemptions, thereby
permitting discrimination against vul-
nerable populations, including SGM
people. Discrimination in the form of
service denial related to marriage,
adoption, and public facility use has
been previously shown to be detrimen-
tal to SGM health.? A difference-in-



difference-in-differences analysis found
a 46% increase in sexual minority adults
experiencing mental distress in states
that permitted service denial to same-
sex couples ®

AFFORDABLE CARE ACT

The 2017 Tax Cuts and Jobs Act (Pub L No.
115-97) eliminated the tax penalty
associated with the individual mandate
of the Affordable Care Act (ACA), which
requires individuals to have adequate
health insurance. SCOTUS will soon
decide in California v. Texas (docket 19-
840) whether the individual mandate in
the absence of a tax penalty is constitu-
tional and, if not, whether the remainder
of the ACA can be severed from the
individual mandate and survive. Dis-
mantling the full ACA could substantially
reduce health care access for SGM
people: 34% of SGM people with
incomes less than 400% of the federal
poverty line were uninsured in 20133
This number dropped to 22% in 2017
after coverage expansion through the
ACA.

Of particular concern is the potential
loss of the nondiscrimination provision
(section 1557) of the ACA. SGM people
face considerable barriers to accessing
health care because of widespread dis-
crimination in health care settings. For
gender minority people, this manifests
as lack of coverage for gender-affirming
care, verbal and physical harassment in
health care settings, and denial of care
from providers.? A2015 survey of 27 715
transgender Americans found that 23%
of respondents elected not to seek
needed health care for fear of being
mistreated on the basis of their gender
identity.”

Section 1557 of the ACA prohibits
discrimination on the basis of sex in
health care facilities and programs

that receive federal funding.’® The
Obama-Biden presidential adminis-
tration issued a rule in 2016 clarifying
that this includes protections for SGM
people. The 2016 rule also prohibits
insurers from excluding coverage for
transgender-specific care, including
gender-affirming surgery, hormone
therapy, and mental health counsel-
ing. Similar nondiscrimination policies
in private insurance plans have been
associated with reductions in suici-
dality among gender minority peo-
ple.”’ In 2020, the Trump-Pence
presidential administration issued a
new rule narrowing the interpretation
of section 1557 and removed virtually
all protections for SGM people.'® Both
the 2016 and 2020 rules are currently
being litigated. Of note, the recent
Bostock v. Clayton County decision
casts doubt on the viability of the
2020 rule.

In summary, SGM health and health
care access would suffer greatly if the full
ACA were to be dismantled. Fortunately,
the Department of Justice recently
changed its position under the
Biden-Harris presidential administra-
tion, urging SCOTUS to preserve the
ACA.

CONVERSION THERAPY

Recently, in Otto v. City of Boca Raton,
the 11th Circuit Court of Appeals struck
down two Florida bans on conversion
therapy—practices that attempt to
change sexual orientation, gender
identity, or gender expression.’? Chal-
lenges to such bans are based on
claims that the content and viewpoint
of conversion therapy are protected by
the First Amendment. Allmajor medical
organizations have labeled conversion
therapy as ineffective, unethical, and
dangerous.? Given that this decision
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created a circuit split (the 3rd and 9th
circuits have ruled that conversion
therapy bans are constitutional), a case
will likely be brought to SCOTUS. A
decision to strike down conversion
therapy bans would expose SGM peo-
ple to dangerous practices known to
negatively affect health.? It would also
contribute to beliefs that SGM identi-
ties can and should be changed,
amplifying stigma experienced by SGM
people.”

MARRIAGE EQUALITY

There are fears among legal experts and
SGM advocates that the new strong con-
servative majority on SCOTUS places
marriage equality at risk, given that Ober-
gefell v. Hodges was originally decided in a
five to four vote by a less conservative
court.’ The legalization of same-sex
marriage confers substantial health ben-
efits on sexual minority people. In a natu-
ral experiment, researchers found that
sexual minority men experienced signifi-
cant reductions in medical care visits,
mental health care visits, and mental
health care costs after same-sex marriage
laws were enacted in Massachusetts in
2003." These findings were consistent for
both partnered and nonpartnered men,
suggesting that health benefits may be
attributed in part to the broader cultural
impacts of the legislation. This hypothesis
was further supported by impacts on
adolescent mental health. A difference-in-
differences analysis found that marriage
equality was associated with a 7% reduc-
tion in suicide attempts among high
school students in states that had not
previously legalized same-sex marriage."
These findings are sobering but not sur-
prising. Laws that affirm fundamental civil
rights reduce the tremendous burden of
day-to-day stigma experienced by sexual
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minority youths and provide them with
reasons to be hopeful for the future.

Historical evidence also reveals that
men and women in same-sex relation-
ships had lower rates of health insur-
ance coverage than did their hetero-
sexual counterparts before marriage
equality.® Marriage equality allows sex-
ual minority people to obtain health
insurance coverage through the
employer of a spouse, further combat-
ing health disparities among this
population.

CONCLUSIONS

Permitting service denial, repealing the
ACA, legalizing conversion therapy, or
overturning marriage equality would have

; devastating consequences for the health
; of SGM people. Itis our hope that SCOTUS
i will consider the health consequences of
g upcoming decisions. Even then, protec-
2 tions for SGM people rely too heavily on
; the courts and state-level and local-level

stopgaps. The Biden-Harris administra-
tion and Congress must prioritize legisla-
tion, such as the Equality Act, that provides
explicit protections for SGM people.
Homophobia and transphobia are public
health problems. How one identifies or
who one loves should not determine
whether a person is able to maintain good
health and access health care. 4JPH

CORRESPONDENCE

Correspondence should be sent to Kenneth H.
Mayer, MD, The Fenway Institute, Fenway Health,
Ansin Building, 1340 Boylston St, Boston, MA
02215 (e-mail: kmayer@fenwayhealth.org).
Reprints can be ordered at http://www.ajph.org by
clicking the “Reprints” link.

PUBLICATION INFORMATION

Full Citation: Liu M, Turban JL, Mayer KH. The US
Supreme Court and the future of sexual and gen-
der minority health. Am J Public Health.
2021;111(7):1220-1222.

Acceptance Date: March 19, 2021.
DOI: https://doi.org/10.2105/AJPH.2021.306302

1222 cditorial Livetal

CONTRIBUTORS

M. Liu created the initial concept for the editorial and
led the writing. J. L. Turban and K.H. Mayer contrib-
uted to the writing and provided critical revision of
the editorial for important intellectual content.

ACKNOWLEDGMENTS

The authors acknowledge the plaintiffs and sexual
and gender minority (SGM) leaders who continue
to tirelessly advocate and fight for the rights of
SGM people across the world.

CONFLICTS OF INTEREST

The authors have no conflicts of interest to declare.

REFERENCES

1. Obergefell v. Hodges, 576 US 644 (June 26, 2015).

2. Bostock v. Clayton County, 590 US ___ (June 15,
2020).

3. National Academies of Sciences, Engineering, and
Medicine. Understanding the Well-Being of LGBTQI+
Populations. Washington, DC: National Academies
Press; 2020. https://doi.org/10.17226/25877

4. Caputi TL, Smith D, Ayers JW. Suicide risk behav-
jors among sexual minority adolescents in the
United States, 2015. JAMA. 2017,318(23):2349-
2351, https://doi.org/10.1001/jama.2017.16908

5. Meyer IH. Prejudice, social stress, and mental
health in lesbian, gay, and bisexual populations:
conceptual issues and research evidence. Psychol
Bull. 2003;129(5):674-697. https://doi.org/10.
1037/0033-2909.129.5.674

6. Hatzenbuehler ML. How does sexual minority
stigma “get under the skin"? A psychological
mediation framework. Psychol Bull. 2009;135(5):
707-730. https://doi.org/10.1037/a0016441

7. Employment Division v. Smith, 494 US 872 (1990).

8. Raifman J, Moscoe E, Austin SB, Hatzenbuehler
ML, Galea S. Association of state laws permitting
denial of services to same-sex couples with men-
tal distress in sexual minority adults: a difference-
in-difference-in-differences analysis. JAMA Psychi-
atry. 2018;75(7):671-677. https://doi.org/10.1001/
jamapsychiatry.2018.0757

9. James SE, Herman JL, Rankin S, Keisling M, Mottet
Li, Anafi M. The Report of the 2015 US Transgender
Survey. Washington, DC: National Center for
Transgender Equality; 2016.

10. Musumeci MB, Kates J, Dawson L, Salganicoff A,
Sobel L, Artiga S. The Trump administration’s final
rule on section 1557 non-discrimination regula-
tions under the ACA and current status. Septem-
ber 18, 2020. Available at: https://www.kff.org/
racial-equity-and-health-policy/issue-brief/the-
trump-administrations-final-rule-on-section-
1557-non-discrimination-regulations-under-the-
aca-and-current-status. Accessed April 12, 2021.

11. McDowell A, Raifman J, Progovac AM, Rose S.
Association of nondiscrimination policies with
mental health among gender minority individuals.
JAMA Psychiatry. 2020;77(9):952-958. https://doi.
org/10.1001/jamapsychiatry.2020.0770

12. Otto v. City of Boca Raton, 11th Cir, No. 19-10604
(2020).

13. Holbrook T. Same-sex marriage at risk as Supreme
Court gets more conservative. CNN. October 6,

2020. Available at: https://www.cnn.com/2020/10/
06/opinions/thomas-alito-obergefell-marriage-
equality-at-risk-holbrook/index.html. Accessed
March 15, 2021.

. Hatzenbuehler ML, O'Cleirigh C, Grasso C, Mayer

K, Safren S, Bradford J. Effect of same-sex marriage
laws on health care use and expenditures in sex-
ual minority men: a quasi-natural experiment. Am J
Public Health. 2012;102(2):285-291. https://doi.
0rg/10.2105/AJPH.2011.300382

. Raifman J, Moscoe E, Austin SB, McConnell M.

Difference-in-differences analysis of the associa-
tion between state same-sex marriage policies
and adolescent suicide attempts. JAMA Pediatr.
2017;171(4):350-356. https://doi.org/10.1001/
jamapediatrics.2016.4529

Subscribe to the
AJPH Podcast
—in three different
languages!

)

Listen to AJPH's monthly podcasts
highlighting specific public health
issues from the AJPH Web site,
iTunes, Google Play, and on your
phone podcast app. They are
hosted by AJPH's Editor-in-Chief
Alfredo Morabia in English and
Spanish, and Associate Editor
Stella Yu in Chinese.

AJPH



http://www.ajph.org
https://doi.org/10.2105/AJPH.2021.306302
https://doi.org/10.17226/25877
https://doi.org/10.1001/jama.2017.16908
https://doi.org/10.1037/0033-2909.129.5.674
https://doi.org/10.1037/0033-2909.129.5.674
https://doi.org/10.1037/a0016441
https://doi.org/10.1001/jamapsychiatry.2018.0757
https://doi.org/10.1001/jamapsychiatry.2018.0757
https://www.kff.org/racial-equity-and-health-policy/issue-brief/the-trump-administrations-final-rule-on-section-1557-non-discrimination-regulations-under-the-aca-and-current-status
https://www.kff.org/racial-equity-and-health-policy/issue-brief/the-trump-administrations-final-rule-on-section-1557-non-discrimination-regulations-under-the-aca-and-current-status
https://www.kff.org/racial-equity-and-health-policy/issue-brief/the-trump-administrations-final-rule-on-section-1557-non-discrimination-regulations-under-the-aca-and-current-status
https://www.kff.org/racial-equity-and-health-policy/issue-brief/the-trump-administrations-final-rule-on-section-1557-non-discrimination-regulations-under-the-aca-and-current-status
https://www.kff.org/racial-equity-and-health-policy/issue-brief/the-trump-administrations-final-rule-on-section-1557-non-discrimination-regulations-under-the-aca-and-current-status
https://doi.org/10.1001/jamapsychiatry.2020.0770
https://doi.org/10.1001/jamapsychiatry.2020.0770
https://www.cnn.com/2020/10/06/opinions/thomas-alito-obergefell-marriage-equality-at-risk-holbrook/index.html
https://www.cnn.com/2020/10/06/opinions/thomas-alito-obergefell-marriage-equality-at-risk-holbrook/index.html
https://www.cnn.com/2020/10/06/opinions/thomas-alito-obergefell-marriage-equality-at-risk-holbrook/index.html
https://doi.org/10.2105/AJPH.2011.300382
https://doi.org/10.2105/AJPH.2011.300382
https://doi.org/10.1001/jamapediatrics.2016.4529
https://doi.org/10.1001/jamapediatrics.2016.4529

Reproduced with permission of copyright owner. Further reproduction
prohibited without permission.



OPINIONS, IDEAS, & PRACTICE AIDI‘I

Vaccination of the Elderly in Assisted
Living by the Israeli Emergency
Medical Services

Eli Jaffe, PhD, Keren Dopelt, PhD, Nadav Davidovitch, MD, PhD, and Yuval Bitan, PhD

Emergency Medical Services (EMS) in Israel was called on to vaccinate the most vulnerable population—the

elderly in assisted living facilities and their caregivers. Two parameters led the operation: (1) maximum use

of the scarce COVID-19 vaccine, and (2) minimizing the time it took to reach this entire population. We

present the process of vaccinating 126 245 people in two weeks at 756 locations countrywide, focusing on
the planning and logistics of this operation. Resilience, flexible logistics, and dedicated personnel provided
an efficient public health operation. (Am J Public Health. 2021;111:1223-1226. https://doi.org/10.2105/

AJPH.2021.306318)

he objective of this program was
Tto vaccinate all the elderly people
in assisted living facilities for COVID-
19inthe shortestamount of time. This
operation was part of the Israeli Minis-
try of Health's effort to vaccinate all of
the population of Israel as soon as the
COVID-19 vaccine became available.

INTERVENTION

The limited number of vaccine vials and
the widespread community transmis-
sion of new COVID-19 cases in the
country necessitated a quick and effi-
cient operation. The unique character-
istic of this operation is that although
most of the population is able to travel
to health care facilities to receive the
vaccine, this most vulnerable popula-
tion is not mobile; thus, it would be
difficult to get them to a health care
facility.! The operation was compli-
cated by the factthatthevaccinelsrael
received (Pfizer-BioNTech, New York,
NY/Mainz, Germany) is very sensitive
and there are strict instructions

for its storage temperature and dis-
tribution process.?

Magen-David-Adom, the Israeli
national emergency medical services
(EMS)? operated as an ad hoc subcon-
tractor for the Ministry of Health. The
goal was toreach outto all assisted living
facilities across Israel to vaccinate all
residents and their caregivers within
three weeks, in time to start providing
the second portion of the vaccine.
Because the number of vaccine doses
that Israel received was limited, one of
the goals of this operation was to have
minimum waste of the vaccine, despite
the complexity of its storage (vaccine
vials that were defrosted had to be used
within five days, and vials prepared for
injection within six hours).

PLACE AND TIME

The operation took place in Israel, start-
ing on December 22, 2020, with a four-
day pilot run in eight facilities. The main
phase took place between December

27,2020, and January 6, 2021, when an

additional 748 assisted living facilities
were visited, and all residents and staff
were vaccinated.

PERSON

A total of 3138 EMS personnel partici-
pated in the operation. They had
received four hours of training in pre-
paring and administering the vaccine.
The first part of the training was a video
for an asynchronous study focussed on
the process and safety, and the second
part was a real-life simulation to practice
the procedure.

According to the medical directive, all
people who had not experienced ana-
phylaxis shock in the past and were 16
years old and older were eligible for the
vaccine. In total, 126 245 people were
vaccinated as part of this operation;

40 240 were residents of the assisted
living facilities, and 86 005 were assisted
living staff, close family members, and
some EMS personnel. Vaccinating the
EMS personnel was a planned buffer—
the “useit or lose it" characteristic of this
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vaccine dictated an effort to vaccinate
people who needed to be vaccinated,
such asfirst responders, using the entire
amount of the prepared vaccine before
it expired.

PURPOSE

Vaccinating the elderly in institutions is
of utmost importance.* On December
11,2020, the US Food and Drug Admin-
istration issued the first emergency use
authorization for a vaccine for the pre-
vention of COVID-19 in individuals 16
years old and older.” Israel was one of
the first countries to receive the Pfizer-
BioNTech COVID-19 vaccine, and prep-
arations for a multilayer operation that
would allow everyone in the country to
be vaccinated started a few weeks
before its arrival.

IMPLEMENTATION

In preparation for the operation, the
EMS purchased mobile refrigerators
and developed a dedicated cloud-based
information system that was synchro-
nized with the Ministry of Health data-
base using the national unique 1D
number. The system was installed on
dedicated mobile devices that could be
operated by all EMS personnel in the
field to identify people before they were
given the vaccine, verify their back-
ground medical history, record when
and where they received the vaccine,
and schedule their appointment for the
second portion.

A call to validate the expected number
of staff and residents that needed to be
vaccinated in each assisted living facility
was conducted three days ahead of the
operation date and led to detailed plan-
ning of the number of vials that were
needed. As the main objective was to
vaccinate everyone in the facility, a

1224 Notes From the Field Jaffeetal.

sufficient number of vials had to be
transferred in refrigerated trucks from
the pharmacy storage, where the vac-
cine was stored frozen, to the assisted
living facility about an hour before
beginning the vaccination process. The
extra hour was needed to bring the
vaccine to the temperature at which it
could be prepared and diluted. The EMS
instructed each facility on how to pre-
pare the location with a reception area
and several workstations to administer
the injections.

Vaccination was not mandatory, and
only people who wanted to take the
vaccine arrived at the location. The EMS
team arrived at the facility with refriger-
ators that kept the vaccine at two
degrees centigrade until it was diluted
for injection. An EMS paramedic was
responsible for diluting the vials
according to the pharmaceutical
instructions. This procedure was a key
part of the process, as it controlled the
rate and the number of vaccines that
could be used. The paramedic had to
coordinate the number of ready vials
between the medics who vaccinated the
residents. A careful measure of the
number of people and vials guaranteed
maximum use of the vaccine in the
diluted vials. The logistic process is
demonstrated in Figure 1.

EVALUATION

Israel is a country of approximately 9
million people who live on about 20 000
square kilometers. Amodern network of
roads allowed easy transport and sup-
ported quick distribution of the vaccine.
The high efficacy of the vaccine on the
entire populationwas reported in Dagan
et al.® The EMS operation recorded
three measurements: duration, vaccine
use, and resident satisfaction.

Duration

The vaccine was given at all 756 assis-
ted living facilities in Israel within two
weeks, at an average rate of 9000 peo-
ple every day.

Vaccine Use

The amount of vaccine in the vial was
designed for five doses, but by careful
measurement, it could be used for six
doses. In 90% of the facilities, the teams
were able to vaccinate five or six people
with each vial. Thus, on average, a vial
held enough for 5.42 doses. This
improved use saved 1953 vials (Figure 2).
The 10% of the facilities where fewer
doses were derived from each vial were
smaller, and the number of residents
was lower than expected; the team was
unable to use the vaccine leftovers. The
use of low dead space syringes for the
second portion is expected to improve
vaccine use in the vials.

Resident Satisfaction

The 258 questionnaires that were col-
lected from the residents a few days
after the vaccination reveal that 96%
were very thankful and pleased with the
process. Although the EMS teams did
not sense any vaccine hesitancy, 83% of
the residents mentioned the important
part the EMS personnel played in pro-
viding information about the vaccine
and its side effects.

ADVERSE EFFECTS

To perform this operation, the EMS used
mainly volunteers and unemployed

people who are qualified medics and did
not have to rely on its permanent work-
force. Therefore, this operation did not
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I FIGURE 1— The Process of Vaccinating in Assisted Living Facilities: Israel, December 22, 2020-January 6, 2021

Note. EMS = Emergency Medical Services.

affect the response time for emergency
calls by the EMS.

The pilot at the beginning of the opera-
tion highlighted some complications in
flow in the facilities and showed how long it
would take to register and administer the
vaccine. Based on this information, the
EMS added staff to usher and guide peo-
ple in line before vaccination, observed
vaccinated people for 15 minutes after the

6.0 -
5.5 4
5.0 4
4.5
40 -

3.5 1

Number of Doses per Vial

3.0q ¢ .

2.5

2.0

vaccination, and separated the process of
identifying and registering the people from
the injection action.

SUSTAINABILITY

The vaccine is administered in two por-
tions, three weeks apart. The second
round is planned to operate in a similar
way, demonstrating the success of the
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FIGURE 2— The Number of Doses Extracted From Each Vial Relative to the
Number of Residents in the Facility: Israel, December 22, 2020-January 6, 2021

process in both satisfaction and opera-
tional aspects.

PUBLIC HEALTH
SIGNIFICANCE

This operation is a unique example that
demonstrates how an EMS organization
can contribute to the national effort in
vaccinating at-risk populations, using its
resilience and abilities to provide quality
care to patients away from health care
facilities. The EMS's infrastructure and
logistics provide good coverage around
the country, its staff is trained to execute
health care procedures at varied sites,
and it is flexible and easy to respond to
changing requirements. All of these fea-
tures make the EMS a good candidate to
perform public health operations that
need a fast and professional response
on the national level. 4JpH

ABOUT THE AUTHORS

Eli Jaffe is with Magen-David-Adom (Israel National
Emergency Medical Services), Tel-Aviv, Israel. Keren
Dopelt, Nadav Davidovitch, and Yuval Bitan are with
the Department of Health Systems Management,
Ben-Gurion University of the Negev, Be'er Sheva,
Israel. Keren Dopelt is also with the Department of
Public Health, Ashkelon Academic College, Ashke-
lon, Israel.

Notes From the Field joffectal.

Hdlv

£ ON 'LLL |OA ‘L20Z AInf

1225



OPINIONS, IDEAS, & PRACTICE

CORRESPONDENCE

Correspondence should be sent to Yuval Bitan, ’ .

PhD, Ben-Gurion University of the Negev, 1 Ben- You Can t M Iss a
Gurion Blvd, Be’er Sheva 84105, Israel (e-mail: o - ’
yuval@bitan.net). Reprints can be ordered at Thlng If Y uve GOt

http://www.ajph.org by clicking the “Reprints” link. the AJPH RSS Feed

PUBLICATION INFORMATION

Full Citation: Jaffe E, Dopelt K, Davidovitch N, Bitan
Y. Vaccination of the elderly in assisted living by the

Israeli Emergency Medical Services. Am J Public ik . American Public Health Association: AJPH
Health. 2021;111(7):1223-1226. To stay informed with your
Acceptance Date: April 2, 2021. personalized AJPH content,
DOI: https://doi.org/10.2105/AJPH.2021.306318 subscribe to our RSS feed at
www.ajph.org. Choose
CONTRIBUTORS i
E. Jaffe conceptualized the article and collected the the HTML format to get
data. K. Dopelt assisted with the data analyses. N. the subheadings.

Davidovitch supervised the study. Y. Bitan led the
writing and completed the analyses.

CONFLICTS OF INTEREST

The authors have no conflicts of interest to report.

~ HUMAN PARTICIPANT A DI I
2 PROTECTION R e
- The study was approved by the Magen-David-

S Adom research committee.

S

o

o

= REFERENCES

T 1. Centers for Disease Control and Prevention. Char-

% acterization of COVID-19 in assisted living facili-

ties—39 states, October 2020. MMWR Morb Mortal
Wkly Rep. 2020;69(46):1730-1735. https://doi.org/
10.15585/mmwr.mm6946a3

2. Centers for Disease Control and Prevention. Pfizer-
BioNTech COVID-19 vaccine. January 12, 2021.
Available at: https://www.cdc.gov/vaccines/covid-
19/info-by-product/pfizer/index.html. Accessed
April 27, 2021.

3. Ellis DY, Sorene E. Magen David Adom—the EMS in
Israel. Resuscitation. 2008;76(1):5-10. https://doi.
org/10.1016/j.resuscitation.2007.07.014

4. Persad G, Peek ME, Emanuel EJ. Fairly prioritizing
groups for access to COVID-19 vaccines. JAMA.
2020;324(16):1601-1602. https://doi.org/10.1001/
jama.2020.18513 [Erratum in Addition of inadver-
tently omitted financial disclosures. JAMA. 2020;
324(15):1572. https://doi.org/10.1001/jama.2020.
20089]

5. US Food and Drug Administration. Pfizer-BioNTech
COVID-19 vaccine. January 12, 2021. Available at
https://www.fda.gov/emergency-preparedness-
and-response/coronavirus-disease-2019-covid-19/
pfizer-biontech-covid-19-vaccine. Accessed April
27,2021.

6. Dagan N, Barda N, Kepten E, et al. BNT162b2 mRNA
COVID-19 vaccine in a nationwide mass vaccination
setting. N Engl | Med. 2021,384(15):1412-1423.
https://doi.org/10.1056/NEJM0a2101765

1226 nNotes From the Field Jaffeetal.


mailto:yuval@bitan.net
http://www.ajph.org
https://doi.org/10.2105/AJPH.2021.306318
https://doi.org/10.15585/mmwr.mm6946a3
https://doi.org/10.15585/mmwr.mm6946a3
https://www.cdc.gov/vaccines/covid-19/info-by-product/pfizer/index.html
https://www.cdc.gov/vaccines/covid-19/info-by-product/pfizer/index.html
https://doi.org/10.1016/j.resuscitation.2007.07.014
https://doi.org/10.1016/j.resuscitation.2007.07.014
https://doi.org/10.1001/jama.2020.18513
https://doi.org/10.1001/jama.2020.18513
https://doi.org/10.1001/jama.2020.20089
https://doi.org/10.1001/jama.2020.20089
https://www.fda.gov/emergency-preparedness-and-response/coronavirus-disease-2019-covid-19/pfizer-biontech-covid-19-vaccine
https://www.fda.gov/emergency-preparedness-and-response/coronavirus-disease-2019-covid-19/pfizer-biontech-covid-19-vaccine
https://www.fda.gov/emergency-preparedness-and-response/coronavirus-disease-2019-covid-19/pfizer-biontech-covid-19-vaccine
https://doi.org/10.1056/NEJMoa2101765

Reproduced with permission of copyright owner. Further reproduction
prohibited without permission.



OPINIONS, IDEAS, & PRACTICE AIDI‘I

Rapid Creation of a Multiagency

Alternate Care Site for COVID-19-
Positive Individuals Experiencing
Homelessness

Chen Y. Wang, MD, Melissa L. Palma, MD, MPH, Christine Haley, MSSA, Jeff Watts, MD, and Keiki Hinami, MD, MS

Cook County Health partnered with the Chicago Departments of Public Health and Family & Support

Services and several dozen community-based organizations to rapidly establish a temporary medical

respite shelter during the spring 2020 COVID-19 peak for individuals experiencing homelessness in

Chicago and Cook County, lllinois. This program provided low-barrier isolation housing to medically

complex adults until their safe return to congregate settings. We describe strategies used by the health

care agency, which is not a Health Resource and Services Administration Health Care for the Homeless
grantee, to provide medical services and care coordination. (Am J Public Health. 2021; 111(7):1227-1230.
doi: https://doi.org/10.2105/AJPH.2021.306286)

oronavirus disease 2019 (COVID-
C 19) poses unique risks to individu-
als experiencing homelessness.
Through collaboration among city,
health care, and community partners,
the Temporary Medical Respite Shelter
provided a medically monitored isola-
tion setting for people experiencing
homelessness to complete COVID-19
isolation in May 2020.

INTERVENTION

The Temporary Medical Respite Shelter
("the program”) was part of a citywide,
multiagency public health response to
the convergence of two crises: home-
lessness and COVID-19." Partly because
of COVID-19 and its aftermath, the total
homeless population of Chicago, lllinois
increased in 2020, including the number
of homeless individuals with physical
disabilities and substance use, while

racial disparities persisted.? Through a
rapidly created responsibility-sharing
framework, city agencies and Cook
County Health, the framework’s lead
health care organization, worked with a
consortium of community organizations
to establish a medically supported
alternate care site for COVID-
19-confirmed homeless individuals. The
program provided isolation housing for
homeless clients from shelters and
congregate settings that were unable to
provide in-house isolation. Program cli-
ents received care coordination serv-
ices, primary care, behavioral health,
and addiction medicine services in
addition to COVID-19 isolation.

PLACE AND TIME

The program operated out of a com-
munity fitness center in a geographically
underserved area of Chicago from May

1-30, 2020, during the first local peak of
the pandemic.?

PERSON

The clients were homeless adults with
confirmed COVID-19. They were referred
from emergency shelters undergoing
facility-wide screening or from hospitals
conducting testing in emergency depart-
ments or inpatient settings. Clients with
substance use disorder, stable mental
health disorder appropriate for outpatient
treatment, history of criminal justice
involvement, or requiring chronic hemodi-
alysis were not restricted from the
program. Our goal was to lower entry bar-
riers into our program relative to existing
COVID-19 isolation programs. The exclu-
sion criteria pertaining to medically unsta-
ble conditions and mental health crises
served to encourage conversation about
appropriate levels of care and to prevent
premature hospital discharges.
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BOX 1— Client Exclusion Criteria of the Temporary Medical
Respite Shelter, Chicago, IL, May 2020

Younger than 18 years
No laboratory-confirmed COVID-19

HWN =

Unable to perform activities of daily living
Temperature > 103 degrees Fahrenheit, oxygen saturation <92% on room air, respiratory

rate > 30 breaths per minute, or increased work of breathing

Glucose readings >300 mg/dL

Disorientation
Severe uncontrolled psychosis

0 Now

Uncontrolled or symptomatic hypertension

e Clients currently taking antipsychotic medications and clinically stable are not excluded

0

Current suicidal or homicidal ideation

10. Contact precautions for acute diarrheal illness, active extensively drug resistant organism
infection, Candida auris colonization, or infection

11. Current diagnosis of acute tuberculosis

12. Lack of dialysis facility or routine transportation established for hemodialysis

13. Pregnant beyond 20 weeks gestational age

14. Current scabies or bedbug infestation

e Clients who completed treatment are not excluded
15. Personality disorders that challenge the person’s ability to abide by the rules of the shelter
16.  Unwilling or unable to stay at the isolation facility through completion of the isolation period

PURPOSE

Widespread testing of congregate set-
tings was a part of the city's COVID-19
mitigation strategy. This program
provided medically monitored COVID-
19 isolation to reduce transmission in
congregate settings such as shelters and
encampments. It also served as a dis-
charge destination for hospitals to facil-
itate patient flow.

IMPLEMENTATION

The program was operated jointly by
Cook County Health, a large public
safety-net health care organization;
departments of the City of Chicago,
including Family and Support Services,
Public Health, and Emergency Manage-
ment; and several dozen community-
based organizations, including those
providing shelters, behavioral health
services, and other social services.
Within the span of a few weeks in April
2020, partner agencies established an
arrangement wherein the city provided
the facility, shelter staff, and laundry and
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food services. The health care agency
provided medical staff, coordinated
medical services across organizations,
and managed the day-to-day opera-
tions. A multiagency staff from health
care, shelter service, security, and
environmental service were trained

in infection control, harm reduction,
and trauma-informed care approaches.

Potential clients were referred either by
the city's centralized intake, which triaged
homeless individuals with COVID-19 based
on medical complexity to isolation facilities
in the city, or by local hospitals treating
COVID-19 patients. The program medical
director confirmed eligibility prior to
accepting clients (Box 1).

Physicians and nurses, who were
employees of the lead health care orga-
nization, volunteered to staff the site 24
hours a day, and they assessed clients
daily by vital monitoring and physical
exams. Clients who became clinically
unstable were transferred to local
emergency departments by ambulance.
Real-time communication with hospitals
facilitated transfers of patients back to
the program upon discharge.

Telehealthvisits were used for primary
care, behavioral health, and substance
usedisorder. These visits also provided a
technology-based solution to register
patients in the health care organization.
This qualified them for the Health
Resources and Services Administration
(HRSA) 340B Drug Pricing Program for
no-cost prescription medications.
Because the health care agencyis notan
HRSA-recognized provider of health
care for the homeless, on-site physician
services were located outside the usual
place of care and so were not billable.
However, on-site clinicians served an
important role in building therapeutic
trust to enable telehealth encounters, a
format novel to most clients and
providers.

Most clients (45 of 51) were able to
establish relationships with care coordi-
nators, who were able to assist with
Medicaid application, stable housing
applications, or identification of a pri-
mary care provider.

EVALUATION

The program received 69 client referrals,
about half from hospitals and half from
shelters, and 51 clients arrived at the
program.In most cases, accepted clients
who did not arrive found alternate
housing themselves. Most accepted cli-
ents were male (82%) and Black (69%),
reflecting the demographics of Chicago's
homeless population. Median length of
stay was seven days (Table 1). Most cli-
ents had mental illness (88%), similar to
the broader population of homeless
patients served by the health care sys-
tem. All clients completed the full isola-
tion period recommended by the Cen-
ters for Disease Control and Prevention.
Telehealth encounters (n = 75) con-
sisted of 36 visits for primary care, 27 for
substance use disorder, and 12 for



mental health care. Prescribed medica-
tions were delivered for 23 clients.
Successes in substance use treatment
services included on-site recovery sup-
port, initiation of buprenorphine ther-

OPINIONS, IDEAS, & PRACTICE

TABLE 1— cCharacteristics of Clients Accepted at the Temporary
Medical Respite Shelter: Chicago, IL, May 2020

No. (%) or Median (IQR)

Total sample 51
apy via telehealth, methadone delivery Gender
from a community treatment provider, Male 42 (82.4)
naloxone training, and assistance with Female 8 (17.6)
entering residential drug treatment. Other 1(2.0)
Accomplishments in care coordination Age,y
included facilitating transportation 18-24 239
of clients to and from outpatient 25-34 368
hemodialysis. 35-44 @18
Client satisfaction was high, with most 45-54 10(196)
clients rating their stay as “excellent” >>64 22 @30
(74%); some clients were reluctant to =6 368
leave the program. Most clients Race -
White 5(9.8)
returned to the same congregate set- Black 35 (65.6)
tings from which they were referred. A Latino 1@16)
minority went to stay temporarily with Other/unknown 0(0.0)
friends or family or in a street encamp- Insurance status
ment. On the basis of formal and infor- Insured 37 (72.5)
mal feedback involving a satisfaction Uninsured 12 (23.5)
questionnaire or interview, our service- Unknown 2(3.9)
orientation and trauma-informed care Clinical characteristics
approach fostered a program that cli- Diabetes 6(11.7)
ents and shelter staffreported as unique Heart condition® 60117
among shelters in the city. HIV/AIDS 408
Other immunosuppressing condition 2 (3.9
Mental illness® 45 (88.2)
ADVERSE EFFECTS Duration of homelessness, months 12 (8-33)
Length of stay, days 7 (6-10)
To help manage stress levels among cli- Disposition following isolation at TMRS
ents and staff, we deliberately discour- Shelter 31
aged characterizing our work as heroic. With friends or family 5
Instead, we were guided by kindness as Substance use disorder treatment program 1
the organizing principle and a trauma- Street encampment 1
informed approach to addressing Hospitalized 1
conflicts. However, several incidents Transferred to other isolation facility 1
Missing/unknown 7

illustrated how on-site security’s disci-
plinary approach to behavioral health
contrasted with health care staffs'
de-escalation approach. The need to
negotiate these differences in organiza-
tional culture among participating

Note. IQR = interquartile range; TMRS = Temporary Medical Respite Shelter.

?Heart condition includes heart failure, arrhythmia, and coronary artery disease.
PMental lliness detected by self-reported diagnosis, pharmacologic treatment history, psychiatric
hospitalizations, illicit drug use, substance use or behavioral health visit onsite or telehealth, or

observed behavioral dysregulation.
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agencies posed a challenge to the pro-
gram’s multiagency leadership.

SUSTAINABILITY

The program was supported financially
by medical billing, grant support from
charitable organizations, and public
emergency funds. By the end of May,
demand for isolation beds decreased as
COVID-19 cases temporarily declined
and the program closed after one
month. Thereafter, the program served
as a template for the health care agency
to establish a separate medical respite
program that metisolation needs during
the winter peak of COVID-19 and various
post-acute care needs of a medically
complex homeless population. Our

; adaptive approach to the provision of
= medical respite care has attracted

g ongoing funding from county govern-
% ment, Medicaid managed care, and
=) charitable foundations.

I

2

<<

PUBLIC HEALTH
SIGNIFICANCE

As an example of a collaboration by city
government, community organizations,
and safety net health care system to serve
a high-risk homeless population, this
program adds to existing models of
alternate care sites.*® It was a collabora-
tive, low-barrier public health
intervention in which homeless individu-
als with medical and behavioral health
comorbidities completed COVID-19
isolation. Our ability to care for complex
clients was possible because of innova-
tive aspects of the program, including our
hybrid model of on-site health care and
telehealth that allowed uptake of tele-
health for primary and specialty care
without compromising quality of care,
qualification of patients for 340B Drug
Pricing for discounted medications, and
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care coordination to facilitate housing
after respite care. The rapid and suc-
cessful implementation of this project by 3.
a health care agency operating outside of
its usual care settings may encourage
other health care providers to participate
in health care for the homeless. 4JPH
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orty years after the Centers for Dis-
F ease Control and Prevention’s
(CDC's)June 1981 Morbidity and Mortality
Weekly Report about five gay men with a
syndrome that came to be called AIDS,
both the impact of HIV and the legal
landscape in the United States for the
most affected population have changed
dramatically. Laws, policies, and how
they are enforced reflect the values and
prejudices of society, and laws can help
or hinder public health efforts, regard-
less of intent. From the outset, HIV
aroused widespread fear and new stig-
matizing laws and policies, and the crisis
revealed injustices in existing laws that
compounded stigma and health dispar-
ities among the most affected groups. In
the 1980s, HIV engulfed already stigma-
tized communities of gay and bisexual
men and other men who have sex with
men (MSM)and people who inject drugs.
The CDC's HIV surveillance reports show
that, throughout the epidemic, MSM
have constituted the majority of annual
and prevalent cases, and the burden on
racial or ethnic minority MSM has
increased disproportionately since the

early 1990s." Itis timely to reflect on the
intertwining of HIV, laws, stigma, and
inequity in the United States and their
intersection with the lives of gay and
bisexual men (both cisgender and
transgender).

Since its beginnings, the US legal
framework defined homosexual sex or
relationships as criminal, inferior, aber-
rant, and worthy of discrimination.?
Throughout most of the 20th century,
sexual stigma kept homosexual and
bisexual persons hidden and legitimized
their abuse, but this stigma began to be
challenged in the 1970s, after the
Stonewall riots and the removal of
homosexuality from the psychiatric
manual of mental disorders.??Whenthe
AIDS crisis rapidly emerged, government
action was slow and muted partly
because of broad stigma against who
was most affected.* Despite growing
resistance to and activism against soci-
ety's stigmatization of sexual minorities,
HIV emerged in a bleak legal environ-
ment of widespread prejudice and dis-
crimination reflected by individuals and
most of society’s institutions.” In the
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1980s, almost 20 states, many in the
South, still had sodomy laws on the
books that criminalized sex between
members of the same sex or all non-
procreative sex.” In 1986, in Bowers v.
Hardwick (478 US 186), the Supreme
Court reinforced stigma when it nar-
rowly upheld the right of Georgia to
enforce a sodomy law that prohibited
homosexual conduct, even when it
occurred in a private home.> Although
seldom enforced, sodomy laws often
were used to justify discrimination in
other laws and institutions.® Thus, as HIV
took hold in the United States, same-sex
behaviors and relationships had no legal
protections, gay parents often lost their
parental rights during divorce, violence
and victimization was too common, and,
in almost all circumstances, discrimina-
tion was legal in employment (including
the military), housing, and social
services.>?

In addition, during HIV's first decade,
intense fear and stigma led to new HIV-
specific criminal laws. In the name of
public health, criminal laws were passed
in more than 35 states that punished
behaviors that might transmit HIV; states
without HIV-specific laws used general
criminal laws to accomplish the same
end.® These laws were considered
unjust because of their harsh penalties
(felony), often for acts unlikely to trans-
mit HIV; punishment regardless of intent
or actual transmission; and lack of evi-
dence that such laws reduced HIV
transmission and might even uninten-
tionally promote less disclosure of HIV
status and resistance to HIV testing.®

Stigma also was channeled into overt
discrimination toward gay and bisexual
men and people with HIV, leading to
gross injustices by family members,
friends, and institutions. People with
AIDS were kicked out of homes by family
members and landlords, not touched or
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avoided by medical professionals, and
lost their jobs. Obituaries often excluded
AIDS as the cause of death, and surviving
partners were often not named as
bereaved survivors or able to obtain
survivors benefits. Partnered gay men
were considered legal strangers in the
absence of a legally executed will, with
the families of deceased men refusing to
acknowledge partners and taking per-
sonal effects and property. Partners also
were routinely excluded from hospitals,
funerals, and their own homes and per-
ceived to be part of a “lifestyle” that
everyone from medical professionals to
blood relatives did not accept.*

From this dark period came activism
and increased visibility of gay and
bisexual men and people with HIV that
moved social attitudes. The rapidly
increasing impact of HIV gave rise to
community-based organizations to
serve and fight for the rights and HIV
treatments that were sorely lacking, and
these agencies continue to provide cru-
cial advocacy for key populations. Acti-
vists pushed for faster Food and Drug
Administration approval of HIV treat-
ments,” and scientists developed
increasingly better treatments, culmi-
nating in the introduction of highly active
antiretroviral therapy and antiretroviral
therapy in the mid-1990s. Among society
at large, almost every survey finds dra-
matic changes in attitudes toward sexual
minorities since the early 1990s, although
some groups, such as evangelicals and
African Americans, showed less change.
For example, the proportion of Ameri-
cans who said same-sex sexual activity
was “not wrong at all” was only 11% in
1970and 13% in 1990 but had increased
to0 49% by 2014,” and support for gay
marriage completely reversed from 2004
t02019, from 31% for and 61% against to
61% for and 31% against.®

Purcell

Although progress was uneven, and
attitudes were not universally support-
ive, HIV sparked activism for fairness and
against stigma, which contributed to two
landmark bills in 1990: the Ryan White
Comprehensive AIDS Resources Emer-
gency Act (Pub L No. 101-381, 104 Stat.
576) provides medical care for people
with HIV without other options,9 and the
Americans with Disabilities Act prohibits
most HIV-related discrimination. In
1996, the federal Defense of Marriage
Act denied benefits to same-sex couples
and allowed states to ignore same-sex
marriages from other states.”'® Many
states quickly passed laws or constitu-
tional amendments to define marriage
as between a man and a women, and
some to also ban civil unions and
domestic partnerships. In response, a
patchwork of laws and regulations was
passed by cities, states, corporations, or
professional organizations to provide
limited protections for same-sex rela-
tionships and against discrimination.”
The Supreme Court finally provided pro-
tection for same-sex sexual behavior in
2003, declaring sodomy laws unconsti-
tutional in Lawrence v. Texas (539 US 558)
and relationships in 2015 upholding the
right for same-sex persons to marry in
Obergefell v. Hodges (576 US 644).

The landmark 2010 Affordable Care
Act and 2014 Medicaid expansion show
that health legislation can help HIV pre-
vention and care and thereby support
gay and bisexual men. States with Med-
icaid expansion (approximately 38 in
2019) show large increases in insurance
coverage, diagnoses and ongoing treat-
ment of chronic conditions, and HIV
testing."" Similarly, a recent study found
that MSMin expansion states were more
likely to have insurance (87.9%vs 71.6%),
have Medicaid (21.3% vs 3.8%), discuss
preexposure prophylaxis with a provider

(58.8% vs 44.3%), and use preexposure
prophylaxis (31.1% vs 17.5%)."?

Over the past decade, public health
has increased its focus on addressing
stigma and the social determinants of
health to improve disparities in HIV care
and prevention and among gay and
bisexual men. The benefits of passing
supportive laws was shown in a study
that linked state-level laws and policies
that were more favorable to sexual
minorities to better HIV outcomes
among MSM."® But the increase in
favorable laws and policies over time has
not stopped the increasing dispropor-
tionate impact of HIV among racial and
ethnic minority gay and bisexual men.
Persistent stigmas related to HIV, sexual
orientation, race, and other domains
also continue to be expressed in laws,
policies, and attitudes of individuals and
sodial institutions. For example, HIV
criminalization laws have remained
stubbornly resistant to change despite
their obvious flaws, although in the past
decade ahandful of states have updated
their laws to be more consistent with the
science.® Unfortunately, these laws have
been applied disproportionately to Afri-
can American MSM,*'* highlighting that
changing laws is just part of the chal-
lenge when addressing stigmas and
reducing health inequities.

The past 40 years has seen remark-
able progressin HIV prevention and care
as well as undeniable legal and policy
progress as stigmatized communities
fought for basic rights and dignity
related to behaviors, identities, and HIV.
But this progress has occurred in con-
junction with growing HIV disparities for
racial and ethnic minority gay and
bisexual men." Although potential rea-
sons for these persistent disparities are
multifaceted and complex, some of the
factors likely to play a role in HIV



disparities among African American and
Latino MSM include the following:

1 a deeply entrenched and widely
unacknowledged caste system that
devalues non-White identities'>;

2 thedisparate application of laws and
policies that disadvantage racial and
ethnic minorities, including HIV
criminalization laws'>;

3 the increased medicalization of HIV
prevention and care in conjunction
with medical systems that are diffi-
cult to access and not culturally
competent or trusted by key
populations;

4 the concentration of minority popula-
tions in Southern states that have a
long history of stigmatizing African
American and gay people and reject-
ing public health policy solutions; and

5 challenges in managing intersec-
tional stigma (e.g., racism and
homophobia).

Tackling a range of disparities is the
cutting edge of where public health and
legal and policy work need to unite to
increase justice for all gay and bisexual
men and end HIV during the coming fifth
decade. 4JpPH
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vividly recall that spring day four

I decades ago when | came upon the
June 5, 1981, Morbidity and Mortality
Reports (MMWR) issue that reported on
the first five Pneumocystis carinii pneu-
monia cases, a signature condition for
AIDS, among young gay men in Los
Angeles, California. | was sitting at my
workstation in the laboratory in Cleve-
land, Ohio, when my mentor walked in
and put that MMWR issue on my desk.
Knowing that | would be returning to
New York City soon thereafter to pur-
sue a career in clinical infectious dis-
eases and public health, he said, “You
might want to take a look at this.” Little
did | realize then how this report would
be the harbinger of a global epidemic
and a catalyst that would transform my
career and my life.

Since then, 32.7 million children and
adults have died from HIV/AIDS, and cur-
rently more than 38 million persons are
living with HIV globally." At the same
time, major advances have been
achieved in confronting the HIV epi-
demic. HIV testing is highly accurate and
offers rapid results in minutes, and the
scale-up of effective and well-tolerated
treatment to millions has been a remark-
able achievement. Extensive social and
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behavioral research has shed light on
factors that influence the risk of HIV. HIV
prevention, however, has lagged. In
2019, more than 1.7 million new HIV
infections were reported, far higher than
the target of less than 500 000 annual
cases.! This shortfall raises several ques-
tions. Where and among whom are new
infections occurring? Why have we
lagged in preventing HIV infections? And,
most importantly, what can be done to
stem the spread of this virus?

In the early years of the HIV epidemic,
HIV prevention was focused on
influencing sexual and injecting behav-
iors and promoting the avoidance of
higher-risk behaviors, such as multiple
sex partners, unprotected sex, and
sharing needles and syringes.? In 1992,
a decade after those first five cases
were reported, HIV prevention was fur-
thered by the recognition that zidovu-
dine, the first antiretroviral agent, could
prevent mother-to-child transmission
of HIV.2 This motivated researchers to
determine whether antiretroviral drugs
could also prevent the sexual transmis-
sion of HIV. Two decades later, the
landmark HIV Prevention Trials Net-
work (HPTN) 052 study clearly demon-
strated that antiretroviral treatment

prevented the sexual transmission of
HIV among heterosexual serodiscord-
ant couples. Evidence soon followed of
similar efficacy among gay men in sero-
discordant partnerships.* The recogni-
tion that treatment not only provides
individual benefit but also prevents
transmission to others further ener-
gized efforts to expand global access to
antiretroviral therapy.'”

Prevention research then turned to
the next big question, whether antire-
troviral drugs would also work for pri-
mary prevention (i.e., to prevent HIV
acquisition by HIV-negative persons). A
pivotal study, the IPrex study, con-
ducted among men and transgender
women who have sex with men, first
proved that preexposure prophylaxis
was a successful strategy for HIV pre-
vention.® However, efforts to replicate
these findings among heterosexual
women and in demonstration projects
led to inconclusive findings, largely
because of limited adherence with daily
oral preexposure prophylaxis.”

The challenges of uptake, adherence,
and persistence inspired efforts to
identify long-acting antiretroviral drugs
for preexposure prophylaxis. Two stud-
ies, HPTN 083 and HPTN 084—of
injectable long-acting cabotegravir
given every two months to men and
transgender persons who have sex
with men and to heterosexual women
in sub-Saharan Africa—recently dem-
onstrated the superiority of this
approach when compared with daily
oral preexposure prophylaxis. Another
long-acting antiretroviral provided via a
monthly vaginal dapivirine ring also
offered encouraging findings.® Further
innovations continue with exciting
efforts in pursuit of long-acting antire-
troviral pills, implants, and patches, all
in an effort to overcome the challenge
of adherence.?
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I FIGURE 1— Integrated Strategies for HIV Prevention

Despite these advances, the success-
ful prevention of HIV transmission
requires a fundamental reconceptuali-
zation of the overall approach, recog-
nizing that the HIV epidemic is not a
monolith but consists of diverse epi-
demics. The unique characteristics and
life experiences of populations at risk
need to drive our efforts to protect
them from HIV. In the United States, for
example, men who have sex with men
are disproportionately more severely
affected than are other groups, with
Black and Latinx men accounting for
25% and 20% of new infections, respec-
tively.'® Transgender persons around
the world have a 13-fold higher risk of
HIV, and female sex workers are 30
times more likely to acquire HIV than
are people in the general population.”
Persons who inject drugs have also
borne the brunt of HIV and are at
additional high risk for other infectious
diseases such as hepatitis and tubercu-
losis.”" All these groups face profound
barriers, particularly stigma and dis-
crimination, two issues that drive them
to avoid HIV services (e.g., testing, treat-
ment, prevention)."?

At the same time, for young women
in sub-Saharan Africa, who continue to
account for 59% of new HIV infections

in this region, misperceptions regarding
personal risk, competing life priorities,
and difficulties in negotiating safer sex
continue to put them in harm's way.
This, combined with structural impedi-
ments (e.g., economic vulnerabilities,
lack of supportive services at health
facilities and in the community, and the
fact that their male partners are often
unaware of their HIV-positive status
and consequently have an unsup-
pressed viral load), results in increasing
the women's risk of HIV acquisition.?'3
In addition, although the efficacy of
antiretroviral drugs for prevention of
mother-to-child transmission of HIV
first sparked the truly transformative,
game-changing research on the use of
antiretroviral drugs for primary and
secondary prevention, elimination of
mother-to-child transmission remains
beyond our reach." Tragically, an esti-
mated 150 000 new infections among
children were reported in 2019,
because of stigma faced by HIV-positive
pregnant and breastfeeding women
and difficulties in accessing antenatal
and HIV services ?

What will it take to get us to the end of
the HIV epidemic? Clearly, it will take
more than the pursuit of biomedical
“magic bullets.” We must celebrate and

HIV/AIDS AND OUR WORLD: 1981-2021

acknowledge progress in identifying new
tools, and we need to harness similar
vigor to identify how best to use these
tools to maximize their benefits for
people at risk. Developing a vibrant,
integrated strategy research agenda is
critical. This involves combining behav-
ioral and structural interventions with
biomedical tools in ways that meet the
needs of each population (Figure 1)."®
For young women in sub-Saharan
Africa, for example, we must seek
effective interventions that enhance
their accurate perception of risk,
empower their agency in negotiating
safer sex, and address their economic
vulnerabilities. For disenfranchised
groups, we need to study ways to
change or mitigate the effects of puni-
tive laws and overcome stigmatization
by the health system.

Forty years on in an epidemic that has
changed the lives of millions around the
world and the face of global health, we
have come to a broader understanding
of the factors that must be examined
and addressed if we are to successfully
realize a world without AIDS. Although
biomedical solutions are a critical linch-
pin, we must also learn how to address
wider behavioral and systemic obstacles
to adoption and persistence with bio-
medical prevention methods. However,
unfortunately, research into integrated
strategies for HIV prevention often
does not receive the same priority as
research with a purely biomedical
focus, perhaps because it is not per-
ceived to be as “scientific” or it is
thought that incorporating behavioral
or structural interventions is not likely
to be of added value. These percep-
tions must change. Ultimately, to
achieve the goal of ending the AIDS epi-
demic, we must learn how to address
the realities and the contexts of the
people at its heart. 4JPH
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Sankofa is an aphorism from the
Akan people of Ghana. Derived

from the words San (return), Ko (g0),
and Fa (look, seek, and take), the word
and its symbol translate as “It is not
taboo to fetch what is at risk of being
left behind.” The Sankofa symbol is a
mythical bird shown with its feet and
body facing forward, its head turned
backward, and its beak holding an egg
in place on its back. The Akan believe
that the past serves as a guide for the
future, and that it is the wisdom of the
past that ensures a strong future. Many
interpretations suggest that the egg is
protected as it represents those who
are not yet born, and it holds the con-
nection between the past and the pre-
sent. The Akan also believe that there
must be movement and new learning
as time passes.’

As the HIV community takes this
moment to look back on the 40-year his-
tory of the HIV epidemic, like the Akan
people, we must remember and bring
forward the knowledge of the past four
decades of the US and global responses
to the HIV epidemic. Indeed, we must
look even further beyond these years to

learn from a longer history of how socie-
ties respond to pandemics that lay bare
the inequities and injustices that precede
current public health crises. As we pro-
ceed with great efforts to end HIV as an
epidemic, we must also incorporate what
we have learned from a long history of
systemic racism, sexism, colonialism,
imperialism, and enslavement. One of
the biggest HIV history lessons is that
women,? especially women and girls who
are Black or of African descent, have
been disproportionately affected by and
engaged in the HIV epidemic since the
very beginning. Yet, up to this very
moment, we have been in a constant
fight for inclusion and for our places at
the tables of design, decision, and distri-
bution of life-saving knowledge and
resources.

| call this lesson the Sankofa Paradox
of ending the HIV epidemic. Without
the full spectrum of inclusion and
engagement of the lived experiences
of women, girls, femmes, and
trans-nonbinary individuals who were
assigned female at birth, there will be
no end to the HIV epidemic. Nearly
every time the needs and contributions
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of Black and African women have been
left out or left behind, it has slowed
progress at reducing overall incidence
of new HIV infections, increasing viral
suppression, and facilitating the uptake
of new technologies and interventions
such as treatment as prevention, pre-
exposure prophylaxis, postexposure
prophylaxis, and the discovery of a vac-
cine and a cure for HIV. By default,
excluding us has reinforced the unac-
ceptable inequalities that exist for pri-
ority and key populations, including
women and girls, sex workers,
LGBTQIA+ (lesbian, gay, bisexual, trans-
gender, queer or questioning, intersex,
asexual, plus) people, incarcerated indi-
viduals, and people who inject drugs.

Since its founding in 1989, SisterLove
has been a consistent advocate and
voice for the inclusion of women in
every aspect and every level of the HIV
response. Despite the reality that most
women who were diagnosed with AIDS
at that time were infected through
injection drug use, they received this
news when they were pregnant, after
having their babies, terminating preg-
nancies, or seeking permanent contra-
ception through tubal ligations, and
AIDS and HIV were not treated or inte-
grated as issues of sexual and repro-
ductive health or rights.> We have been
fighting since the days when we orga-
nized, mobilized, and "ACTed UP" for
the inclusion of women’s opportunistic
infections in the Centers for Disease
Control and Prevention’s Clinical Guide-
lines for AIDS Diagnosis, Treatment and
Care—a four-year campaign from 1990
to 1993 that resulted in the recognition
of thousands of women who were
experiencing unique conditions associ-
ated with their bodies and gender in
relation to HIV/AIDS.*

Considering that women have always
been at least half of the global HIV
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pandemic, it is still painful to recall how
we have had to hold various global
entities—which were responsible for
defining and monitoring women's sex-
ual and reproductive health, rights, and
justice (SRHRJ)—accountable for failing
to significantly embrace HIV/AIDS as
core issues. In the 1994 International
Conference on Population and Devel-
opment's Program of Action, HIV and
AIDS were barely mentioned. The 1995
Beijing Platform of Action from the
Fourth World Conference on Women
addresses the human rights and dignity
of women living with AIDS, but it fails to
draw the connections and intersections
of HIV as an issue for SRHRJ responses.
It was not until 2016 that the United
Nations explicitly expressed the inter-
sectionality of HIV and SRHRJ in the
Declaration of Commitment on HIV/
AIDS, which was first enacted in 2001.°

When the United States finally pro-
duced a National HIV/AIDS Strategy in
2010, women'’s coalitions had to fight
for the inclusion of SRHRJ and intersec-
tional issues such as gender-based vio-
lence and trauma-informed care into
the five-year plan to reduce new HIV
infections, treat and provide care for
everyone living with HIV, and eliminate
the social determinants and inequities
that drive the epidemic. Also, with each
new administration, women and girls
around the globe are subject to the
unilateral decision by the US president
of whether funds for humanitarian and
public health services will afford them
access to full sexual and reproductive
health care. We need legislation that
removes the power of the US president
to implement executive orders that
detrimentally affect the SRHR] of
women and girls at home and abroad.

The fight to ensure that women, girls,
femmes, and transgender people who
were assigned female at birth are

Editorial  Diallo

prioritized and included in every aspect
of the US and global HIV response is
key to ending the HIV epidemic. In the
landmark documentary, “Nothing With-
out Us: The Women Who Will End
AIDS,” when someone asked why they
were filming her, reproductive justice
activist Gina Marie Brown unapologeti-
cally stated, “Because | am one of the
women who will end AIDS.” We agree
with her, and we know that without
women—especially women of African
descent—around the world leading the
way through the final years of the HIV
epidemic, no one gets to the end until
we all do.

Over the course of history, Black
women have shown that when we
organize to change things for ourselves,
we change things for everyone. Recent
and historical events have shaped this
truth as the evidence—civil and voting
rights, sexual harassment accountabil-
ity, gender-based violence, housing and
food justice, environmental justice, eco-
nomic justice, human rights, racial and
reproductive justice, science and tech-
nology, education equity, civic and polit-
ical engagement, abolitionism, ending
state violence against Black and Brown
communities, and fighting concurrent
pandemics. We live intersectional lives;
therefore, we seek intersectional solu-
tions. Yet it seems that with every
change we effect, incremental and
monumental, there are efforts to forget
us, exclude us, leave us, overlook us,
delegitimize us, exploit us, criminalize
us, and even erase us, as if we did not
matter or did not exist.

Despite this ongoing cycle of relegat-
ing us to the bottom of nearly every
barrel, Black and African women still
rise to the occasion and deliver on our
promise because we do not do what
we do for ourselves. We do it for
"WE"—the people, the planet, and the

progeny. This has remained true
throughout the course of the domestic
and global fight to end the HIV epi-
demic and AIDS. It remains as the
essence of my core belief that when we
end the HIV epidemic for Black and Afri-
can women and girls in all our diversi-
ties, and in our communities, we end it
for everyone. If only WE could all
remember and learn from the lessons
of our past, and the challenges in our
present, and transform the movement
as we look forward to our future with-
out HIV and AIDS.

I know a young Black woman who
was born living with HIV. She is 25 years
old, vibrant, smart, sex-positive, in love,
undetectable, and pregnant. She cham-
pions HIV prevention, treatment, care,
and sexual and reproductive justice for
herself and all her friends who are
queer, gender diverse, and engaged in
sexual activities. She will most surely
have a baby who will be born free of
HIV. This young woman and her com-
munity of peers are the egg on the
symbolic bird's back. Their collective
future beholds the end of HIV. Together,
WE are all the embodiment of Sankofa.
We owe them the ability to remember
and learn the lessons from the past 40
years of HIV. Looking back with our feet
moving forward, we hold them safe on
our backs, while WE all follow the
women leading us through the end of
HIV and AIDS, and to the beginning of a
new era of sexual and reproductive
well-being and justice for everyone. 4JPH
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hatever else it may be, AIDS is a
Wstory, or multiple stories, and
read to a surprising extent from a text
that does not exist: the body of the male
homosexual.”"

In 1980, Ken Horne, a gay sex worker
in San Francisco, California, became the
first person to be diagnosed with
acquired immune deficiency syndrome
(AIDS)inthe United States‘ZAyear later,
the Centers for Disease Control and
Prevention’s (CDC's) Morbidity and
Mortality Weekly Report described five
cases of Pneumocystis pneumonia
among young “homosexual” men living
in Los Angeles, California.’ By 1982, the
term “gay-related immune deficiency”
gained traction in the media and
among health care professionals to
describe the assumed inherent link
between homosexuality and what
would later be known as human
immunodeficiency virus (HIV).% The
term “gay-related immune deficiency”
reflected homophobic ignorance and
the dearth of epidemiologic evidence
that existed at the time. In 1983, frus-
trated by their shared experiences of
stigma, gay men with AIDS at the Fifth
Annual Gay and Lesbian Health

Ayala and Spieldenner

Conference brought forth the Denver
Principles, which catalyzed self-
empowerment across health move-
ments for decades to come.

As significant as these time markers
are, the HIV story in the United States
likely dates back two or more decades
before the 1980s. Robert Rayford, a
Black adolescent who grew up in the
Old North neighborhood of St. Louis,
Missouri, died of pneumonia in 1969,
after enduring a severe chlamydia
infection and Kaposi's sarcoma. In
1987, western blot postmortem testing
on Rayford's tissue samples confirmed
HIV infection. Although we may never
know for certain, Rayford may have
contracted HIV selling sex or, like too
many gay and bisexual youths world-
wide, because he was the target of
sexual violence.”

These early events remind us that
HIVis a story first written on the bodies
of gay and bisexual men. And the goal
of this editorial commemorating the
first published cases of AIDS is to
underscore the critical importance of
human rights for sexual minority men
and women and as the basis of the
HIV response.

HIV AMONG GAY AND
BISEXUAL MEN

Race, class, and sexual orientation con-
tinue to shape the HIV epidemic in the
United States and around the world,
with new infections disproportionately
affecting men who have sex with men in
Black and Brown communities. Globally,
from 2010 to 2019, HIV diagnoses
increased by 25% among gay and
bisexual men, even as infections in other
groups declined.® In the United States,
gay and bisexual men make up nearly
70% of all new HIV diagnoses each year;
amongthem 31% are Black and 25% are
Latinx.”

Reliably collected epidemiologic evi-
dence continue to tell a story that cen-
ters the HIV pandemic on gay and
bisexual men, yet public health agencies
continue to resource HIVresponses cast
broadly to the “general population.”®
Adopting HIV responses geared toward
the general population (as opposed to
carefully targeted strategies that are
commensurate with epidemiologic
trends) is a discursive public health
norm that often presumes groups are
heterosexual, cisgender, able bodied,
socioeconomically secure, and—in the
Global North—White.? As a result, HIV
services are rendered difficult to safely
access for those in need and most
marginalized.

COMMUNITY-LED
HIV RESPONSES

Building on the civil rights, women’s
rights, and gay and lesbian liberation
movementsin the United States, lesbian,
gay, bisexual, transgender, queer
(LGBTQ) people, and their allies worked
together to establish HIV service organ-
izations even as governments struggled
to respond.'® In 1986, Craig Harris, a
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Black gay man living with HIV, stormed
the stage of the American Public Health
Association (APHA) annual convention.
Harris and other activists were frus-
trated that there were no people of
color scheduled to speak at the first
APHA plenary on HIV."" Actions like
Harris’ gave rise to community-led ser-
vice and advocacy organizations. These
organizations brought community
members living with and affected by HIV
at the grassroots level into the non-
profit industry, often providing job
security, decent wages, health care
coverage, and dignity. Community
members developed and implemented
programs that were most culturally
appropriate to their needs. These same
organizations also played a critical role
in safeguarding an increasingly visible
LGBTQ community.

HIV activism has been integral to
politicizing gay and bisexual men
because the homophobia and HIV-
related stigma they have experience at
individual, community, and institutional
levels are interlocked. Founded in 1986
and 1987, respectively, the Global Net-
work of People Living with HIV and AIDS
Coalition to Unleash Power were global
activist groups with large LGBTQ con-
tingents, central in determining strategy,
deliberating scientific updates, and
organizing protests. In addition, gay bars
and businesses were involved in a range
of HIV activism, including safer sex edu-
cation and fundraising to cover the daily
living and funeral costs of gay and
bisexual men dying from AIDS. This
model of power sharing was pioneered
in the early years of the HIV response
and subsequently enshrined in 1994 as
the Meaningful Involvement of People
living with HIV. Sadly, its principles have
been eroding, as the HIV response was
corporatized and HIV organizations and
planning bodies began viewing people

living with HIV as passive recipients or
“consumers” of services.

The advent of antiretroviral treatment
in 1996 transformed the HIV response.
Although universally embraced as a
hard-fought achievement, biomedical
advances in the prevention and treat-
ment of HIV can inadvertently mask
social drivers of the epidemic and keep
people living with and affected by HIV in
narrowly defined roles (e.g., outreach
workers or peer educators). This is
because a biomedicalized HIV response
situates power with the clinician and
trained professional. Community mem-
bers are often the lowest paid but
hardest working—the last hired and first
fired. They are also repeatedly the last
involved in decision making, thereby
entrenching power differentials
between those who determine what
services and programs are needed and
those who use them."? HIV funding has
incrementally shifted away from com-
munity mobilization, social support, and
advocacy and toward clinics meant to
make access to antiretroviral treatment
easier. The HIV sector has become
beholden to clinics and their funders.
Ironically, access to culturally appropri-
ate health care remains difficult for
people living with and disproportion-
ately affected by HIV, including gay and
bisexual men, evenwith the proliferation
of clinics.®

HIV has also ravaged gay and bisexual
men's communities. The high death rate
in the early epidemic was concentrated
largely among four intersecting groups:
transgender people, sex workers, peo-
ple who use drugs, and gay and bisexual
men. This had a devastating impact on
activism and community organizations,
especially in Black and Brown
communities, as people died, burned
out, or otherwise left in mourning.
Their absence hollowed the HIV
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response, as cultural, community, and
political programs they led in coalition
with one another closed. Gay and
bisexual men carry the burden of this
community trauma, one that is often
unaddressed because of public amne-
sia, HIV-related stigma, homophobia,
gender inequities, racism, and
classism.™

A HUMAN RIGHTS LENS

Economic disenfranchisement, racism,
gender inequality, and homophobia,
codified inlaws and policies, have limited
the provision and uptake of HIV serv-
ices.® Same-sex sexual behavior, sex
work, and drug use are criminalized in
68, 48, and 85 countries, respectively.
Eighty-nine countries have laws that
specifically criminalize HIV transmission,
exposure, or nondisclosure.'* Thirty-
seven US states still criminalize people
living with HIV, and these laws dispro-
portionately affect economically poor
people, Black and Brown people, and
gay men."® Such laws encourage vio-
lence, discrimination, and stigma, which
worsen health- and HIV-related racial/
ethnic disparities among gay and bisex-
ual men.

Human rights violations experienced
by young gay and bisexual men are
exacerbated by legal and policy barriers
embedded in social values. For instance,
laws requiring parental consent for
health services and policies curtailing
comprehensive sex education restrict
access to sexual health services that
LGBTQ youths need. Similarly, the
dearth of legal protections for gender
nonbinary or transgender people
results in discriminatory gender policies
and practices at clinics and service
organizations, hindering access and
exacerbating health disparities.’
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A common thread that runs through
the human rights abuses described here
is a lack of respect for and protection of
bodily autonomy and integrity. Bodily
autonomy and integrity are sacrosanct.
This means all people, including gay and
bisexual men, have agency and auton-
omy over their own bodies. It also means
that all people have the right to be self-
determining; be secure from violence,
including sexual assault; and have
opportunities for sexual satisfaction,
pleasure, and reproductive choice. Public
health responses to the HIV and overall
health needs of gay and bisexual men are
too often designed and enacted solely
with a disease containment focus and
without serious consideration for these
fundamental human rights principles.

CONCLUSIONS

After 40 years, not only do power

July 2021, Vol 111, No. 7

inequities and HIV disparities remain,
but they have also deepened, particu-
larly for gay and bisexual men of color.

AJPH

Community-led action to eliminate rac-
ism, classism, gender inequalities, and

homophobia are necessary in address-
ing structural barriers to services, which

fuel persistent HIV disparities. Creative 5.

approaches to foster power sharing are
also needed in the development and
delivery of biomedical interventions.
Finally, trauma-informed community
reparations must be integral to all public
health HIV responses. This includes
funding for rights-based, evidence-

informed, community-led programsthat 5

actively affirm the lives and histories of
gay and bisexual men. 4JPH
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oseph Sonnabend, a pioneering fig-

ure in the early effort to confront the
multiple dimensions of the AIDS epi-
demicin the United States, died January
24,2021, at the age of 88. A lengthy and
admiring obituary published in the New
York Times said of him that he was “one of
the most important figures in the fight
against AIDS, if also one of the most

"1PPO) |n the current

unheralded.
moment, when the language of heroism
is routinely employed in describing the
work of medical workers struggling to
control COVID-19, it is sometimes diffi-
cult to recall that the life and work of
those regarded as AIDS pioneers were
alltoo often tinged by recrimination and
bitter controversy. Such was the career
of Sonnabend, someone who saw him-
self and was viewed by others as a
devoted clinician and a combative
iconoclast.

Sonnabend was born in South Africa,
where he studied medicine; he then
trained inimmunology and microbiology
in England with Alick Isaacs, the codis-
coverer of interferon. After moving to

New York City in 1969 to continue inter-
feron research at Mount Sinai Medical
Center, he became increasingly involved
in treating gay men, eventually starting a
private practice in Greenwich Village at a
time when such work was reviled as “VD
medicine.” Like other physicians treating
young gay men in the late 1970s, he
began to observe new and unusual ill-
nesses for which adequate explanations
failed him.

Although accepting that the new syn-
drome, eventually called AIDS, was
microbially caused, Sonnabend was ini-
tially both skeptical that a single patho-
gen could account for the plethora of
diseases that infected his patients and
supportive of an etiology, anathema to
many gay activists, that implicated a
sexual lifestyle of multiple partners. In a
1983 article published in JAMA, he theo-
rized that multiple, recurrent sexually
acquired infections could overwhelm
the immune system, leaving it suscepti-
ble to opportunistic microbes.? Perhaps
underestimating the risk of facing
opprobrium from calling the behavior of

HIV/AIDS AND OUR WORLD: 1981-2021 AIDI—I

those with many sexual partners
“promiscuous,” he believed that he had
no alternative. “There could be no
equivocation,” he said. “A desire to
appear nonjudgmental, a desire to
remain untinged by moralism, fear of
evoking ire, have all fostered a conspir-
acy of silence. . .. Gay men have been
poorly served by their medical attend-
ants during the past years."3(P>
Sonnabend again stepped into contro-
versy as the catalyst for one of the early
important AIDS tracts, "How to Have Sex
in an Epidemic: One Approach,” pub-
lished in 1983. Written by two of his
patients, Michael Callen and Richard
Berkowitz, whom he introduced and
advised, the pamphlet was among the
first to offer a route to safer sex. But its
arguments, initially based on Sonna-
bend's multiple infection theory, were
criticized by those who saw the authors as

Hdlv

moralistic and as pathologizing gay sex.
In the epidemic’s first years, Sonna-

bend also faced opposition from medical

colleagues to his stance that Bactrim, an

£ ON 'LLL |OA ‘L20Z AInf

inexpensive sulfa drug, should be used
prophylactically to prevent Pneumocystis
carinii pneumonia (recently renamed
Pneumocystis jiroveci pneumonia), one of
the major causes of AIDS-associated
deaths. Sonnabend could reference his
own expertise as an immunologist and
the established use of Bactrim to pre-
vent Pneumocystis carinii pneumonia in
childhood leukemia and organ trans-
plant patients; however, more estab-
lished physicians treating AIDS patients
often dismissed him, insisting that there
were insufficient data to prescribe the
drug* It was not until 1988 that a clinical
trial finally supported Bactrim prophy-
laxis for HIV-infected patients; years of
treatment were lost. To Sonnabend, this
was asureindictmentofanirresponsible
or indifferent AIDS medical leadership.”
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In 1987, Sonnabend was again at odds
with colleagues over early clinical trial
results that appeared to demonstrate
that AZT (azidothymidine) would be an
effective drug against the viral cause of
AIDS. Given the absence of alternative
chemotherapies to manage HIV and
HIV's high case fatality rate, AZT pro-
duced unwarranted hope in AIDS
practitioners. Not alone, but among
the most outspoken, Sonnabend ques-
tioned its safety and efficacy. He later
asserted, | didn't believe the [results
ofthe] original AZT trials. ... The approval
of AZT was | suppose [a concession]
to the pharmaceutical industry and to
the activists . . . who were screaming
for their AZT."¥P32) |n time, the enor-
mous initial enthusiasm for AZT
would change to a cascade of
disappointments.

Critical of the inadequacy of what he
saw as the “clinical research establish-
ment,” Sonnabend became a strong
proponent of independent community-
based research. He organized the Com-
munity Research Initiative, in which
physicians and their patients played a
central role in identifying trials of
potential therapeutic agents. But with
experience, Sonnabend became a
skeptic of his own approach. Like other
clinicians, he had a perhaps too simplis-
tic view of clinical trial research. In ret-
rospect, he admitted:

| too had the idea that anybody could
do a clinical trial, but I've come to
respect it a lot more. It has its own
vocabulary, its own expertise. Physi-
cians, when they do become [princi-
pal investigators], have no idea of
what is involved or what should be
involved,#PP154-155)

If Sonnabend's skepticism often involved
the embrace of an idea, like Bactrim pro-
phylaxis, that would in time gain

Bayer and Oppenheimer

evidentiary support, his instincts could
just as often be erroneous. Thus, he
found he was wrong in his initial
opposition to the use of antiretroviral
drugs in asymptomatic individuals with
HIV.

Against this background of contro-
versy, it is noteworthy that Sonnabend
earned strong praise, even from those
with whom he had a falling out. The
American Foundation for AIDS Research,
a pioneering organization that he
cofounded with the immunologist and
renowned philanthropist Mathilda
Krim, but from which he ultimately split
after a dispute, honored him in 2000
for his “Olympian contributions to the
fight against AIDS during years when
this was a lonely and thankless
endeavor."”

Sonnabend was also lauded by many
of his patients, those drawn by his com-
passionate care. According to the docu-
mentary filmmaker and author David
French:

As a clinician, he was really unmatched.
His sense of urgency and responsibility
to his patients was superhuman.
Everyone says of him that he kept
more of his patients alive longer than
any other AIDS doctor, and that wasn't
because he created magic but
because he never let a symptom go
unexamined or untreated, including
preventively. He responded to the
battlefield of the body like he was at
war, and he did it at great personal
cost to his own personal life.?

Looking back in 2020 on the early AIDS
years, Sonnabend's memories were
both sad and bitter. He never felt part of
the professional community of AIDS
physicians in New York City. “On the
contrary they were hostile to me,” and
although he could call on memories of
the “tremendous” support he received

from his patients, he remained
“bewildered” by the criticism levied by
the organized gay community (J. Sonna-
bend, personal communication, April 24,
2020).

In a letter about the challenges posed
by COVID-19, Sonnabend wrote,
“Whatever goes into the establishment
of medicalleadership in times of crisis, in
the case of HIV/AIDS it failed miserably.
Can we trust that it will not fail us today?”
(J. Sonnabend, personal communication,
April 24, 2020). AJPH
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cientific advances in HIV/AIDS pre-
S vention and treatment have trans-
formed AIDS from a death sentence to a
preventable and manageable chronic
disease. Yet, progress has not equitably
benefited Latinos. Even at the beginning
of the epidemic, inequities in HIV/AIDS

incidence, survival, and death among La-

tinos were evident.’ Among Latinas,
from 1988 to 1991, the AIDS case rate
was 7.5 times higher than that of their
non-Latina White counterparts (https://
bit.ly/3gSSeXT). Early research and pre-
vention largely ignored women except
for their roles as vectors or vessels of
disease transmission.” This heightened
stigmatization of women living with HIV
led to vigorous calls for a gender-fo-
cused understanding of HIV risk, includ-
ing the effects of social determinants
of health and HIV vulnerability.**
Simultaneously, the lack of attention

to HIV/AIDS among Latinos by
government agencies, funders, and

the research community left Latino

Editorial Amaro and Prado

community organizations working on
HIV prevention without sufficient sup-
port or funding.">

Not until the 1999 calls to action by

the Latino and Black congressional cau-

cuses was there the first major federal

effort to develop an integrated commu-

nity-based HIV and substance abuse
prevention program to address these
dual crises in Latino and Black commu-
nities: the Minority AIDS Initiative
(https://bit.ly/3aUpkmw). And it was not
until 2014 that the Centers for Disease
Control and Prevention reported that
Latinos were disproportionately
affected by HIV, with rates three times
those of non-Hispanic Whites, and
called for efforts to improve
HIV-related care (https://bit.ly/3nE2iFy).

FORTY YEARS OF
UNHEEDED EVIDENCE

Inequities in timely HIV testing and ac-
cess to competent HIV/AIDS

prevention, care, and treatment of Lati-
nos persist today.®®In 2018, HIV diag-
nosis among Latino adults was 16.4 per
100000 compared to 4.8 per 100000
for non-Latino Whites. Latina adoles-
cents and adults continue to be dispro-
portionately affected. For example, the
HIV incidence rate for Latinas is 4.9 per
100000 compared with 1.6 per
100000 for non-Latino White females
(https://bit.ly/3eOHKk2D). These inequi-
ties coupled with Latino invisibility in
the larger HIV/AIDS scientific literature
and public discourse are astounding
given that Latinos are the largest mi-
nority group in the United States—
from 6.4% in 1980 to 18.5% in 2019
and 29% projected by 2050 (https://
pewrsr.ch/3vzj8YU). Despite the diver-
sity of the US-based Latino population,
throughout US history and contempo-
rary times, Latinos have been sub-
jected to anti-immigrant and anti-Lati-
no policies (https://bit.ly/3ufzghN) and
racism (https://pewrsr.ch/3nKuBIQ), in-
cluding in health care (https://bit.ly/
3xGMUg2). Yet, inadequate public
health attention to Latino HIV inequi-
ties and related social determinants of
health and HIV vulnerability, including
racism, xenophobia, and discrimina-
tion, continue to render Latinos invisi-
ble. Contributing to this invisibility in
public health, including HIV prevention,
is the prevailing focus on Black-White
inequities, history of injustice, and civil
rights struggles, referred to as the
Black-White binary paradigm of race in
the United States.”'° It leads to an in-
complete understanding (https://bit.ly/
3eeDzEN) of the role of inequities and
racism in health and HIV vulnerability
and care among other racialized
groups (i.e., Latinos, Native Americans/
Alaska Natives, Asian Americans) and
renders invisible their histories and
how racism affects groups and their
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health because it does not fit in the
prevailing paradigm.

GESTALT AND
CONSEQUENCES OF
INVISIBILITY

The context of longstanding Latino
health inequities and the history of dis-
crimination has shaped access to and
receipt of HIV prevention. For example,
delivery of preexposure prophylaxis
(PrEP) to Latinos lags significantly behind
delivery to non-Latino Whites, and there
are no systematic behavioral interven-
tions scaled to prevent HIV among Lati-
nos. Specifically, of the 1.1 million adults
who were PrEP eligible in 2015, approxi-
mately 26% were Latinos and 28% were
non-Latino Whites. Yet, PrEP use was
13% among Latinos and 69% among
non-Latino Whites (https://bit.ly/3vzjoak).
This is a significant gap and is partially
explained by structural factors such as
lack of health insurance (https:/bit.ly/
3eJFyjk)}—which is highest among Latinos
(29.7% vs 7.5% among non-Latino
Whites)—and barriers to HIV care across
patient, clinic, provider, health system,
and community levels (https://bit.ly/
3eMI4Fu). These structural barriers must
be addressed by improving health insur-
ance access and implementing strategic
and evidence-based, culturally effica-
cious behavioral and community-level in-
terventions to increase access to and
uptake of PreP (https://bit.ly/33ahjFK).
This is especially needed for at-risk Lat-
inas, for whom stigma, acculturation chal-
lenges, discrimination, social rejection,
and substance use may be barriers to
PreP uptake (https://bit.ly/3vFoj9w). Other
prevention approaches, including behav-
ioral, family, and social network (peer) in-
terventions, have demonstrated efficacy
in HIV prevention by increasing condom
use and decreasing sexual activity while

under the influence of drugs or alcohol,
but they have not been taken to scale. In-
terventions that engage parents as agents
of change, such as Familias Unidas,"’
have been found to reduce HIV risk be-
haviors for both female and male youths.

Similarly, interventions such as Cuidate!
(https://bitly/3t70yZu), keepin’it REA.L.
(https://bitly/2SbrsS95), and Families Talk-
ing Together (https://bit.ly/3ta5SN7H) have
also proven efficacious in preventing and
reducing sexual risk behaviors and sub-
stance use in Latinos. The number and
quality of evidence-based interventions
for adult Latinas are more limited owing
to lack of or limited inclusion of Latinas in
samples and analyses establishing effica-
¢y in Latinas and a glaring absence of
studies on HIV prevention focused on La-
tina drug users.'>"®

A 2015 review of randomized clinical
trials on HIV prevention interventions
that focused on women who use alcohol
and other drugs showed that, from the
1990s to 2015, only one of 23 focused
on US Latinas (https://bit.ly/33c8J9r). Yet,
some studies designed to be culturally
tailored have demonstrated efficacy in
sexual risk behavior change among sex-
ually active adult Latinas (e.g., Amigas
[https://bit.ly/3uhsfx5], SEPA [https:/bit.
ly/3nLjokL], VOICES [https://bit.ly/
3gVumCU)). Despite the availability of ef-
ficacious interventions for Latina adoles-
cents and adults, the lack of dissemina-
tion at the population level or scaled-up
implementation in community or clinical
contexts has stymied efforts to reduce
HIV disparities in Latinas.

Furthermore, there is a need to de-
velop and scale-up scientifically proven
HIV prevention interventions for specif-
ic subgroups of Latinos, such as sexual
minorities and Latina transgender fe-
males (https://bit.ly/2PIQwgt) and US
Latinas who use drugs (https://bit.ly/
3xJK4qy), as there are no evidence-
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based behavioral HIV preventive inter-
ventions specifically shown to be
efficacious in these groups. More inter-
ventions at all levels, but particularly at
the community, macro, and structural
levels (e.g., to address gender-based
power differentials, systemic discrimi-
nation, and racism), must be developed
and evaluated. Understanding down-
stream and upstream factors impeding
the adoption of evidence-based pre-
ventive interventions is critical to their
dissemination. Easily scalable eHealth
(https://bit.ly/3ec]REF) interventions
have proven to be efficacious in Latinos
and may reduce some barriers (e.g.,
level of resources needed) to wide-
spread dissemination. Funding these
interventions via reimbursement
through insurance and public health
program funding is essential to sustain-
ing them and their impact on eliminat-
ing HIV/AIDS inequities among Latinos.

Finally, another critical tool in HIV pre-
vention is access to and engagement in
efficacious treatment of substance use
disorders (SUDs). Again, data indicate
that Latinas are among the most un-
derserved and severely uninsured
(https://bit.ly/3xAvfgm) in need of SUD
treatment in the United States. Latinas
have lower access to SUD treatment,
including opioid treatment (https://bit.
ly/3eNjPqgT); receive lower quality of
care; and drop out of treatment at
higher rates than do non-Latinas.

Key features of SUD treatment pro-
grams ([https://bit.ly/3nIXLIm]; e.g.,
cultural competence, counselor’s
Spanish-language proficiency [https:/bit.
ly/2RgudiE]), availability of Spanish-lan-
guage treatment-related material) are as-
sociated with reduced wait time to SUD
treatment entry and greater treatment
engagement among Latinas. Access to
and utilization of treatment is hampered
by a host of multilevel factors, including
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limited health insurance coverage, suffi-
cient availability of providers and pro-
grams (https://bit.ly/3nN1A80), under-
representation of Latinos in the
workforce (https://bit.ly/3eS5F7G), social
stigma, individual and community-level
lack of understanding of SUD treatment,
and services that do not meet the needs
of Latinas. Additionally, significant inequi-
ties in access to care and HIV treatment
outcomes persist (https:/bit.ly/3gXmuAl).
Specifically, compared with non-
Latino Whites living with HIV, Latinos
have lower rates of care initiation
(61%), retention in care (49%), and viral
suppression (53%). Rates among
non-Latino Whites living with HIV are
70%, 52%, and 63%, respectively. Much
more progress has to be made to pro-
vide access to HIV care and improve
viral suppression among Latinos
(https://bit.ly/3z5I1Czu).

CORRECTING THE COURSE

Despite significant scientific advances
in HIV prevention and treatment, little
progress has been made in reducing
HIV inequities in Latinos (https:/bit.ly/
3ecPSBu). These disparities continue to
disproportionally lead to the death of
Latinos from what is now a preventable
and manageable chronic disease. This
is unacceptable and requires a call to
action for policy, science, and public
health programming dedicated to elimi-
nating HIV inequities among Latinos.

At the policy level, we need initiatives to
reduce stigma and racism against Latino
populations, including immigrants; ade-
quate reimbursement for comprehensive
and quality SUD treatment; and insur-
ance coverage that provides equitable
access to HIV prevention and treatment,
including SUD treatment.

At the scientific level, we must invest
more aggressively in funding to evaluate

Amaro and Prado

and disseminate behavioral interventions
at all levels—from individual to communi-
ty. We must champion for greater inclusiv-
ity of Latinos in federally funded studies
and call on journal editors and reviewers
to evaluate whether sample sizes of Lati-
nos included in studies are sufficient to
draw conclusions for this population sep-
arately and, if so, require that such analy-
ses be conducted and reported.

At a population level, we must change
the anti-Latino sentiment of public dis-
course and collectively push for an eg-
uitable agenda and life for Latinos free
of HIV. The public health community
must examine how it has contributed
to the invisibility of Latino HIV inequities
and courageously take action to correct
course. AJPH
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call them my Rosa Parks moments.
I Parks made the following comment
in a KPFA radio interview recorded in April
1956, referring to the day in 1955 when
she refused to give up her seat on the bus:

The time had just come when | had
been pushed as far as | could stand
to be pushed, | suppose. | had de-
cided that | would have to know,
once and for all, what rights | had as

a human being and a citizen.”

I am reminded by her example that ad-
vocacy often begins with a simple act that
can lead to monumental change and be of
historical significance. | have seen how, in
the past 40 years of the HIV epidemic, ad-
vocacy and action have motivated neces-
sary changes that have forged more
meaningful and equitable partnerships be-
tween community members and HIV re-
searchers. | also see more clearly what re-
mains to be done to ensure that equitable
partnering is not only maintained but
strengthened moving forward.

I am a Black woman approaching my
70th year, 35 of which include HIV. Here |
want to reflect on how advocacy has

shown up throughout that time.
| am grateful to lend my story to
others in this 40-year retrospective, hum-
bled by the fact that | have witnessed
firsthand most of this very special history.
As a person with HIV, | am wholly
committed to, if not obsessed with, en-
suring that the rights of people with HIV
are embedded from the start to the fin-
ish of the entire HIV research process.
We, people with HIV, are the ones most
affected and therefore our lives and
lived experiences should be the focus
and the lens through which researchers
look. Two parts of the Denver Principles
of 19832 stand out for me:

For people living with HIV: Be involved

at every level of decision-making.

Be included in all AIDS forums with
equal credibility as other partici-
pants, to share their own experien-

ces and knowledge.

In addition to the Denver Principles,
two other sets of frameworks were devel-
oped to guide community engagement in
research as well as meaningful and effec-
tive researcher-community partnerships.

HIV/AIDS AND OUR WORLD: 1981-2021
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Those frameworks are the GIPA/MIPA
Principles of 1994 (Greater and Meaning-
ful Involvement of People with AIDS) and
AVAC's Good Participatory Practices.

THE INTEGRAL ROLE
OF COMMUNITY

After living in extreme fear and secrecy
during the first 10 years after my diag-
nosis, | joined a community of people
with HIV and learned that the clinical
trials and research in which we were in-
volved should respect our right to al-
ways be a full partner. The principal in-
vestigator for the Georgetown AIDS
Clinical Trials Groups (ACTG) ap-
proached me to ask if | would help re-
vive ACTG's Community Advisory Board.
I did not claim to know or understand
the science, but | did know what it felt
like to be respected, to exercise my
rights to be an active partner in my
care, and to maintain control over an ill-
ness whose grip seemed so strong
while choices and options for healing
seemed elusive.

Finding ways to give to something
bigger than yourself can help to make
you feel whole and hope filled. The
Community Advisory Board allowed me
to join a global community of amazing
and inspiring people whose own lives
of activism, advocacy, and action in-
spired and informed me. | continued
what | began to learn years before HIV:
to advocate for myself with my physi-
cians and other caregivers. | was
buoyed by and honored the lessons
from the early HIV/AIDS activists and
those who used their own personal
stories to create organizations for the
care and support of others.

As part of the ACTG Global Community
Advisory Board, | have witnessed and
been a participant in community leader-
ship and advocacy throughout the
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structure of this large and critically im-
portant National Institutes of Health re-
search network. Thanks to the early acti-
vists, community advisory boards are
now required at ACTG research sites.
Global community leaders involved in
treatment research have assumed criti-
cal roles in ACTG with respect to deter-
mining research priorities, developing
and reviewing protocols, ensuring ethics
in research, and ensuring representa-
tion of communities underrepresented
in research. Community advisory board
members now share the stage with
world-class researchers demonstrating
their own equally groundbreaking
knowledge fortified by their own experi-
ences. As a result of ongoing advocacy,
the number of women in HIV research
has grown but still begs more attention.

WHERE THERE'S
ADVOCACY (AND A WILL),
THERE'S A WAY

| attribute my own growth in advocacy
largely to those individual and organiza-
tional advocates and activists who contin-
ue to be leading voices promoting change
to support families and communities still
disproportionately affected by HIV, eco-
nomic and health disparities, and racial in-
justice. Those voices must be heard and
incorporated throughout the research
process to build buy-in and trust and in-
crease the likelihood of consequential re-
sults. | began working with the District of
Columbia Center for AIDS Research
(CFAR) 12 years ago, the first 10 as a vol-
unteer chair of the Community Advisory
Board (now the Community Partnership
Council). Now a part-time CFAR employee,
| facilitate and provide a community per-
spective throughout the organization.
Having a community person on the staff
demonstrates the value of community
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input. | am now able to interact and col-
laborate with researchers regularly.

| take seriously my responsibility to be a
voice and conscience for the different
communities represented on the Com-
munity Partnership Council and other
community partners. The tireless work of
community stakeholders on the ground
helps to inform research. They fight for
the resources required to increase and
enhance HIV prevention and treatment
services. In response to community con-
cerns, CFAR recently launched an aca-
demic-community partnership award
program in which pilot research is led
equally by a joint team of academic and
community principal investigators. Com-
munity members co-lead scientific inter-
est and working groups in areas of high
priority to them and participate fully in
planning and strategizing meetings with
Executive Committee members, many of
whom are also leading researchers.

Furthermore, the Community Part-
nership Council is involved in the devel-
opment of the next generation of re-
searchers through our role in reviewing
pilot award applications. We now have
a compensation plan that partially rec-
ognizes the professional contributions
that members make. The CFAR environ-
ment is collegial and respectful and
honors distinct identities. | am proud to
be one of the leaders not only initiating
necessary changes but also working to
make sure that there are structures
and processes in place to sustain them.

MORE HARD WORK
REMAINS TO ACHIEVE
A FULL PARTNERSHIP

Much progress has been made that
benefits us all. Nonetheless, despite a
long history of demanding and ensuring
community involvement in HIV research,
further action is needed. People with

HIV, long-term survivors, women,
LGBTQ (lesbian, gay, bisexual, transgen-
der, and queer or questioning) individu-
als, people of trans experience, Latinx
individuals, the faith community, Black
heterosexual men, younger people,
and others have many more important
questions to be answered through re-
search. Moreover, they are closest to
some of the best solutions. As Paul Ka-
wata, executive director of NMAC,
notes: “It's time to build real solutions
that aren't window dressing and come
from the communities we need to
reach.”

Some of what remains to be done is
difficult because it requires structural
change and cultural shifts. Actions
needed include, but are not limited to,
the following:

e Continue to build community trust,
something compromised by deca-
des of unethical practices and
unfair and intersectionally discrim-
inatory practices and treatment

e Use lay language to translate and
disseminate research findings and
avoid stigmatizing, devaluing, and
diminishing language

e Build research capacity within com-
munities (e.g., programs to increase
research and data literacy)

e Facilitate the ability of academic re-
searchers to partner with commu-
nities without professional risk (e.g.,
tenure and promotion concerns)

e Beintentionally inclusive: ask who is
not in the room and then take
steps to involve such individuals

e Hire people from the communities
hardest hit by HIV to assist with all
aspects of the research process

e Recognize and change the power
dynamic by ensuring equal access
to information, resources, compen-
sation, and recognition



e Find innovative ways to routinely dis-
seminate research processes and
findings

e Recognize that old paradigms, narra-
tives, and organizational cultures and
practices are barriers to true academ-
ic-community partnerships and re-
quire constant vigilance and change

I am grateful to have lived many
more years than | expected. Alas, aging
with HIV has ushered in substantial
challenges for long-term survivors and
requires continued and forceful advo-
cacy. My concerns, and those of my aging
cohort, have now turned to the comor-
bidities that emerge sooner than in those
who are HIV negative. These comorbid-
ities in turn increase vulnerability to COV-
ID-19, which | have experienced firsthand.
I am even more committed to wellness
and dignified aging for people with HIV,
and I am also committed to increasing at-
tention to this important topic. May the
example of Rosa Parks continue to inspire
us to achieve equity in partnering in HIV
research. 4JpH
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ublic health institutions are playing
P an increasingly central role in
everyday life as part of the response to
the COVID-19 pandemic (e.g., through
stay-at-home orders, contact tracing,
and the enforcement of disease control
measures by law enforcement). In light
of this, we consider how COVID-19 dis-
parities and disease control practices
intersect with the response to the more
longstanding epidemic of HIV infection
in Canada and the United States.

In a series of developments that predate
COVID-19, the HIV response has been
shaped by advances in antiretroviral treat-
ment that made HIV infection a manage-
able condition for people with continuous
accesstohigh-qualityhealth care. However,
the HIV response has also involved the

Hastings et al.

emergence of novel forms of public health
surveillance, sometimes punitive disease
control measures, and criminalization
measures that have been criticized by
people living with HIV and critical public
health scholars." Developmentsinthis area
include the increased use of novel forms of
phylogenetic analysis and molecular sur-
veillance without individual consent or
community consultation. In 2020, multiple
epidemiological research groups published
articles noting that they have begun to use
phylogenetic analysis of HIV genetic
sequence data (also called “molecular”
HIV data) to infer the direction of HIV
transmission between two individuals
(i.e., todiscernif “person A" transmit-
ted HIV to “person B") with greater
precision than was previously

possible.? This has raised concerns
about how analyses of these data may
propel prosecution of alleged HIV
transmission or nondisclosure.?

In the context of COVID-19, we have
also witnessed enhanced collaboration
between police and public health as well
as an expansion of policing in response
to the pandemic. Critical public health
scholarship® can help make sense of
how criminal law, the logics of criminali-
zation, and public health work may be
convergingin new ways. As critical public
health scholars, we argue that critical
public health research agendas in this
area can have the most impact when
they (1) center race and racism, (2)
investigate how public health surveil-
lance technologies operate across key
HIV disparity groups and across health
systems (i.e., on the body, in laborato-
ries, in health departments, and in care
settings), and (3) enhance understand-
ings of carceral public health practices.

RACE AND RACISM

To meaningfully address the conver-
gence of HIV-prevention technologies,
public health surveillance, HIV criminali-
zation, and coercive public health
measures, it is imperative to foreground
how these practices can come to bear in
particularly harsh ways on communities
of Black and Indigenous people and
people of color. Seemingly neutral public
health activities, such as outreach
informed by molecular surveillance data,
may extend the disproportionate and
ever-present forms of surveillance and
regulation that communities of Black
and Indigenous people and people of
color already face.” In the context of
COVID-19, data released by police in
multiple jurisdictions show that Black
people and people of color are more
likely to be targeted by COVID-19
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emergency laws than are White people.®
New forms of racial profiling and target-
ing linked to COVID-19 disease control
reflect entrenched racism in institutions
of policing and show how law enforce-
ment can intersect with public health in
harmful ways.

Critical public health researchers can
support efforts to combat racism by
collecting data about racism. Sociologist
of science and technology Ruha Benja-
min shows how studying systemic rac-
ism means shifting the research lens
toward powerful institutions that are
involved in the production of vulnerabil-
ity and risk.” This approach has been
modeled by activists and researchers
who call attention to how the science of
HIV infection treatment and prevention
tools relate to HIV criminal laws. Activists
express concerns about how inserting
the language of viral “undetectability”
into a law can exclude or further disad-
vantage those who experience struc-
tural harms.® Studies should call greater
attention to how having undetectable
HIV serostatus is a privileged position
only achievable to those with access to
care and basic necessities and should
also center the impact of racism in
housing instability, food insecurity, lack
oftransportation, lack of medication and
health care access, and inadequate
social supports. Critical public health
research and advocacy should aim to
support efforts to equalize these social
determinants of health, which are crucial
to helping people living with HIV reach
and sustain an undetectable viral load.

HIV SURVEILLANCE
TECHNOLOGY

There is little social science research on

how public health surveillance technolo-
gies actually operate in practice and the
impact such technologies have on

individuals and communities of people
living with HIV.? One way to address this
gap is through critical studies of how public
health agencies collect, store, and circulate
personal information about one’s HIV sta-
tus in particular jurisdictions. By studying
how surveillance mechanisms produce
and circulate knowledge about segments
of the population, critical research can
hold up for public analysis and scrutiny the
technologies that are used to monitor,
control, and regulate behaviors, with a
focus on groups made marginalized by
structural conditions."® Findings can also
contribute to broader demands for public
health practices to be proportionate,
informed by scientific evidence, and in-line
with human rights principles and the spe-
cific needs of different key populations.”’

In addition to uncovering how public
health surveillance infrastructures collect
and distribute public health data, critical
public health research can advance
political movements that aim to mobilize
alternative uses of data. For example,
Data for Black Lives is consolidating state-
level data to examine the disproportion-
ate impact of COVID-19 on Black people
inthe United States. The group centersan
effort to “avoid weaponizing COVID-19
data” by specifying that data “should not
be used to surveil, criminalize, cage, and/
or deny critical benefits” and should
instead inform a reparative stimulus plan
and long-term structural change.'?

In Canada, Indigenous leaders and
researchers have emphasized that
Indigenous public health responses to
COVID-19 must be self-determined and
connected to the work of decolonizing
health care. Such public health
approaches ought to be, per Canadian
public health scholars Lisa Richardson
and Allison Crawford, “informed by
ongoing monitoring of data as governed
by appropriate data sovereignty
agreements”'3PET199 34 5

HIV/AIDS AND OUR WORLD: 1981-2021

commitment to redressing colonial
health disparities. Yeshimabeit Milner
argues that the goal is to “make data a
tool for profound social change instead
of a weapon of political oppression.”'*
This sentiment is highly relevant to both
HIV and COVID-19, although the
respective pathogens causing these
diseases and how they are managed are
fundamentally different from one
another.

CARCERAL
PUBLIC HEALTH

We understand “carceral public health
practices” as coercive public health
interventions that use tools, technolo-
gies, and forms of reasoning from the
realm of criminal law to respond to
public health issues. We discuss this in
previous examples related to HIV and
COVID-19; however, carceral public
health practices are also found in
responses to sex work, the opioid crisis,
and other areas. Studies examining the
convergence of public health and crimi-
nal law should be grounded in the
experiences and perspectives of people
who have beentargets of coercive public
health interventions.

Suchresearch should also address the
specific policy mechanisms and infra-
structures that facilitate the expansion
of carceral public health apparatuses.
Critical studies of carceral public health
practices can help to inform community-
based responses by advocating the
maintenance of transparent, consistent,
and clear boundaries between public
health and criminal law. Thisis a pressing
issue in the midst of the COVID-19 pan-
demic, considering that at the outset of
the pandemic, health departments in
various US and Canadian jurisdictions
were sharing identifiable COVID-19
diagnosis information with police forces
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under rules newly established under
emergency measures.® Studies should
identify best practices for public health
agencies to limit the spread of personal
health data to criminal justice system
actors and illuminate the harms that
emerge when distinctions between
public health and criminal law enforce-
ment are blurred.®

Researchers can adopt what critical
public health scholars have referred to as
a “critical social science with public health
perspective.”'> Such an approach seeks
opportunities for research that engages
with public health to transform public
health practice; it seeks to lessen the
harmful effects, while contributing to
critical social science. This work may begin
by identifying public health ally practi-
tioners who understand how public
health and criminal law convergences
come to bear on the social determinants
of health of individuals who are subject to
enhanced public health interventions.
These ally practitioners may then become
research participants or be better posi-
tioned to translate critical public health
research in their workplaces.

CONCLUSIONS

We are concerned about how the puni-
tive enforcement of public health meas-
uresin somejurisdictions may challenge
human rights standards and propel
carceral responses similar to those that
have emerged in response to HIV."
Particularly in light of the expansion of
public health during the COVID-19 pan-
demic, we endorse a research and
practice agenda that focuses on the
social determinants of health, centers
on the human rights of people living with
and affected by HIV and other commu-
nicable and infectious diseases (partic-
ularly those who already experience
structural harm), and broadens

Hastings et al.

knowledge about public health surveil-
lance. Critical HIV public health
researchers who are interested in fol-
lowing the changing conditions in the
HIV treatment, prevention, and crimi-
nalization landscapes can use these
lessons to benefit other health issues
and communities. We hope that the
parameters laid out in this editorial are
useful for carrying this work forward.
AJPH
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After 40 years of living and, sadly,
dying with HIV, the United States

has become rather complacent. Per-
haps this is partially attributable to our
own success in treating, preventing, and
responding to HIV. But imagine if we
allowed another deadly infectious dis-
ease, such as COVID-19, to continue to
spread for 40 years without investing the
attention and resources needed to wipe
itout. We must end this dangerous cycle,
and we can with the right tools and
leadership. But will we?

Itis indisputable that combatting HIV/
AIDS has been one of the modern
miracles of medicine and that the sci-
entific advances made have propelled
what was once a likely deadly disease
into a manageable chronic condition if
people have access to health care and
medications. The innovative treatment
advances have brought the number of
yearly infections from a high of 130000
in the mid-1980s’ to about 37000 in
2018.2 Although this demonstrates pro-
gress, the number of annual infections
has been relatively stagnant since 20142

It is now estimated that there are 1.2
million people in the United States living
with HIV/AIDS,* an uncurable infectious
disease that left untreated can kill and
infect others. Sadly, there are still nearly
16000 people with HIV/AIDS who die
each year.> We now have the testing and
treatment technologies that allow peo-
ple to live with HIV, but that entails a
lifetime of medications and a disruption
of people’s lives and their families. We
can and must do better.

FEDERAL INITIATIVES

The recent federal Ending the HIV Epi-
demic initiative,® which focuses on high-
priority jurisdictions and the most
affected communities, provides a road-
map for potential success. It ramps up
testing and prevention, including preex-
posure prophylaxis (PrEP) and syringe
service programs, and treatment that
leads to viral suppression. It builds on
the existing programs that people living
with HIV and their advocates have suc-
cessfully created through decades of

HIV/AIDS AND OUR WORLD: 1981-2021 AIDI—I

AIDS activism. This includes the Ryan
White HIV/AIDS Program (https://bit.ly/
2SfK4hQ), which provides care, treat-
ment, and support services for low-
income people living with HIV, and HIV
prevention programs at the Centers for
Disease Control and Prevention,” which
fund testing, surveillance, education,
condom distribution programs, and now
PreP outreach and syringe services. For
people living with HIV who need housing,
there is the Housing Opportunities for
People With AIDS program,® and for
ongoing innovative breakthroughs, the
National Institutes of Health has an
extensive AIDS research program.

Altogether, the US government
spends $35 billion annually for HIV.?
Although most of it is through Medicaid
and Medicare, few single diseases have
such a high level of dedicated resources.
Even with all these resources, it is not
enough toend HIV. So, whatis needed to
end HIV and how can we do better with
the current dedicated resources?

WHAT IS NEEDED TO
END HIV

The Obama administration issued the
nation’s first comprehensive national
HIV/AIDS strategy,® which included the
necessary elements to make positive
change that was propelled with sup-
portive policies, including the Affordable
Care Act."! There was a focus on the
communities most affected, including
Black and Hispanic/Latino gay men and
Black women, and a better allocation of
prevention funding to meet the needs of
the Southern region of the United
States. But because few additional dol-
lars were allocated, progress fell short.
Despite all of its failures—including
attacks on health care, transgender
rights, and immigrants—the Trump
administration launched the Ending the
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HIV Epidemic initiative, which provided
leadership and financial resources to
jurisdictions and resulted in Congress
appropriating more than $400 million in
new funding."? Despite well-deserved
community distrust, state and local gov-
ernments, along with community-based
organizations, began talking seriously
about ending HIV. This was particularly
important in conservative Southern
states, where stigma against HIV
remains high. However, the COVID-19
pandemic hit HIV efforts hard and
slowed the momentum. In the final days
of the administration, the HIV National
Strategic Plan' was released, providing
a more detailed roadmap to end HIV
nationwide. Now it willbe up tothe Biden
administration to implement it.

THE BIDEN
ADMINISTRATION

President Biden's priorities include the
COVID-19 crisis, strengthening our
health care system, and addressing
racial, ethnic, and other inequities, such
as those experienced by the lesbian, gay,
bisexual, transgender, and questioning
(LGBTQ)community. These priorities are
conducive to continued progress in
ending HIV. However, we cannot miss
this opportunity to advance significant
change; if we continue to do the same
thing we have been doing, we will never
achieve better outcomes.

In a stroke of bipartisanship, some-
thing President Biden has repeatedly
said he strongly believes in, he should
adopt the Ending the HIV Epidemic ini-
tiative, invest the increased resources
needed to achieve its goals, and take the
necessary steps to build community
support and partnerships. In his first
preliminary budget request (https://bit.
ly/3gYWART), President Biden high-
lighted a number of priorities and, to the
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relief of AIDS advocates, included con-
tinuing the Ending the HIV Epidemic ini-
tiative. Although his proposed funding
levels fell short of what the Trump
administration proposed, Biden is ask-
ing Congress to increase funding for the
initiative by $267 million. The budget
proposal demonstrates an initial com-
mitment to ending HIV. In the coming
months, we will learn how much atten-
tion and energy the administration puts
behind the initiative.

PROPOSED CHANGES FOR
THE FUTURE

Moving forward, the initiative, including
its resources, should focus on gay men
of color and in the South, as most new
infections are among this group and in
this region. President Biden has issued
the executive order Advancing Racial
Equity and Support for Underserved
Communities,"* which asks for a review
of government programs and proposed
changes for improvements. Existing
domestic HIV programs focus primarily
on racial and ethnic communities, the
poor, and LGBTQ folks. But we must do
better to end HIV.

The Ryan White HIV/AIDS Program is a
model program that—working with
existing health coverage programs such
as private insurance, Medicaid, and
Medicare—provides care, medications,
and support services that address the
social determinants of health, and helps
improve drug adherence and health
outcomes. Sixty-one percent of their cli-
ents have a poverty level of 100% or
below, nearly 74% of their clients repre-
sent communities of color, and the viral
suppression rate for Black and Hispanic/
Latino clients is 84.1% and 89.1%,
respectively, just slightly lower than the
viral suppression rate for White clients of

91%." The Ryan White Program's suc-
cess is key to ending HIV.

Almost all Ryan White Program fund-
ing by law is distributed based on the
number of people living with HIV in a
particular jurisdiction, which means that
underserved areas, such as those in the
South, where many people of color
reside, receive the same amount of
funding as high-resourced areas. These
communities are already dealing with
limited Medicaid programs, and unfor-
tunately state leaders have chosen not
to expand Medicaid. Although | hope
that will change, they are still under-
served and deserve more resources
from the Ryan White Program as well as
HIV prevention and community health
center funding, particularly because that
is where the funding for PrEP resides.

The Ending the HIV Epidemic initiative
got it right by first dedicating new
resources to where more than 50% of
HIV diagnoses occur (https://bit.ly/
3ect4Sa). Tolay the groundwork, funding
was distributed based on case counts.
However, because the initiative is not tied
to funding formulas, the Biden adminis-
tration should evaluate how future fund-
ing is distributed to better address the
needs of underserved communities.
Because all these jurisdictions already
receive funding from the various historic
domestic HIV programs, in the future the
Ending the HIV Epidemic program should
consider those resources as they carry
out their programs. At the same time, we
need to examine existing programs to
determine how their funding is being
used and distributed. No matter the
program, all need to be held accountable
for their spending and results. If certain
areas need more funding and technical
assistance, they should receive it. The
funding must follow the data.

New medications, such as long-acting
treatmentand PreP, will help achieve the
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goal of ending HIV easier. Hopefully, the
new technologies developed to deliver
vaccines for COVID-19 can be used to
develop an HIV vaccine. Companies and
researchinstitutions are also working on
cure research.

COVID-19 has shed a light on the weak
public health infrastructure of the United
States and demonstrated the value of
having a robust health care system.
Hopefully, the federal government will
invest the resources needed to build it up.
This will benefit our response to not only
HIV but other infectious diseases, such as
hepatitis and diseases that we do not even
know about today. Our government and
communities cannot tackle these epi-
demics in silos but must approach them
comprehensively as a syndemic. Funding
streams make that difficult, but accom-
modations must be made.

We canend HIV, butitwilltake the right
leadership, and sufficient resources,
prioritized for those who need them
most. AJPH
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he evolution of HIV care since the
T reporting of the first cases of what
was called “Gay-Related Immune
Deficiency” 40 years ago has been truly
remarkable. In the early years of the
AIDS crisis, fervent advocacy from social
movements rapidly transformed bio-
medical research. Accelerated drug
development, regulatory change, and
improved ability to parse toxic experi-
mental treatments from medications
that are safe and effective all improved
the HIV response. In time, focus shifted
to treatment as prevention. Improve-
ments in the "HIV care continuum”
helped save many lives, reframing HIV
from a death sentence to a manage-
able chronic condition.

But the trajectory of HIV is as much a
story of biomedical triumph as itis a
story of abject structural failure. Despite
remarkable scientific advances, this
epidemic has persisted and morphed,
placing an increasing burden on our
society's most vulnerable. Early gains
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have stalled in the United States and
around the world. New hotspots are
emerging, with a disproportionate
impact on minoritized and stigmatized
populations, especially people who use
drugs (PWUD)." As PWUD and other key
populations have not benefited equally
from biomedical advances, infection
control targets remain out of reach.

TODAY'’S HIV EPIDEMIC

From the early days, substance use has
remained one of HIV's principal risk fac-
tors. As of 2018, people who inject
drugs are 22 times more likely to
acquire HIV than is the general popula-
tion.? This is further exacerbated
among minoritized racial and ethnic
groups, who continue to face a dispro-
portionate burden of new infections
and HIV-related disease ® Although the
proportion of new cases attributed to
injection drug use was decreasing,
there is now an increase in cases

among people who inject drugs in par-
allel with the overdose crisis. As
injection-related drug consumption has
expanded to new settings, both urban
and rural areas have seen new
outbreaks.*

Substance use also increases HIV
risk among those who do not inject
drugs. A number of mechanisms
explain why substance use affects HIV
risk. These include biological vulnera-
bility to seroconversion during drug
consumption and sexual activities. For
instance, among women who use sub-
stances, HIV seroincidence was five
times that of the general population.®
Substance use also shapes HIV risk
through situational contexts and social
networks. However, a major source of
the HIV risk environment for PWUD
emanates from policies related to sub-
stance use and other kinds of
addiction.

DRUG POLICY'S
TOXIC ROLE

Often billed as population-level
“remedies,” laws and other policies play
a central role as responses to societal
ills. These include public health chal-
lenges, whereby policies across institu-
tions and governments shape disease
prevention, control, and treatment.
Despite the “remedy” moniker, how-
ever, claims rationalizing drug policies
rarely receive sufficient scrutiny. Partly
as a result of the AIDS crisis, reasonably
robust systems of biomedical research
and regulatory approval are now in
place to ensure that medical remedies
for individuals are safe and effective
before they hit the market. By contrast,
little protection currently exists to
shield communities from ineffective,
even toxic, policies.
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Of course, the “policy remedy”
metaphor is limited by the marked
differences in how policy measures are
generated, adopted, and analyzed. Their
remedial public health function is compli-
cated by the reality that policies are
developed with a diverse—and often
conflicting—set of motivations, rationales,
biases, and technical expertise. Empirical
research continues to play a limited role
in policy formation; certainly nothing akin
to a regulatory gatekeeper is available to
evaluate potential benefits and harms of
proposed policy solutions. As a result,
poorly designed policies and gaps in their
implementation often limit street-level
benefits. Policies’ collateral harms are sel-
dom systematically documented; when
known, they are too often ignored.®

Drug laws in the United States aptly
exemplify a policy arena where many
interventions are neither safe nor effec-
tive.” Spurred by racism and xenopho-
bia, the United States has charted a
hyperpunitive path in regulating certain
forms of substance use for nearly a
century.® This approach has failed to
exert meaningful “control” over sup-
plies or problematic use. Instead, it cas-
cades to iatrogenic detriment, including
fueling crisis levels of HIV, hepatitis, and
overdose.” It has caused broader struc-
tural damage, with a disproportionate
impact on Black, Indigenous, and Latinx
people, including the extensive harms
of mass incarceration, environmental
degradation, and the crowding out of
resources for health and supportive
programming. The United States has
exported its toxic approach globally by
transplanting its drug policies to and
imposing them on other countries—
sometimes using direct force.

There are numerous examples of
drug policies hampering HIV response.
Laws criminalizing possession and dis-
tribution of injection equipment have

directly fueled transmission among
people who inject drugs. Incarceration
for drug-related and other substance
use-related charges have detrimen-
tally affected the continuum of care,
including adherence to treatment and
access to prevention (e.g., preexpo-
sure prophylaxis) for people living
with HIV. Disruptions in substance use
disorder treatment not only adversely
affect adherence to HIV pharmaco-
therapy and prevention, but also
sharply amplify the risk of overdose
on reentry.

By codifying stigma, these policies
have also resulted in a separate and
unequal system of care for addiction.
The byzantine regulation of opioid ago-
nist therapy has reduced access and
increased racial disparities.” Relatedly,
the reliance on criminalizing women
who use drugs has also fueled family
separation and traumatic foster care
removals for Black and Indigenous
communities, disproportionately
increasing intergenerational trauma,
overdose, and HIV risk."®

The criminalization of substance use
also affects broader access to health
care. This limits the availability of psy-
chotherapies and other modalities to
treat cocaine, alcohol, and various sub-
stance use disorders, including the use
of psychedelics. Various administrative
gaps, stigma, and other factors limit the
integration of HIV and hepatitis screen-
ing and pharmacotherapy with sub-
stance use treatment. Discriminatory
zoning and other enforcement policies
further marginalize PWUD from essen-
tial health and social services. Punitive
policies also affect structural supports
for PWUD and others in their communi-
ties and social networks. This includes
availability of housing, employment,
and social assistance, such as supple-
mentary income and food programs.

SPECIAL SECTION

Despite ample scientific knowledge
about what works, legal barriers have
suppressed the number and scope of
syringe services and other harm-
reduction programs. Well-researched
interventions that reduce the risk of
HIV and other drug-related harms,
such as syringe services, have
remained limited by policy constraints.
Supervised consumption facilities, pro-
vision of injectable opioid agonist ther-
apy, and other safe supply options
available elsewhere globally have yet to
be authorized in the United States.
This has resulted in significant excess
morbidity and mortality, including
recent HIV outbreaks in Indiana, West
Virginia, and Massachusetts.* Gains in
expanding services for PWUD have
often been reversed on ideological
grounds; for harm reduction in the
United States, progress has often been
one step forward, two steps back.® The
only thing more tragic than shuttering
vital harm reduction program that
could prevent HIV outbreaks is abort-
ing services that had successfully
brought such outbreaks under control;
and yet, Scott County, Indiana, recently
did just that (https://bit.ly/3xmiTkO).

Despite successful linking, retaining,
and managing patients with HIV on anti-
retroviral therapy, substance use disor-
der treatment access remains low. By
failing to diagnose and to engage and
sustain significant proportions of people
in evidence-based treatment, we are
failing patients at every step. This results
in surging levels of overdose, HIV, and
other outcomes with a disproportionate
impact on racialized groups.>

The toxic consequences of policy go
beyond formal law. Law enforcement
functions as an important mediator of
the impact of policies on health risk.
Research has shown that policing practi-
ces can and do block access to syringe
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distribution, condoms, and other harm-
reduction and treatment services for
PWUD.®™" Based on persistent racial gra-
dients in drug law enforcement, police
encounters translate into racial dispar-
ities in HIV risk and seroconversion.’

In democratic societies, policies are
amenable to feedback through partici-
patory processes."? But pernicious
legal and logistical barriers have
blocked such possibilities by systemati-
cally excluding PWUD, especially
minoritized populations, from civic
participation. Disenfranchisement has
created the inability to select represen-
tatives who craft drug and broader poli-
cies to advance, rather than hamper,
public health gains.'?

SHIFTING THE POLICY
ENVIRONMENT

Currently, a failed drug policy frame-
work blocks our ability to achieve key
HIV-control targets. Our 2030 goals will
require not only eradicating toxic laws
but also addressing the downstream
effects of these policies.”®

Progress in HIV prevention and treat-
ment among PWUD demands major
policy reforms. Because the very pur-
pose of criminal law is to stigmatize,
there can be little progress on stigma
reduction without reforming criminal
law. Statewide drug decriminalization in
Oregon along with local efforts indicate
growing momentum for positive
change ® Policies outside criminal law
must also relinquish punitive, stigmatiz-
ing, and intrusive approaches to sub-
stance use now dominant in family,
housing, education, immigration, voting,
and numerous other legal arenas.'* ">

Although formal policy reform is vital,
it alone is not sufficient. Advances in
HIV response must also engage the
intersectional movements to reform

Beletsky et al.

policing that are now unfolding glob-
ally.® Reclaiming resources from carceral,
racist systems creates opportunities to
address the root causes of drug use,
namely early childhood trauma, poverty,
homelessness, and violence.

As with biomedical advances, there is a
positive feedback loop between scientific
progress, social movements, and govern-
ment action. Given the extensive evidence
of iatrogenesis in current approaches,
what is needed now more than ever is a
major social movement to relegate these
toxic policies to the dustbin of history;
ending HIV depends on it. 4JPH
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As a community organizer and medi-
cal student, | study social move-

ments and their effects on public health.
My understanding of social movements
helps me build trust with patients and
anticipate structural barriers they navi-
gate. The histories of HIV/AIDS activism
that | have come across are brimming
with lessons that inform my understand-
ing of the pandemic and should shape
our approaches to ending it. One histori-
cal moment that is relatively forgotten
but especially relevant today is the case
of the world's first HIV prison camp.

THE FIRST HIV
PRISON CAMP

Following the military coup of Haitian
president Jean Bertrand Aristide in
1991, thousands of Haitian refugees
fled on boats headed for the United
States. Among these refugees was a
Haitian woman named Yolande Jean
who had been organizing adult literacy
programs before she was arrested and
beaten by Haitian military officials." Yo-
lande Jean experienced a miscarriage
from her injuries and sought asylum in
the United States.” Unfortunately, she
and the other refugees who fled to-

gether were captured by the United
States Coast Guard after just two days
at sea.! They were taken to Guantana-
mo Bay and tested for HIV upon arrival.
Yolande Jean and about 250 Haitian
refugees who tested positive were sep-
arated and held in the world's first pris-
on camp for HIV-positive refugees,
known as Camp Bulkeley.

While held at the HIV prison camp, Yo-
lande Jean and her fellow Haitian refu-
gees were starved and physically
abused. They were housed in shabby
tents that offered scant protection from
the elements, and their belongings were
burned by the US Immigration and Nat-
uralization Service." Women held in the
camp were forcibly injected with Depo-
Provera, a long-acting contraceptive,
and all of the refugees dealt with early
morning military sweeps by soldiers
dressed in riot gear." Even as many refu-
gees experienced complications from
HIV/AIDS in addition to deplorable living
conditions, US government officials re-
sisted initial efforts to relocate the refu-
gees to the mainland.?

As a result of the military’s abuse and
the US government’s inaction, Yolande
Jean gathered other refugees within
the prison camp and launched a

HIV/AIDS AND OUR WORLD: 1981-2021 AIDI—I

hunger strike in January 1993." After 15
days, she was beaten, arrested, and
placed in solitary confinement." Notice
of the strike spread quickly in the United
States, and the protest was picked up
by students at Yale Law School. The law
students coordinated a rolling hunger
strike that was “passed” from one uni-
versity to another across the country.?
Awareness of the HIV prison camp grew,
and members of the US government
faced pressure from religious leaders,
immigration groups, and HIV/AIDS acti-
vists.? Even two Hollywood actors went
off script and spoke out at the 65th
Academy Awards to draw attention to
the camp.” After a year and a half, the
camp was finally ordered closed in
March 1993, and all surviving refugees,
including Yolande Jean, were trans-
ported to the United States.>

SOCIOPOLITICAL
CONTEXT OF HIV/AIDS

L ON'LLL [OA 'LzOZ AN HdIV

As a medical and public health student,
I am cognizant of the ways in which
population health is influenced by so-
cial, political, and economic forces. My
conversations with patients often focus
on the insurance, housing, and immi-
gration policies that influence their
health. The lived experiences of pa-
tients in clinical settings and the litera-
ture in my public health courses make
it clear that prevention and treatment
of HIV/AIDS are inextricably tied to pa-
tients' sociopolitical contexts.

For Yolande Jean and her fellow refu-
gees at Camp Bulkeley, internmentin a
military prison because they were HIV-
positive political refugees completely ne-
gated their ability to receive proper
medical care. Although not as horrific as
the experiences of Yolande Jean, the so-
cial, economic, and political conditions
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that continue to drive the HIV/AIDS pan-
demic are frequently overlooked, as-
sumed to be inevitable, and fiscally ne-
glected. As a result, many public health
resources to reduce viral transmission
and improve HIV/AIDS-related out-
comes are directed to the dissemination
and development of antiretroviral thera-
pies and prevention technologies.

Yolande Jean and fellow refugees at
Camp Bulkeley experienced unsafe,
unsanitary, and deplorable living condi-
tions that were oppressive and diamet-
rically opposed to their health. Similarly,
many people living with HIV are affect-
ed by government policies, corporate
patents, health care systems, and dis-
criminatory social conditions that are in
opposition to their health. This reality
holds true around the world, with mil-
lions of HIV-positive people facing daily
food insecurity, poverty, language bar-
riers, racism, sexism, homophobia, and
criminalization. Therefore, our efforts
to end the HIV/AIDS epidemic cannot
rely solely on vaccine developments,
sexual education, biomedical preven-
tion, or novel antiretroviral medica-
tions. We must also seek universal
housing, universal health care, and ac-
cess to healthy foods and clean water.
We know from history that social
movements are capable of shifting
these material conditions, so how do
we organize this process today?

SOCIAL MOVEMENTS AND
THE FUTURE

The coalition that forced the closure of
the world's first HIV prison camp had a
broad base. Leaders in different sectors
were aligned with the refugees who
were directly affected, and together
they worked toward the goal of closing
the camp. In community organizing, this
is known as coalition building, and it is a

Garcia-Wilde

crucial first step in launching effective so-
cial movements grounded in greater le-
gitimacy, visibility, and power. Coalition
building has been a large part of HIV/
AIDS activism for decades. Most recently,
HIV/AIDS activists and organizations of
sex workers have collaborated against
the criminalization of sex work and HIV
nondisclosure.® Grassroots relationships
among different stakeholders are crucial
to ending the HIV/AIDS pandemic, but
they are not enough on their own.

The coalition that advocated for the
closure of the HIV prison camp identi-
fied and pressured specific government
officials who were capable of closing
the camp. In community organizing, the
intentional study of decision makers,
their institutions, and their influence
over an issue is referred to as a power
analysis. This essential step in establish-
ing a successful social movement allows
a critical evaluation of key individuals
and organizations that may be worth
engaging. Historically, HIV/AIDS activists
have been very strategic with respect to
their language and direct-action pro-
tests. This was most visible in 1989,
when members of the AIDS Coalition to
Unleash Power disrupted the New York
Stock Exchange by chaining themselves
to a balcony, displaying a banner, and
blaring foghorns.® The activists symboli-
cally confronted the pharmaceutical
corporation producing and selling AZT
(azidothymidine), the most expensive
medication in history at the time and
the only one that was approved to treat
AIDS. The corporation responsible re-
duced the cost by 20% soon after.®

Today’s efforts to end HIV require us to
study and confront sources of power de-
liberately and strategically, as activists
have done in the past. As it becomes in-
creasingly clear that ending HIV is a pro-
ject of social transformation, we should
turn to the history of HIV/AIDS activism.

Scientific discoveries rightfully give us
hope, but we also need to reinvent institu-
tions and policies to guarantee that hu-
man rights and needs are met around
the globe. History tells us that this is possi-
ble through social movements with broad
coalitions, common goals, creative strate-
gies, sharp power analyses, and courage
of the caliber that Yolande Jean and
countless unnamed HIV activists have
demonstrated in the last 40 years. AJPH
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0 ver the last 40 years, the HIV epi-
demic has disproportionally bur-

dened men who have sex with men
(MSM), and especially MSM of color, in
the United States." This subpopulation
alone accounted for 69% of the nation’s
transmissions in 2018, with one in six
MSM expected to acquire HIV in their
lifetime without intervention.” The high
incidence among MSM is multifactorial,
incorporating factors beyond individual
behavior.? Social and structural risk fac-
tors (classism, racism, heterosexism)
place this marginalized community at
increased risk for HIV.%> Systems of
oppression operate at the provider level
through provider-based heterosexism
and cultural incompetence among pro-
viders serving queer individuals.*?
These provider-based factors contribute
to the HIV disparity among MSM at the
societal level by reducing access to
inclusive health care and reducing pro-
gression across the preexposure pro-
phylaxis (PrEP) continuum.*® Effectively
reducing HIV incidence among MSM

necessitates access to inclusive and
queer-competent health care. We must
view diversity and inclusion efforts—and
all interventions against heterosexism,
classism, and racism in medicine—as a
part of the national HIV response and
the efforts to end the HIV epidemic.”
Until we achieve these goals, HIV pre-
vention and treatment efforts will con-
tinue to be impeded by provider-based
heterosexism and heteronormative
standards, perpetuating the stereotype
of MSM as victims of the epidemic.
However, to foster greater inclusivity in
our health care system as an interven-
tion for MSM, we must firstask ourselves
how to define an inclusive, queer-
competent provider.

Our current beliefs about inclusivity in
queer health care often focus on a
patient’s experience in the clinical set-
ting. The mission to offer inclusive care is
centered on how a clinic or provider can
present a welcoming atmosphere. Pro-
viders may worry about asking for pro-
nouns and using the right language in

HIV/AIDS AND OUR WORLD: 1981-2021 AIDI—I

order not to offend queer patients. Pro-
viders add rainbows to their badges. The
concept of an inclusive provider or
health care setting has been defined as
an interaction that does not further
traumatize the patient and as a physical
environment that signals acceptance. To
be clear, a queer-friendly clinical envi-
ronment and appropriate language
should be a goal. However, such a defi-
nition alone neglects recognition of the
prior trauma and experiences of
oppression of the queer patient. We
must understand that, no matter how
welcoming a health care setting or
provider, queer patients have experi-
enced and are still experiencing
societal and structural heterosexism
outside the clinicwalls. Heteronormative
standards traumatize queer patients
and directly undermine their ability to
achieve optimal health and well-
being.4'5'8'9

To bring us closer to ending the HIV
epidemic among MSM, inclusivity in
health care ought to be conceptualized
as an approach in which providers rec-
ognize the collective traumas and bar-
riers, driven by marginalization, that
MSM experience and contextualize
treatment accordingly. Inclusivity
requires both trauma-informed and
oppression-informed care for queer
communities.'® Providers must go
beyond the aim of not inadvertently
retraumatizing the queer patient by the
collective traumas of microaggressions
and understand the pervasive nature of
oppression, the forms of trauma preva-
lentamong the queer communities, and
how standards of care informed by
oppression and trauma can promote
environments of healing and recov-
ery.'%12 This recenters the focus of
inclusivity on how medicine can combat
societal oppression faced by marginal-
ized populations. These efforts will
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promote more equitable health out-
comes for MSM by furthering access to
HIV prevention and care services,
improving treatment outcomes, and
fostering more effective
provider-patient relationships.'?

An example of how we are able to
operationalize a trauma- and
oppression-informed standard of care
includes how we can remove the queer
patient from the assumption of hetero-
sexuality without the burden of disclo-
sure. Knowledge of queer health can be
integrated as routine health informa-
tion, disseminated to all patients
regardless of patient-reported or unre-
ported sexuality. These conversations
should not be the limit of inclusivity, nor
replace practices like taking an inclusive
sexual health history, but should rather
serve as standard, baseline conversa-
tions that guarantee a degree of inclu-
sivity for each patient. In the context of
HIV prevention, this could take form as a
routine conversation in which Prep is
discussed with each patient, regardless
of reported sexual behavior or risk.'?
Another example includes HIV counsel-
ing with each patient that encompasses
all types of sexual activity, sexual orien-
tations, and gender identities. Neutral
andinclusive counseling recognizes how
marginalization outside of the clinic dis-
incentivizes disclosure and therefore
removes it as a requirement for access
to care."* Furthermore, these examples
illustrate how, moving forward, pro-
viders who embrace and apply these
inclusive approaches can serve as an
intervention to mitigate the marginali-
zation of queer patients and, in return,
work to improve HIV outcomes among
queer patients. A provider may not be
able to directly modify a patient's sys-
tems of oppression, but they can apply
informed care to combat them. In the
end, employing this more extensive

Hanshaw

model of clinical inclusion will better
serve the MSM population and help us
finally eliminate their long-standing bur-
den in the HIV epidemic. 4JPH
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rowing up as a gay cisgender man
G on the rural west coast of Puerto
Rico, I was no stranger to the dearth of
resources to manage my sexual health
and navigate a patriarchal society that
often ignored the needs of my commu-
nity. Puerto Rico, a commonwealth ter-
ritory, ranks as the third most densely
populated area in the United States and
has among the highest rates of HIV
prevalence and incidence in the country.
The HIV epidemicin PuertoRicois largely
concentrated among sexual minority

men.’

GAPS IN HIV SERVICES
AND SEXUAL
HEALTH EDUCATION

HIV testing and support services tailored
to the needs of youths identifying as
LGBTQ (lesbian, gay, bisexual, transgen-
der, and queer or questioning) were
more readily available in the capital of
San Juan, a two-hour drive away, than in

the western and southern parts of the
archipelago. Those of us on the west
coast persistently faced difficulty in
accessing current and up-to-date HIV
prevention services (e.g., testing and
counseling). The nearest no-cost HIV
testing center was a 45-minute drive
away and hidden in a lot behind the
biggest hospital in the region, thus
making HIV testing, the most basic tenet
of our national HIV/AIDS strategy for
ending the epidemic, out of reach for
those with limited resources.

Moreover, sexual health education,
pivotal to understanding one's risk for
HIV and how to manage it, is limited in
both outreach and scope because it is
based on a heteronormative assump-
tion of sexuality. In 2017, the govern-
ment of Puerto Rico expressed its
opposition to gender-based curricula
wherein schools would ensure provision
of sexual health education on the basis
of gender and sexuality. The Centers for
Disease Control and Prevention

HIV/AIDS AND OUR WORLD: 1981-2021 AIDI—I

recognizes sexual health education as
an evidence-based intervention for HIV
prevention. As such, failure to adopt
such curricula represents a missed
opportunity to educate young people at
risk for HIV and other sexually transmit-
ted infections. Furthermore, the few
available community spaces for LGBTQ-
identified individuals are overburdened
and lack adequate funding to address
the needs of a growing and increasingly
visible community.

STRUCTURAL AND SOCIAL
DETERMINANTS OF HIV
VULNERABILITY

The series of natural disasters and
ensuing sociopoalitical turmoil over the
past three years, increasing local pov-
erty, and now the global COVID-19 pan-
demic have highlighted the poor infra-
structure for supporting HIV prevention
efforts, a situation caused by an over-
burdened health workforce and poor
distribution of federal funds.? These are
just some of the myriad examples of
years of US government colonization
and inequity; recently, a fiscal oversight
board instituted by the federal govern-
ment imposed severe austerity meas-
ures that have crumbled an already
weakened public health infrastructure.
Rodriguez-Diaz calls for structural
changes to address social determinants
of health for residents of Puerto Rico.**
I argue that a cultural shift is needed as
well, one that addresses the stigma and
discrimination fueling the HIV epidemic
among Puerto Rican men who have sex
with men, fosters inclusivity and com-
munity capacity building, and capitalizes
on people’s resilience.

Particularly, people’s HIV risk should
be contextualized in terms of the specific
social and structural factors that hinder
their access to services, such as stigma
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and discrimination in health care set-
tings, low health literacy, and lack of
community spaces. It is by understand-
ing the unique barriers to prevention
that we can start to develop tailored
interventions to reduce HIV infection
rates. Furthermore, the HIV prevention
landscape in Puerto Rico urgently needs
to evolve from a sexual risk avoidance
paradigm to one that fosters reproduc-
tive justice, including increased access to
testing and biomedical tools such as
preexposure prophylaxis. There is a lack
of current scientific research on the
availability and uptake of HIV prevention
tools on the island, pointing to a signifi-
cant gap in our understanding of the
local epidemic among this population.
There is power in harnessing civic and
community resilience as a means of
addressing this epidemic. Those leading
future interventions or government
programs will benefit by working collab-
oratively with local organizations to
influence the local HIV response. Public
health research has taught us that
community coalitions provide a vehicle
for bringing about sustainable structural
and political changes.>® Grassroots
organizations in the United States such
as ACT Up and the Treatment Action
Group exemplify the power of the syn-
ergy between community and research
in enactingmeaningful change inthe HIV
drug approval process. | believe a similar
approach can be taken in Puerto Rico.
Although considerable progress has
been made in the prevention and man-
agement of HIV/AIDS since the first
reported cases 40 years ago, there is
room for improvement in reaching rural
sexual minorities in Puerto Rico. Local
organizations such as COAIl Inc., Puerto
Rico CoNCRA, and Migrant Health have
been diligently filling the gaps in access
to HIV prevention for years by creating
community spaces and fostering
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altruism, compassion, and resilience
through workshops and educational
activities for LGBTQ individuals. In addi-
tion, they have extended services to
localities outside the San Juan metro-
politan area and provided resources in
areas where HIV is being spread but is
often overlooked. Indeed, public health
responses to HIV cannot be successfully
implemented or achieved without bol-
stering community resources. Doing so
will certainly have a significant impact in
reducing HIV disparities in Puerto Rico.
AJPH
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A Centenary Tale of Two Pandemics:
The 1918 Influenza Pandemic and
COVID-19, Part 1l

David M. Morens, MD, Jeffery K. Taubenberger, MD, PhD, and Anthony S. Fauci, MD

Both the 1918 influenza pandemic and the 2019-2021 COVID-19 pandemic are among the most
disastrous infectious disease emergences of modern times. In addition to similarities in their clinical,

pathological, and epidemiological features, the two pandemics, separated by more than a century, were

each met with essentially the same, or very similar, public health responses, and elicited research efforts

to control them with vaccines, therapeutics, and other medical approaches. Both pandemics had lasting,

if at times invisible, psychosocial effects related to loss and hardship. In considering these two deadly

pandemics, we ask: what lessons have we learned over the span of a century, and how are we applying

those lessons to the challenges of COVID-19? (Am J Public Health. 2021;111(7):1267-1272. https://

doi.org/10.2105/AJPH.2021.306326)

here are many similarities, and
Tsome differences, between the
influenza pandemic of 1918-1919 and
the COVID-19 pandemic of 2019-2021.
Epidemiological and clinical similarities,
including viral origin, transmission, and
disease morbidity and mortality, were
discussed in Part | of this article.”

PUBLIC
HEALTH RESPONSES

In 1918, fundamental knowledge of sani-
tation, hygiene, and principles of disease
transmission were almost as well under-
stood as they are today.? Mechanisms
of respiratory spread and means of pre-
venting respiratory transmission were
particularly well understood (Figure 1).
The dangerous effects of crowding in
public places and closed airflow in build-
ings and the need to socially distance
were likewise fully appreciated. This
knowledge had been accumulating since
the beginning of the sanitary movement

in the 1840s, was greatly advanced by
acceptance of a “germ theory” in the
1870s, and had been publicly visible
since the 1880s in international public
health efforts to control the spread of
tuberculosis, then a major killer.

Masks, coughing etiquette, use of
clean handkerchiefs, proscription of
spitting, placement of spittoons in
saloons, isolation of the ill, avoidance of
congregation, and closing of sports
events, theaters, schools, and churches
were all employed in 1918 (Figure 1). In
the pandemics of both 1918 and
2019-2021, public health officials rec-
ommended wearing face masks. As nei-
ther N95 nor modern surgical masks
were available in 1918, newspapers
printed illustrated instructions on mak-
ing homemade masks using cloth
handkerchiefs and string. Both pan-
demics prompted fanciful improvisa-
tions, including morbid art that seemed
to mock death; others made masks for
domestic pets (Figure 1). In 1918, some

professional, collegiate, and other
sports events were closed,? but in
other cases athletes went on playing
with or without masks (Figure 1). Public
refusal to wear masks was nearly as

L ON'LLL [OA 'LzOZ AN HdIV

common as it is today, even though in
1918 scofflaws often faced stiff fines.
Church gatherings and even court
proceedings in 1918 were held out-
doors, even in the streets. Forced and
self-isolation were common. Just as
Boccaccio and friends had done more
than five centuries earlier, during the
1348 pandemic of bubonic and pneu-
monic plague, in 1918 citizens took
their own public health actions, such as
isolating themselves away from crowds,
work, and school. After he was rejected
for US military service, future novelist
William Faulkner fled to Canada for air
force training; the Royal Canadian Air
Force locked down (i.e., isolated) Faulk-
ner and the other trainees for a period
of time during the pandemic, prevent-
ing them from being infected. In the
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I FIGURE 1— Wearing of Face Masks, 1918 and 2020

Note. In the pandemics of both 1918 (influenza) and 2019-2021 (COVID-19), public health officials recommended wearing face masks for both casual outings
and at sports events, and at other large gatherings. Parts a and b: Masked pet owners and pets, circa 1918 (a) and 2020 (b). Parts c and d: Fanciful masks
seem to mock the pandemic’s “grim reaper” circa 1918 (c) and 2020 (d). Parts e and f: In 1918, some sports events were canceled but others went on, often
with masked players or spectators, or both (e). In 2019-2021, many live sports events have been canceled or played without live spectators (f; Photo by Mike
Kireev/NurPhoto via Getty images; published with permission).

COVID-19 pandemic, many more peo-
ple are able to self-isolate at home
because of teleworking and better-
organized food-delivery services.

Public health programs in the United
States in 1918 were largely state- and
city-based. The key pandemic decision-
makers were governors, mayors, local
health departments, businessmen, and
community leaders, and sometimes
nurses and volunteers. Because the
pandemic spread so rapidly across the
United States,* there was little time for
planning or coordination. In smaller
towns, the pandemic abruptly
emerged, peaked, and was often reced-
ing or gone within three or four weeks.
Different public health response plans
were improvised on the spot. Some
were more effective than others; mor-
tality varied greatly from one place to

Morensetal.

the next. Many citizens defied public
health recommendations.

Associations between strictness of
public health measures and low
mortality were immediately noted and
much discussed in 1918, especially in
cities such as Pittsburgh and Philadel-
phia, Pennsylvania, where overcrowd-
ing, lockdown resistance, and tolerance
of social gatherings were associated
with increased mortality. Modern
analyses are consistent with the benefi-
cial effects of stricter measures.?
Inactivated bacterial vaccines,
intended to prevent death from
influenza-associated secondary bacte-
rial pneumonia, which caused the vast
majority of pandemic deaths, were
often used in 1918, and seem to have
been moderately effective in

preventing death.>®

Similarities between the public health
responses in 1918-1919 and 2019-2021
are many. National and international
public health approaches to both pan-
demics varied widely, with predictable
and unpredictable successes and fail-
ures. COVID-19 public health responses
rely on the basic strategies of 1918: pub-
lic “lock down,” social distancing, hygiene,
and self-isolation. During the COVID-19
pandemic, we have also had polymerase
chain reaction and serologic testing to
identify the virus and its immune finger-
prints, as well as contact tracing, well
understood in 1918 but not widely used,
probably in part because pandemic
explosivity led quickly to an overwhelm-
ing number of unmanaged cases. In
2019-2021, we have had bacterial vac-
cines for two of the bacteria (Streptococ-
cus pneumoniae and Haemophilus



influenzae type b) associated with fatal
secondary pneumonias in 1918.” Deploy-
ment of severe acute respiratory syn-
drome coronavirus 2 (SARS-CoV-2) vac-
cines (ongoing as of May 1, 2021) is
expected to offer the most realistic hope
of ending or at least slowing down the
pandemic in the immediate future,
although many months of scale-up and
vaccine distribution and uptake, prioritiz-
ing who gets vaccinated, overcoming vac-
cine hesitancy, and conceivably dealing
with vaccine complications, remain as
challenges, especially in countries such
as India.

An ominous turn of events now
unfolding (as of May 2021) is the emer-
gence of multiple SARS-CoV-2 genetic
variants apparently associated with
increased transmissibility and possible
immune escape, potentially affecting
vaccine efficacy and diagnostic test sen-
sitivity.® Though some of these variants
have been suspected of causing more
severe disease, this has not been scien-
tifically established at the time of this
writing. In 1918-1919, high influenza
mortality was associated with viral
genetic stability, but over the decade of
the 1920s, as population immunity
rose, mortality and case-fatality
declined. Because viruses have not
been recovered from the period of
1920-1932, itis unclear whether and
when viral attenuation occurred and
what were its genetic determinants. In
contrast to early suspicions about
SARS-CoV-2, there are no data to sup-
port that the 1918 influenza virus
became more transmissible or more
deadly after its emergence.

DIAGNOSIS
AND TREATMENT

As the viral cause of the 1918 pandemic
was unknown, diagnosis was clinical and

treatment largely supportive. This was the
first major disease emergence in which
the new technique of diagnostic radiology
was used, particularly in the US military.”
Although most physicians did not have
access to diagnostic x-rays, they were
often remarkably skilled at using ausculta-
tion, percussion, elicitation of tactile fremi-
tus, and observation of respiration,
among other diagnostic skills. Oxygen
was often available and used. Appear-
ance of so-called “heliotrope cyanosis” of
the prominent facial parts,*'® although
not unique to the 1918 pandemic, was
recognized as a terminal event associated
with profound hypoxia attributable to
loss of gas exchange together with
metabolic acidosis.

Those who survived bacterial pneu-
monias often developed life-threatening
empyemas, requiring difficult clinical and
surgical management."! In an era when
therapeutic successes for various
other diseases had been achieved with
immune plasmas obtained from hyper-
immunized horses, goats, or other ani-
mals, some influenza patients were
treated, with apparent success, by using
human convalescent plasmas,'? as is
now the case with COVID-19."% Then, as
now, the pandemics brought out wish-
fully repurposed drugs that had little
chance of success (e.g,, quinine in 1918,
hydroxychloroquine in 2020). Then, as
now, irrational and often harmful reme-
dies enticed the hopeful (enemas and
laxatives in 1918; bleach, disinfectants,
and colloidal silver in 2020), in addition
to known therapeutics such as immune
plasmas and monoclonal antibodies,
dexamethasone, and the antiviral
remdesivir (used in the United States
under Food and Drug Administration
emergency use authorization), but the
efficacy and appropriate therapeutic
indications of the latter remain uncer-
tain. Early data, for example, suggest
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that in certain patients remdesivir may
be of some benefit in shortening illness,
although reduction in overall mortality
has yet to be fully established."*

Lacking antivirals and antibiotics in
1918, supportive care was the mainstay
of treatment, with an emphasis on
attentive nursing care, and was consid-
ered the most effective way to save
lives. Nurses from the Red Cross and
other agencies, as well as volunteer
nurses, mostly women with little or no
previous nursing training, went into
homes, especially in poorer neighbor-
hoods, to tend to the sick; they were
widely regarded as pandemic heroes,
as are frontline health care workers in
2019-2021. Itis of note that deploy-
ment of physicians in the war opened
leadership positions for women physi-
cians and scientists on the home front
at a time when the women's suffrage
movement was at its peak.

The COVID-19 pandemic arrives at a
time when remarkable medical advan-
ces create a diagnostic and therapeutic
world unimagined in 1918: rapid viral
diagnostics, x-rays and magnetic reso-
nance imaging, blood gasses and
chemistries, antibiotics, antivirals, inten-
sive care units with ventilators and
monitors, and extracorporeal mem-
brane oxygenation. However, even with
the very best care, many patients who
survive the period of SARS-CoV-2 repli-
cation and cellular damage still do not
survive, or survive with serious long-
term complications. Lack of complete
understanding of the natural history
and pathogenesis of COVID-19 stands
in counterpoint to the high level of
understanding of the mechanisms of
secondary bacterial pneumonia in
1918, even though, ironically, treatment
options were far fewer in that era.
COVID-19 causes pneumonia; however,
unlike influenza, it also damages a wide
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I FIGURE 2— The 1918 Pandemic Inspired Many Artists

Source. Part b used with permission of the artist, Pete Ryan (https://www.peterthomasryan.com).
Note. Part a: Dying in his Vienna, Austria, apartment of influenza pneumonia (1918), painter Egon Schiele produced his last artistic work, a drawing of his

wife, Edith Harms, 6 months pregnant and suffering from the same disease. She died hours after the drawing. Part b: A 2020 illustration captures the anxi-
eties of COVID-19 spread; design by Pete Ryan for Vox, printed with permission.

range of organ systems, causing vascu-
lar"® and neurologic symptoms,'® and
may be associated with aberrant
immune responses'’ that may differ
from those of influenza, often compli-
cated by microthrombi in lungs and
other organs associated with thrombo-
embolic phenomena."® Our understand-
ing of the natural history and pathogen-
esis of COVID-19 is just beginning.

RESEARCH

The 1918 pandemic occurred at the
dawn of the era of virology. Viruses as
we know them today had been charac-
terized only as “filter-passing agents,”
submicroscopic entities of some sort

Morensetal.

that were able to cause diseases after
passage through porcelain filters that
trapped bacteria.'® Although a descen-
dant of the 1918 human influenza virus
was not officially isolated until 15 years
after the pandemic, it seems likely that
in 1918 two research groups, one in
Tunisia and the other in Japan, actually
did isolate the virus, but had no way to
maintain the agent via continuous pas-
sage in humans or animals, or via freez-
ing.2%?" Human challenge studies were
conducted with human secretions;
however, results were problematic. The
1918 pandemic came and went so
quickly that comprehensive research
programs could not be set up in time,
and isolates of virus-containing

infectious material could not be easily
propagated or maintained.

In contrast, complete genome
sequences of SARS-CoV-2 were made
public in early January 2020, and, as of
May 2021, many tens of thousands of
genome sequences have already been
published in online databases. In vitro
culture and initiation of in vivo experi-
mental animal modeling have occurred
rapidly, followed by extensive basic and
clinical testing of diagnostic assays, ther-
apeutics, and vaccines leading to studies
on natural history and pathogenesis.
The rapidity with which important
scientific knowledge about COVID-19
has accrued in just a few months would
have astonished scientists in 1918.


https://www.peterthomasryan.com

RESPONSES TO
PSYCHOLOGICAL AND
PSYCHOSOCIAL EFFECTS

Then, as now, contemporary photo-
graphs show images of horror: stacked
bodies, rows of grave markers, and
open pits into which bodies are thrown
(see Figure 1 in Part M. People were
dying alone, in their own homes, with
no one to comfort them in their final
hours. Mercifully, the horrors of the
1918 pandemic were brief, as the pan-
demic passed through most towns and
cities like lightening and was suddenly
gone. In 2019-2021, many months of
ever-climbing COVID-19 deaths, lock-
down, dread, and uncertainty, have
added to the tragedy and led to out-
breaks of depression, suicide, anger,
hopelessness, and even anomie.

It has often been said that the 1918
pandemic was quickly forgotten, reflect-
ing a global exercise in intentional
amnesia; however, a closer look at the
legacy of 1918 suggests otherwise. For
example, the pandemic inspired many
artists. In a Vienna, Austria, apartment,
a brilliant painter who always aimed to
shock and infuriate, Egon Schiele
(1890-1918), lay dying of influenza
pneumonia in late October 1918.
Schiele's last work was a drawing of his
wife, Edith Harms (1893-1918), six
months pregnant and dying beside
him, also of influenza pneumonia
(Figure 2). She died hours after the
drawing; Schiele survived another two
days. Before dying, he arranged with
friend Marta Fein-Spraider (1894-c.
1941) to take a photograph at the
moment of his death.? There are also
the self-portraits of painter Edvard
Munch suffering from influenza in his
own bedroom; Thomas Wolfe's wrench-
ing account of the death of his beloved
brother Benjamin, written down in

exacting autobiographical detail (Look
Homeward, Angel and O Lost: A Story of
the Buried Life); Katherine Anne Porter's
haunting tale of her own survival (Pale
Horse, Pale Rider), unfolding dream-like
to its tragic ending; the surge in the
Dada art movement in response to the
horrors of the war and the pandemic;
the hedonistic escapism of the Roaring
Twenties; and the exhaustingly com-
prehensive files of millions of photos,
letters, diaries, and recollections that
still survive today, and that still speak to
us. The 1918 pandemic was never
really forgotten. We just forgot that we
had never forgotten it.

It will probably be a long time until we
can fairly look back to compare and
contrast all of the effects of these cen-
tenary pandemics. Both came at times
of upheaval, periods in which dramatic
changes seemed inevitable, but in what
direction could not be predicted. In
1918, the world had been stunned by
the carnage of the Great War (around
40 million deaths), including the sense-
less deaths of a whole generation of
young men, leaving widows, orphans,
and broken, grieving families. Shock,
disbelief, anhedonia, and dark cynicism
prevailed. Then, just at the war's end,
the pandemic came, lightening-like, kill-
ing tens of millions more.

The year 1918 marked the last year
of the deadliest war, and the first year
of the deadliest pandemic in human
history, up to that time. Looking back
across the last century, we can see that
the "War to End All Wars” did not, in
fact, end wars, and that the deadliest
pandemic did not end deadly pandem-
ics. A century later, tragic wars and
tragic pandemics are still occurring,
and we are still struggling to deal with
them. We retain a hope that we can
one day end wars, pandemic diseases,
and many other human ills, but, in May
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2021, as the COVID-19 pandemic still
spreads, it is hard for many to be
optimistic.

Like global wars, pandemics are
clearly existential threats. Even in the
midst of fear and loss, such deadly
challenges can bring out the best in us.
[f 2021 seems the worst of times, we
can still look back, as did centenarian
Marilee Shapiro Asher," down a path
that is dark and long, but still seeded
with hope. Asher, the artist who sur-
vived both the 1918 and the 2020 pan-
demics, died at home on September
11, 2020. Through two pandemics, four
major wars, a Great Depression, and a
Great Recession, Asher saw more than
a century of progress and struggle and
was able to find a life-long joy and
fulfillment. Near the end, she con-
fronted humankind's latest existential
challenge, COVID-19, and survived it. If
we can remember the best in Asher
and in humankind, so will most of the
rest of us. 4JPH
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State Gun-Control, Gun-Rights, and
Preemptive Firearm-Related Laws
Across 50 US States for 2009-2018

Jennifer L. Pomeranz, /D, MPH, Diana Silver, PhD, MPH, and Sarah A. Lieff, MPH

> & See also Blocher, p. 1192.

Objectives. To assess state policy environments and the relationship between state gun-control, gun-
rights, and preemptive firearm-related laws in the United States.

Methods. In 2019 through 2020, we evaluated substantive firearm laws and preemptive firearm laws
across 50 US states for 2009 through 2018. For each state, we compared substantive measures with

preemptive measures on the same policy topic for 2018.

Results. The presence of state firearm-related laws varied across states, but with the exception of

“punitive preemption” the number of gun-control, gun-rights, and preemptive measures remained

unchanged in most states from 2009 through 2018. As of 2018, a majority of states had preemptive

measures on almost all gun-control policy topics without enacting substantive gun-control measures.
Several states had a combination of gun-control and preemptive measures. Only a small number of
states had gun-control measures with few to no preemptive measures.

Conclusions. Even where state legislators were unable to pass statewide gun-rights measures, they
succeeded in passing preemption, preserving state authority over a wide range of gun-control and gun-
rights policy topics. The majority of states used preemption as a tool to support policy frameworks favoring
gun rights. (Am J Public Health. 2021;111(7):1273-1280. https://doi.org/10.2105/AJPH.2021.306287)

irearm violence is an increasing
F public health problem in the United
States. In 2018, there were 39740
firearm-related deaths (109/day) result-
ing from firearms used in suicides, hom-
icides, and accidental shootings.” Yet,
the Second Amendment of the US Con-
stitution has been interpreted to protect
most gun ownership, and, based on
prevailing judicial interpretation, pro-
vides robust protection for gun rights.
The federal government has enacted
few gun-control measures, leaving the
policy debate about reducing gun vio-
lence to state and local action. States
have created different regulatory

environments with respect to firearms,
with the policy objective of either
decreasing firearm-related death and
disability (i.e., gun control) or protecting
gun rights.>2 One legal tool that can be
used for either purpose is preemption.
Preemption occurs when a higher level
of government (here the state) removes
or limits the authority of a lower level
(local governments) to act on a specific
issue.*

Previous research indicates that
states preempt local control over fire-
arms more than any other public
health topic,* and vet firearm-related
preemptive bills still outnumber

preemptive bills on any other public
health topic.”> However, the question
of whether states are preempting
local control over firearm safety while
simultaneously enacting state-level
protections has not been empirically
studied. States that do not enact pro-
tective measures but simultaneously
preempt the ability of localities to do
so create a regulatory void on topics
that the federal government does not
regulate®; such preemption also elimi-
nates communities’ ability to protect
their members and hinders grassroots
movements that may form around the
policy topic.” This is particularly

Research Peer Reviewed

Pomeranzetal.

Hdlv

L 'ON'LLLOA‘LZOZ AINf

1273


https://doi.org/10.2105/AJPH.2021.306287
https://doi.org/10.2105/AJPH.2021.306287

RESEARCH & ANALYSIS

AJPH  July 2021, Vol 111, No. 7

1274 Rescarch

concerning for localities that have high
rates of firearm violence but an inabil-
ity to enact laws to address it because
they are preempted.®

Comparing states’ substantive fire-
arm law measures and preemptive fire-
arm law measures on the same policy
topic is thus necessary to determine
whether states that preempt local laws
are simultaneously enacting statewide
protections or simply retaining state
control. We evaluated substantive and
preemptive firearm law measures
across all 50 US states over a 10-year
period to understand the context in
which preemption is occurring. In this
context, we assessed the relationship
between preemptive and substantive
measures on the same policy topics
that protected gun control or gun
rights by examining and comparing
each state’s firearm laws in 2018.

METHODS

In 2019, we sourced firearm-related
state preemption laws from Giffords
Law Center to Prevent Gun Violence®
and Grassroots Change/Preemption
Watch'® (both of which display their
respective analysis of preemptive laws
to date). We retrieved sourced statutes
and all other statutes in the same topical
chapter, title, or section, as arranged by
the state’s legislature, from LexisNexis
for the years 2009 through 2018. To
identify substantive firearm laws, we
used the RAND State Firearm Law Data-
base, which provides historical state
statute data."” We evaluated each entry,
and when we found discrepancies in the
database, we retrieved and evaluated
the statute from LexisNexis and fixed
the data. J. L. P. directed and oversaw
this process, with assistance from a law
school student and a research assistant.
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Based on our review of the state

239 we catego-
rized provisions of substantive laws as
“gun-control” or “gun-rights” measures.
State statutes may have thus included
gun-rights, gun-control, or preemptive
measures over the same policy topics.

statutes and literature,

For example, states could have laws
with a substantive gun-control measure
of banning assault weapons and a pre-
emptive measure on the same policy
topic of banning assault weapons.

Per the standard in the field for coding
legal statutes,'? our codebook records
the presence of gun measures in each
state and year 2009 through 2018, as
well as other features, such as excep-
tions or limitations. For statutes enacted
before 2009, we established that they
were still in effect and coded them
accordingly. For statutes that became
effective or were repealed during our
10-year time frame, we recorded these
dates and coded accordingly. In those
cases, we recorded the month the stat-
ute went into effect or was repealed to
capture the portion of the year that a
measure was effective in the state.

For laws that had more than 1 rele-
vant policy topic in the statute, we
treated each individual measure sepa-
rately, yielding 39 possible gun-control
measures, 12 possible gun-rights
measures, and 47 possible preemptive
measures. The gun-rights measures
had overlapping goals, so states would
typically choose among policy options
in the same policy area (e.g., expanded
castle doctrine or stand your ground).
Conversely, a state could have laws for
all 39 gun-control measures and all 47
preemptive measures.

We coded preemptive laws for the
presence of the preemptive measure
and to capture the type of preemption,
ceiling or floor, and the presence of a
savings clause. Ceiling preemption

occurs when a state removes or limits
local governments' ability to enact laws
on a specific topic. Floor preemption
refers to minimum standards whereby
a state provides baseline requirements
and allows localities to build on those
standards. States may also or instead
enact a savings clause that expressly
allows local governments to enact laws
on a specific topic, whether or not the
state passed the policy itself.'? Finally,
we also coded “punitive preemption”
laws' (also referred to as “super pre-

"15) that authorize the state

emption
attorney general or grant individuals or
membership organizations standing to
sue local governments or local officials
for engaging in preempted actions.
These statutes may also include specific
punitive measures, such as fines, legal
liability, and removal from office.'

To understand the firearm policy con-
text for each state, we created indices
for the number of gun-control, gun-
rights, and preemptive measures in
each state for each year 2009 through
2018. We divided states into quartiles
for each year based on the number of
measures present for each category for
each year. We used Stata version 14
(StataCorp, College Station, TX) to gen-
erate the indices and divide states into
quartiles for each index.

We then investigated the relationship
between substantive and preemptive
measures in 2018 by matching the sub-
stantive measure with the preemptive
measure on the same policy topic for
each state, allowing us to determine
whether states had both the substan-
tive and the preemptive measure for
the same policy topic. We counted each
pairing for each state, then divided the
states into quartiles, for ease of presen-
tation. Unlike the substantive measures
that either promote gun control or pro-
tect firearm ownership, by definition all



preemptive measures removed local
jurisdictions’ authority to enact stronger
gun-control measures. Thus, we inter-
preted the presence of a preemption
measure as pro-gun rights.

RESULTS

Figure 1 presents the indices of the
number of state gun-control, gun-
rights, and preemptive measures in
effect for each state in quartiles for
2009 through 2018. Appendix A, Tables
A1-A3 (available as a supplement to
the online version of this article at
http://www.ajph.org) list the number of
states with each policy topic in 2018,

the most recent year of data, and
Appendix B, Tables B1-B3 (available as
a supplement to the online version of
this article at http://www.ajph.org) pre-
sent quartiles of states for each cate-
gory of measures in 2018. In Figure
1a-¢, the first quartile includes states
with the fewest measures, and the
fourth quartile includes states with the
most measures.

As presented in Figure 1a, the number
of gun-control measures in effect
remained constant in most states
between 2009 and 2018. Twenty-nine
states maintained the same number of
gun-control measures (1-22) over the
10-year period, whereas 10 states

RESEARCH & ANALYSIS

enacted 1 or 2 new gun-control meas-
ures during the 10-year period, and 5
states enacted more: California (5), Mary-
land (4), Delaware (3), Vermont (3), and
Wyoming (2.5). (Decimals indicate that
the measure was effective for a part of
the year.) Nonetheless, 6 states repealed
gun-control measures over this time:
South Carolina and Wisconsin repealed 2
gun-control measures each, and Georgia,
lllinois, Virginia, and South Dakota
repealed 1 gun-control measure each.
As can be seen in Appendix B, Table BT,
by 2018, California had the most gun-
control measures (25) in 2018, followed
closely by Hawaii (22) and Massachusetts
(21), whereas 13 states had 3 or fewer

Quartile
1234
a b C
50
al=141=1 401l slsl 51 s
40
(%) (%] (%]
2 2 2 31)31
8 8 30 I 304 32132132131]31]31]31|31
a & 17|17 &
K] © 17 ©
N = 16j16|16]16|16|16 =
] ] 18 ]
Q0 Q0 Q0
g 2010]10f10]11|1313]13]13}12|45 g 204 g 20
Z Z Z
107 10120208717 |77 7|7 107
Bls5 5 hala|1af14)14],5 15 15115 hahalaf4|14f14]14]14
0 0 0
2o ® ey oeonr® ey ®
S QO O O O O O O O O o O O O O O O O O O o O O O O O O © O o
NN NN AN NN NN N N N N NN~~~ N N N N NN~
Year Year Year
FIGURE 1— Indices of Number of (a) State Gun-Control Measures, (b) Gun-Rights Measures, and (c) Preemption Meas-

ures, by Year, in Quartiles: United States, 2009-2018

Note. States in part c were not able to be divided into 4 quartiles because so many states enacted the same number of preemptive laws. The second quartile
represents, in effect, the second and third quartiles.

Research Peer Reviewed

Pomeranzetal.

Hdlv

L 'ON'LLLOA‘LZOZ AINf

1275


http://www.ajph.org
http://www.ajph.org

RESEARCH & ANALYSIS

July 2021, Vol 111, No. 7

AJPH

1276

TABLE 1— cComparison of State Preemption and Substantive Gun-Control Measures on the Same Policy
Topic, by Quartiles: United States, 2018

No. of State Gun-Control Measures With Corresponding Preemption on the Same Policy
Topic, by Quartile

1st Quartile
(Range = 0-2 Laws)

2nd Quartile
(Range = 3-4 Laws)

3rd Quartile
(Range = 5-7 Laws)

4th Quartile
(Range = 8-16 Laws)

No. of state preemption measures without
corresponding gun-control measures on
the same policy topic, by quartile

1st quartile (0-28 laws) AK (1,0) CA (6, 6) FL (25, 8.75%)
CT (0, 0) NE (21, 5) MD (24, 16)
HI (0, 0) PA (28, 12)
IL (10, 2) RI (25, 15)
MA (0, 0)
NJ (0, 0)
NY (0, 0)
2nd quartile (30-34 laws) AZ (33, 7) DE (30, 10)
NV (34, 6) IA (30, 10)
NC (33, 7) Ml (31, 9)
TN (33, 7) MN (32, 8)
WI (34, 6) OR (32, 8)
uT (31, 9)
WA (30, 10)
3rd quartile (35-36 laws) AR (36, 3) CO (35, 5)
GA (36, 4) IN (35, 5)
ID (36, 4) OK (35, 5)
KY (36, 4) VA (35, 5)
MS (36, 4)
NH (36, 4)
TX (36, 4)
VT (36, 4)
WV (36, 4)
4th quartile (37-40 laws) KS (38, 2) AL (37, 3)
ME (38, 2) LA (37, 3)
MO (38, 2) WY (37, 3)
MT (39, 1)
NM (39, 1)
ND (38, 2)
OH (38, 2)
SC (40, 0)
SD (39, 1)

Note. The values in parentheses are the number of laws (row, column).

?Decimals indicate that the measure was effective for a part of the year.

gun-control measures, including Mon-
tana, New Mexico, and South Dakota,

with 1 each, and South Carolina had
zero, the fewest in the country.
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As shown in Figure 1b, the number of
gun-rights measures also remained
constant for most states over the
10-year period. Forty states maintained

the same number of gun-rights meas-
ures (0-4) for the period 2009 through
2018; but during our study period, 9
states passed 1 new gun-rights



measure (1A, 1D, IL, KY, MO, NV, NH, NC,
WY), and 1 state, Wisconsin, passed 2
new gun-rights measures between
2009 through 2018. As seen in Appen-
dix B, Table B2, by 2018, Pennsylvania
had the most gun-rights measures (4),
and 15 states had the fewest gun-rights
measures, with O or 1.

Similar to the pattern we observed
for gun-control and gun-rights meas-
ures, from 2009 to 2018 the number
of states with ceiling preemption
(Figure 1¢) remained relatively constant
over the 10-year period, increasing only
slightly, with the majority of states (31)
having 44 preemptive measures in
effect over the period. As can be seen
in Appendix B, Table B3, by 2018,

2 states, Arizona and Alabama, had ceil-
ing preemption over all 47 policy topics
evaluated. Only 9 states had fewer than
39 preemptive measures (NE [27], CA
[15], IL[14], AK 2], and CT, HI, MA, NJ,
NY [0]). In addition, only lllinois regularly
had minimum standards (floor preemp-
tion) or a savings clause to expressly
allow localities to regulate firearms and
did so for 32 of the policy topics evalu-
ated (data not shown).

By contrast to the pattern for ceiling
preemption over the period 2009
through 2018, there was a dramatic
increase in states enacting punitive pre-
emption. In 2009, only 2 states had
punitive preemption. By 2018, 15 states
had punitive preemption measures (AL,
AZ, FL, GA, ID, IN, 1A, KY, ME, MS, NV,
NC, OK, TN, TX; Figure 2). All of the puni-
tive preemption measures allowed the
state attorney general to sue or gave
standing to individuals or membership
organizations (e.g., the National Rifle
Association) to petition the state attor-
ney general or to directly sue local gov-
ernments or local officials if they
believed they were adversely affected
by local actions they deemed

preempted. As shown in Appendix B,
Table B3, these 15 states are also
among those that, by 2018, had the
most preemptive measures. Several
punitive preemption measures addi-
tionally fined or imposed civil penalties
on local governments or legislators (4
states) or authorized the removal of
local officials from office for violating
the state'’s firearm preemption statute
(2 states; data not shown).

Despite the relative consistency
nationally across the 10 years for gun-
control, gun-rights, and preemption
measures, by 2018, state policy envi-
ronments varied substantively across
states. Table 1 presents the state quar-
tiles of 2 comparisons for 2018: first,
the pairings of states having gun-
control measures with state preemp-
tion of gun-control measures on the
same policy topic; and second, pairings
of states that had preemption but no
gun-control measure for the same pol-
icy topic. There were 40 possible pair-
ings for both. The number of pairings
of gun-control measures with corre-
sponding preemption varied from 0O to
16, with 16 states having between 0
and 2 of these pairs and 11 states hav-
ing 8 to 16 pairs (column quartiles 1
and 4).

Conversely, the highest number of
state preemption measures without
corresponding gun-control measures
was 40, with most states having at least
30 (row quartiles 2-4). The difference in
these 2 quartile ranges illustrates
states’ wide use of preemption without
substantive gun-control measures. Six
states (AK, CT, HI, MA, NJ, NY) had the
fewest preemptive measures, whether
paired with gun-control measures or
not. Four states (FL, MD, PA, RI) had the
most gun-control measures that were
paired with preemption (8.75-16) but
among the fewest state preemption

RESEARCH & ANALYSIS

measures without gun-control meas-
ures (24-28).

By contrast, 9 states had the fewest
gun-control measures with corre-
sponding preemption but the most
preemptive measures without corre-
sponding gun-control measures (KS,
ME, MO, MT, NM, ND, OH, SC, SD).
Thus, in these states, there were few to
no statewide gun-control measures,
but localities were also preempted
from engaging in policymaking over
these gun-control policy topics—creat-
ing state policy environments that
almost exclusively favored gun rights.
Moreover, as the quartile ranges indi-
cate, the differences in the contexts
between these 9 states and the 12
states in the closest quartiles to these
(AR, GA, ID, KY, MS, NH, TX, VT WV, AL,
LA, WY) are fairly minimal.

In data not shown, in 2018, 42 states
had 1 to 3 gun-rights measures with
corresponding preemption, whereas
45 states preempted local govern-
ments from enacting laws related to
gun rights without having a substantive
state measure on 4 to 10 gun-rights
policy topics (with the majority pre-
empting 9). These pairings demon-
strate that states used preemption to
preserve state authority over a wide
range of gun-rights topics. Of note, only
2 of the states without any such pre-
emption had zero gun-rights substan-
tive measures: New York and
Massachusetts.

DISCUSSION

To our knowledge, this is the first evalu-
ation of the relationship between state
laws with substantive firearm measures
and preemptive measures on the same
firearm policy topic. The public health
significance and variation across states
is clearest when examining the pairing
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Note. A gun-related punitive preemption measure is a state law that authorizes the state attorney gen-

eral or individuals or membership organizations to sue local governments or local officials for engag-
ing in preempted actions. These statutes may also include the threat of fines, legal liability, and

removal from office.

of substantive measures with corre-
sponding preemptive measures for the
same gun-control policy topic. States
generally fell into 3 types of policy
frameworks. A handful of states had
the most gun-control measures with
few to no preemptive measures (i.e.,
CT, HI, MA, NJ, NY). Another handful of
states had nuanced policy environ-
ments with a mix of substantive gun-
control measures and a moderate
number of preemptive measures (e.g.,
FL, MD, PA, RI). Nonetheless, the major-
ity of states fell into the third category
of having preemptive measures over
almost all gun-control policy topics
without enacting substantive gun-
control measures. In this way, preemp-
tion functioned as a form of

"® by protecting gun rights
and eliminating the ability of localities

“deregulation

to enact gun-control protections.

In the minority of states that had laws
with gun-control measures and simul-
taneously preempted localities from
doing so, legislators’ goals may have
been to create uniform gun-control

Peer Reviewed  Pomeranzetal.

protections across the state. In this
context, preemption reduced further
local policy action and innovation but
with presumably less impact on the
population compared with a state that
did not otherwise enact substantive
measures. Nonetheless, even if these
states were seeking to ensure unifor-
mity with respect to gun-control protec-
tions, the legislatures still preempted
local control over a range of other gun-
control topics. For example, Maryland
and Rhode Island had the most sub-
stantive gun-control measures and pre-
emptive measures on the same policy
topic—16 and 15, respectively—but
they still had preemption over 24 and
25 additional gun-control policy topics,
respectively, without enacting substan-
tive measures. As a result, the overall
policy environment in these states is
more nuanced and may reflect policy
frameworks championed by diverse
legislators over various periods.

In the case of gun rights, states pre-
empted a wider range of gun-rights
policy topics than the number of

substantive gun-rights measures they
had. Thus, even in states where legisla-
tors did not have the political capacity
or will to pass statewide gun-rights
laws, they succeeded in routinely pass-
ing statewide preemption to preserve
state authority over a range of gun-
rights policy topics. Previous research
highlighted that preemption concen-
trates power in state legislatures and
provides a “powerful indirect method of
control” over local governments.'® We
have provided direct evidence that the
vast majority of states used preemption
to support gun rights and remove com-
munities’ authority to enact gun-control
protections.

Our research also highlights that little
changed in the national landscape of
gun laws between 2009 and 2018,
despite numerous mass shootings,
public demonstrations, and public out-
cry, with the important exception of
punitive preemption. The firearm
industry was among the first to use
preemption as a tool to block public
health policymaking in localities where
enacting such measures would have
been the most politically feasible'®; it
has now succeeded in supporting a
national framework that almost univer-
sally preempts local gun-control meas-
ures. Although a handful of states
enacted additional gun-control laws
(most notably CA, MD, DE, and VT),
others repealed them, and some states
enacted additional gun-rights laws. Ulti-
mately, most measures in these states
were in place for the entire study
period. Although one might expect that
localities, especially in areas affected by
shootings, would have enacted more
gun-control measures, the preemptive
landscape may have made that impos-
sible. This barrier to local policymaking
also hindered states' ability to learn
from, and thus potentially adopt, local



ordinances that may have proven suc-
cessful at addressing firearm violence.

States’ enactment of punitive pre-
emption measures against local gov-
ernments and officials is a concerning
trend. Punitive preemption is an
extreme method to ensure that local
governments and officials do not
engage in policy activity disfavored by
the state legislature. In addition to
providing standing to sue local govern-
ments and officials, including the avail-
ability of monetary damages, some
punitive preemption laws explicitly pun-
ish local officials for simply engaging in
the democratic process to address the
needs of their communities.'’

The extensive use of preemption, cou-
pled with a rise in punitive preemption,
reinforces the national gun-rights policy
framework. Once preemption passes, it
is difficult to repeal. Therefore, in states
where, and for policy topics for which,
preemption is not yet widespread, such
as punitive preemption, prevention is
key."® Gun-control advocates can elevate
antipreemption advocacy alongside their
propolicy work to defeat preemption
before it passes. Stakeholders in
Nebraska, for example, have repeatedly
defeated punitive preemption using this
strategy. As seen in our results, Nebraska
had a high number of both gun-control
and gun-rights measures but also pre-
served local control by passing fewer
preemptive measures than did other
similarly situated states. One reason may
be that Nebraska is unique in having a
unicameral legislature, where state sena-
tors work more closely together and
thus appreciate the range of issues
across communities in the state.

The National Academy of Medicine
(formerly known as the Institute of
Medicine) and other experts have
argued that states should enact mini-
mum public health standards (floor

preemption) to provide statewide pro-
tection and allow localities to engage in
additional policymaking to meet the
needs of their communies.®' Only 1
state, lllinais, regularly had minimum
standards or a savings clause in the
context of firearms. One possible
explanation may be that Chicago has a
high rate of firearm violence because of
firearms trafficking into the city from
surrounding states with strong gun-
rights and weak gun-control laws.??’
Given the lack of federal antitrafficking
laws, lllinois, and thus Chicago, is left to
fend for itself.?!

Limitations

Like all studies, this study has limita-
tions. First, despite diligent efforts to
identify all possible gun laws, we may
have missed some because we partially
relied on other databases to construct
our own. However, given the overall
trend and lack of change during the
period, such omissions are unlikely to
challenge these results. Still, our indices
are likely a crude measure of the
strength of state policy environments,
because we did not quantitatively
assess the relative effectiveness of dif-
ferent measures in reducing mortality
from firearms.

Second, we did not code state laws
that would preempt the ability of local
governments from passing gun-rights
measures. Nonetheless, a review of the
state statutes and other databases we
used indicated that few to none of
these laws exist. Yet, this issue warrants
further investigation as a potential gun-
control policy option.

Third, we did not examine local gun
laws to assess whether localities in
states without preemption do in fact
enact firearm-related laws. Although
anecdotal evidence suggests they do,?

RESEARCH & ANALYSIS

a deeper investigation would add to
our understanding of how preemptive
laws affect public health policy
environments.

Fourth, we did not include policy
topics related to prohibited possessors
because the original RAND State Fire-
arm Law Database did not collect these
data. We also did not collect or assess
federal law or compare federal require-
ments with state laws.

Last, we did not look at bills that were
introduced but not passed or laws that
became effective after 2018, so we
cannot give a full picture of state policy-
making on firearms. As a result,
although little changed in the national
landscape of gun laws across the states,
we should not conclude that there have
not been efforts during or laws passed
after our study period to make broader
changes. Further research is needed to
address these issues.

Public Health Implications

Firearm violence is a substantial public
health problem. Rather than enact
strong gun-control measures, the
majority of US states did not engage in
substantive policymaking but pre-
empted the ability of local governments
to do so. Even states that had substan-
tive gun-control measures preempted
local control over other policy topics.
Our study shows that the majority of
states refrained from providing state-
wide public health protections and
simultaneously used preemption to
support gun rights by removing local
communities’ authority to enact gun-
control measures. 4JPH
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Factors Associated With Calling 911
for an Overdose: An Ethnographic
Decision Tree Modeling Approach

Karla D. Wagner, PhD, Brandon Koch, PhD, Jeanette M. Bowles, DrPH, MSW, Silvia R. Verdugo, MD, MPH,
Robert W. Harding, and Peter J. Davidson, PhD

Objectives. To identify factors that influence when people who use drugs (PWUDs) call 911 for an overdose.

Methods. We conducted 45 qualitative interviews and 180 surveys with PWUDs who had recently
witnessed overdoses in Southern California from 2017 to 2019. We used conditional inference tree and
random forest models to generate and validate a model to predict whether 911 would be called.

Results. Our model had good in- (83%) and out-of-sample (84%) predictive accuracy. Three aspects of
the social and policy environment influenced calling 911 for an overdose: the effectiveness of response
strategies employed, the behavior of other bystanders, and whether the responder believes it is their
responsibility to call.

Conclusions. Even in the presence of policies that provide some protections, PWUDs are faced with
difficult decisions about calling 911 and must weigh their own safety against that of an overdose victim.
Potential interventions include strengthening training and safety planning for PWUDs, bolstering
protections for PWUDs when they call 911, and separating law enforcement response from emergency

medical response to overdoses. (Am J Public Health. 2021;111(7):1281-1283. https://doi.org/10.2105/

AJPH.2021.306261)

0 pioid overdose is a leading cause
of death among people who use

drugs (PWUDs)." Best practices for
layperson opioid overdose response
includes calling 911, giving rescue breath-
ing, and administering naloxone.*?
However, PWUDs often fear calling 911,
particularly if law enforcement officers
routinely attend overdoses.*” In the
United States, “911 Good Samaritan
Laws,” which provide nominal protections
to 911 callers for minor drug-related
offenses, have failed to overcome this
barrier.*® As part of a larger study, we
used ethnographic decision tree model-
ing’ to identify factors that predict when
PWUDs call 911 for an overdose, with the
goal of identifying intervention targets.

METHODS

Between February 2017 and May 2018,
we conducted qualitative interviews
with 45 PWUDs who had seen an over-
dose, recruited from San Diego County,
California, using outreach, referrals,
and flyers. Respondents were compen-
sated $40. Interviews were conducted
in locations chosen by the respondents
and used a semistructured guide to ask
about the context of the most recently
witnessed overdose. Interview tran-
scripts were reviewed by 4 analysts,
who created “decision trees” illustrating
the events described in each interview
using a series of branching if-then deci-
sion points. The trees were used to

develop a quantitative survey with 74
“yes or no” questions that captured
each of the decision points, demo-
graphics, and circumstances related to
overdoses. From February to Decem-
ber 2019, the survey was administered
to 180 PWUDs who had recently been
present at an overdose.

We applied a conditional inference
tree (CTree®) model to accurately classify
whether 911 would be called in 177 cases
with complete survey data (R version
3.6.3 “ctree” function from “partykit”
package [version 1.2-9; R Foundation for
Statistical Computing, Vienna, Austria)).
The top of the tree is based on the vari-
able with the most significant bivariate
association with calling 911; if the P value
Peer Reviewed
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is small, then CTree creates 2 lower
nodes based on the answer. CTree next
calculates bivariate P values among
respondents within each bottom node
and uses the same criterion (P < .05) to
determine if a bottom node should be
split again. CTree repeats this until no
additional splits can be made. Finally, the
tree breaks the sample into distinct sub-
groups, and 911 calls are predicted
based on the proportion in the sample
who called 911 within each subgroup.
Almost everyone (94%) tried at least 1
method of waking up the victim, by giving
naloxone, doing cardiopulmonary resus-
citation or rescue breathing, injecting
them with a stimulant or milk or water,
or giving Suboxone (buprenorphine and
naloxone). At least 1 of these things
worked in 67% of cases. So, we com-
bined the questions asking if respond-
ents did any of these things and the
questions asking whether it worked into
a single independent variable represent-
ing whether “something was tried and
worked” to wake the person. Missing
data were ignored when building the
tree and imputed when making
predictions.

Because single trees often give predic-
tions with large variability and can be
inaccurate when used to predict outside
the sample, we used an ensemble of
classification trees (i.e., random forests?),
which decreases variability and increases
the accuracy of out-of-sample predic-
tions compared with a single tree. We
used a random forest algorithm
(‘randomForest” function in the R pack-
age “randomfForest” version 4.6-14) to
estimate the out-of-bag (OOB) accuracy,
which provides an unbiased estimate of
the expected predictive accuracy outside
the sample. We present the results from
this model along with 2 subanalyses that
split the decision tree into additional sub-
groups based on larger P value cutoffs.

Peer Reviewed  Wagneretal.

These subgroup analyses do not affect
the in-sample predictive accuracy of the
overall model, but they do identify addi-
tional variables that increase the random
forest OOB accuracy and help explain
cases in which 911 was not called.

RESULTS

In 43 of 177 (24.3%) cases, 911 was called
(see Table A for descriptive statistics;
available as a supplement to the online
version of this article at http://www.ajph.
org). Respondents were 68.6% male, 85.
6% White, and 72.9% non-Hispanic/
Latinx. Our CTree model correctly pre-
dicts 911 calling 83% of the time, using 4
variables: whether something was tried
and worked to reverse the overdose,
how many overdoses the respondent
had seen, whether someone other than
the respondent called 911, and whether
there was a hospital nearby (Figure A,
Part a, available as a supplement to the
online version of this article at http://
www.ajph.org). OOB accuracy was 82%.

When no response technique was
attempted or worked, nobody else called
911, and there was not a hospital nearby,
911 was called 13 out of 16 times (81%).
When there was a hospital nearby and
none of the response techniques worked
or was attempted, and nobody else
called 911, 911 was called 3 out of 10
times (30%). When 1 of the response
techniques was attempted and worked
and the respondent had previously wit-
nessed 13 or fewer overdoses in the past
year, 911 was called 15% of the time.
When 1 of the response techniques
worked and the respondent had wit-
nessed greater than 13 overdoses in the
past year, 911 was called 5 out of 7 times
(71%). When no response technique was
attempted or worked but someone else
called 911, the respondent called 911 in
5 out of 32 cases (16%).

The first subanalysis included addi-
tional subgroups based on a larger P
value (Figure A, Part b, available as a sup-
plement to the online version of this arti-
cle at http://www.ajph.org). The in-sample
predictive accuracy of this model
remained 83%; OOB accuracy increased
to 84%. This subanalysis revealed that
when 1 of the response techniques was
tried and worked and the respondent
had witnessed 13 or fewer overdoses in
the past year, respondents who did not
believe it was their responsibility to call
911 did not do so (0/24), while respond-
ents who believed it was their responsi-
bility called 911 in 17 of 88 cases (19%).
Feeling “responsible” often had to do
with whether one was “in charge” of the
location or scene where the overdose
occurred.

The second subanalysis shows differ-
ences among those who believed it was
their responsibility to call 911, deter-
mined by (1) whether someone else
called 911, (2) whether there was a large
amount of drugs at the scene, (3) if the
respondent had a warrant, and (4) if the
respondent had access to a phone (Fig-
ure A, Part ¢, available as a supplement
to the online version of this article at
http://www.ajph.org). Nearly 30% of those
who had warrants but did not have a
large amount of drugs at the scene called
911. The in-sample and OOB accuracy
were equivalent (83% and 84%, respec-
tively) to the previous models.

DISCUSSION

Three aspects of the social and policy
environment predicted whether
PWUDs call 911 for an overdose: the
effectiveness of response strategies
employed, the behavior of other
bystanders, and whether the
responder believed calling is their
responsibility (and contextual issues
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related to this (e.g., presence of drugs
or warrants). These findings suggest
that PWUDs engage in collective action
to respond to overdoses. Recommenda-
tions include expanded naloxone distri-
bution to ensure PWUD networks are
sufficiently naloxone-saturated and that
PWUDs have the skills to reverse over-
doses. Advance safety planning, in which
networks of PWUDs are encouraged to
determine preferences and responsibili-
ties for calling 911 in advance, might
expedite decisions and improve network
safety in the event that an overdose
does occur. This work also highlights the
need for stronger legal protections that
ensure that PWUDs feel safe calling 911,
bolsters support for efforts to separate
law enforcement from medical
responses for overdoses, and demon-
strates the need to include PWUDs in
intervention development.'®"" Limita-
tions include an inability to generalize
beyond the area where data were col-
lected; these models should be tested in
other samples to increase confidence in
our conclusions. AJPH
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using a script that described the study and the
risks and benefits of participation. Because a sig-
nature would have been the only identifying infor-
mation provided by participants, the study was
granted a waiver of documentation of consent by
the institutional review board.
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COVID-19 and the Drug Overdose Crisis:
Uncovering the Deadliest Months in
the United States, January-july 2020

Joseph Friedman, MPH, and Samir Akre, BS

> & Seealso Fliss et al., p. 1194.

Objectives. To determine the magnitude of increases in monthly drug-related overdose mortality during
the COVID-19 pandemic in the United States.

Methods. We leveraged provisional records from the Centers for Disease Control and Prevention

provided as rolling 12-month sums, which are helpful for smoothing, yet may mask pandemic-related
spikes in overdose mortality. We cross-referenced these rolling aggregates with previous monthly data
to estimate monthly drug-related overdose mortality for January through July 2020. We quantified
historical errors stemming from reporting delays and estimated empirically derived 95% prediction

intervals (PIs).

Results. We found that 9192 (95% PI = 8988, 9397) people died from drug overdose in May 2020—
making it the deadliest month on record—representing a 57.7% (95% Pl = 54.2%, 61.2%) increase over
May 2019. Most states saw large-magnitude increases, with the highest in West Virginia, Kentucky, and
Tennessee. We observed low concordance between rolling 12-month aggregates and monthly

pandemic-related shocks.

Conclusions. Unprecedented increases in overdose mortality occurred during the pandemic,
highlighting the value of presenting monthly values alongside smoothed aggregates for detecting

shocks.

Public Health Implications. Drastic exacerbations of the US overdose crisis warrant renewed
investments in overdose surveillance and prevention during the pandemic response and
postpandemic recovery efforts. (Am J Public Health. 2021;111(7):1284-1291. https://doi.org/10.2105/

AJPH.2021.306256)

U nofficial data sources, proxies,
and provisional records indicate

that overdose deaths in the United
States are spiking during the COVID-19
pandemic."™* National Emergency Medi-
cal Services (EMS) data—disaggregated
by week—show very-large-magnitude
increases in overdose during the
pandemic period, reaching more than
double baseline values by May 2020.2
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Syndromic surveillance data from emer-
gency departments show similar
increases in visits for overdose, as well
as mental health conditions and intimate
partner violence.® Several states have
also published provisional mortality
records for the same period, demon-
strating large-magnitude spikes in over-
dose deaths.®’ A similar pattern is likely
to be present at the national level.

However, given limitations of provisional
overdose mortality reporting, the magni-
tude of the increase cannot yet be deter-
mined from official mortality statistics.

In December 2020, the Centers for
Disease Control and Prevention (CDC)
released an emergency advisory show-
ing that from June 2019 to May 2020,
81320 people died of a drug overdose
in the United States—representing an
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increase of 18.0% over the previous 12
months.® However, this 12-month
period covered only the first 3 months
of pandemic-related disruptions—
March through May 2020. As provi-
sional trends are disaggregated by
month, any large spikes occurring dur-
ing the pandemic would be combined
with—and potentially masked by—9
months of lower prepandemic values.

In a typical year, the practice of pro-
viding rolling aggregate trends is useful
for stabilizing rates—especially in states
with small populations—given numer-
ous challenges in overdose surveil-
lance. Mortality records are contributed
by all 50 US states and the District of
Columbia to the National Center for
Health Statistics, where they are ana-
lyzed centrally.” The lag time between a
death’s occurrence and the date upon
which itis reported to the central
repository is generally longer for over-
dose than other causes of death'® and
can vary by state.” Therefore, provi-
sional estimates of overdose mortality
are typically released on at least a
6-month lag. Even then, modeling is
undertaken to correct estimates for
additional underreporting."" Provi-
sional records consequently include
both “reported” deaths for a given
period as well as “predicted” deaths,
which are estimated by observing previ-
ous reporting delays and assuming
they will affect current death levelsin a
similar fashion."" In this context, report-
ing rolling 12-month sums can help to
insulate estimates against stochasticity
or shocks, which could stem from shifts
in reporting lags, and also adjust for
seasonality, as all 12 months of each
calendar year are always included in
each estimated rate.”""

Nevertheless, during an unprece-
dented event such as the COVID-19
pandemic—in which the potential

exists for drastic month-to-month
shifts—we argue that there is value in
assessing the existing data for the pres-
ence of shocks alongside smoothed
trends. We estimated the original
monthly mortality values underlying
aggregated provisional trends to deter-
mine how many individuals died of
overdose in March through July of
2020, as the pandemic dramatically
changed life in the United States.

METHODS

We estimated the original monthly
mortality values underlying provisional
aggregate trends. To accomplish this,
we leveraged the fact that (1) precise
monthly values are known through the
end of 2019'% and (2) provisional rolling
sums are released for 12-month peri-
ods with end dates spanning January to
July 2020.° By cross-referencing these 2
time series, we can estimate monthly
values for 2020, drawing on a straight-
forward algorithm.

For example, let us consider the case
of overdose mortality for January 2020.
We have a 12-month cumulative value
(for a particular state) pertaining to Feb-
ruary 2019 through January 2020. We
subtracted off monthly values for Feb-
ruary 2019 through December 2019,
leaving only the monthly value for Janu-
ary 2020. We subsequently extracted
the value for February 2020 using the
12-month data from March 2019
through February 2020 and subtracting
off precise monthly values from March
2019 through January 2020. We
repeated this exercise for March, April,
May, June, and July 2020. In this way, we
used each recovered value to help
extract data from the next month, in a
set of chained calculations. We did this
for each US state, and aggregated
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them up to the level of census divisions
and the national total.

We also quantified how precisely this
algorithm can recover monthly values
by assessing its performance on previ-
ously released provisional aggregates,
for which we now have exact monthly
values. This method can perfectly
recover monthly values when the final
and provisional statistics provided by
the CDC are internally consistent. In
practice, though, these 2 data sources
do have small differences, largely
because the provisional numbers use
modeling to attempt to compensate for
reporting lags of greater than 6
months, but these methods are imper-
fect. Furthermore, there are some
small definitional differences between
the 2 data sources that could introduce
errors. For example, provisional
records include all deaths occurring in
a given state, whereas final numbers
reflect the deceased's state of resi-
dence. In addition, counts of fewer than
10 deaths per state-month are sup-
pressed in final death data, requiring
assumptions about the distribution of
deaths for the small number of state-
months with low values.

We quantified the errors stemming
from these differences by comparing the
data sources for the period for which
both are complete, 2015 through 2019.
We calculated the average degree to
which our algorithmically derived values
deviated from subsequently released
final trends and used these errors to
produce empirically derived 95% predic-
tion intervals (PIs). The full set of
recovered values can be seen in Table A
(available as a supplement to the online
version of this article at http://www.ajph.
org), and the algorithm and all code
used in this analysis is available in a pub-
lic repository (https://github.com/akre96/
cdc_overdose).
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I FIGURE 1— Monthly Overdose Deaths From January 2014 to July 2020: United States

Note. Overdose deaths in the United States are shown by month, from January 2014 to July 2020. For values in 2020, 95% prediction intervals are shown,
recovered using the algorithm described in this analysis. This figure reveals that May 2020 was the deadliest month for overdose death in the United States
in recent history, elevated above May 2019 by about 60%.

RESULTS

We found that 9192 (95% P| = 8988,
9397) people died of overdose in May
2020—making it the deadliest month
on record—representing a 57.7% (95%
Pl =54.2%, 61.2%) increase over May
2019 (Figure 1). Values remained ele-
vated in June 2020, at 35.8% (95%

Pl =32.8%, 38.8%) above June 2019.
Mortality rates increased again inJuly
2020, reaching 43.6% (95% Pl = 40.4%,
46.9%) above July 2019. Overall, values
in the first 7 months of 2020 were ele-
vated by 34.8% (95% Pl = 31.9%,
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37.8%) relative to the equivalent
months of 2019.

At the census division level, the largest
relative increases in overdose deaths in
May 2020 compared with May 2019 were
seen in the East South Central, South
Atlantic, and Pacific divisions, with
increases of 99.2% (95% Pl = 87.8%,
110.7%), 72.7% (95% Pl = 66.6%, 78.8%),
and 62.0% (95% Pl = 56.4%, 67.7%),
respectively (Table 1 and Figure C, avail-
able as a supplement to the online version
of this article at http://www.ajph.org). New
England had the smallest relative increase
of 25.19% (95% Pl = 17.8%, 32.3%).

At the state level, a large-magnitude
increase in May 2020 could be seen for
nearly every state with a large-enough
population to assess monthly trends
(Figure 2). West Virginia, Kentucky, and
Tennessee had the highest per capita
monthly death rates in May 2020 of
93.2 (95% PI=81.6, 104.8), 56.0 (95%
Pl=52.1,59.8),and 51.0 (95%

Pl =48.3, 53.7) per million inhabitants,
respectively, representing 178.3% (95%
Pl=143.6%, 213.1%), 140.4% (95%
Pl=123.8%, 157.0%), and 97.7% (95%
Pl =87.2%, 108.2%) increases over May
2019, respectively. Precise values for all
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I TABLE 1— oOverdose Deaths in May 2020 by Census Division: United States

Location Deaths in May 2020, No. (95% PI) % Change 2020 vs 2019, (95% PI) Deaths per Million, No. (95% PI)
National 9192 (8988, 9397) 57.7 (54.2, 61.2) 28.0 (27.4, 28.6)
East South Central 779 (735, 824) 99.2 (87.8, 110.7) 40.6 (38.3, 43.0)
East North Central 1706 (1665, 1748) 55.4 (51.6, 59.2) 36.4 (35.5, 37.3)
New England 489 (461, 518) 25.1 (17.8, 32.3) 32.9 (31.0, 34.8)
South Atlantic 2150 (2074, 2227) 72.7 (66.6, 78.8) 32.7 (31.5, 33.8)
Middle Atlantic 1209 (1158, 1261) 36.3 (30.5, 42.1) 29.4 (28.1, 30.6)
Mountain 637 (597, 678) 53.5 (43.7, 63.3) 25.6 (24.0, 27.3)
Pacific 1097 (1059, 1136) 62.0 (56.4, 67.7) 20.5(19.8, 21.2)
West North Central 421 (405, 438) 60.7 (54.4, 67.0) 19.6 (18.9, 20.4)
West South Central 704 (671, 738) 52.1 (44.8, 59.3) 17.3 (16.5, 18.2)

Note. Pl = prediction interval. Overdose deaths occurring in May 2020 are shown as counts, and rates per million people, nationally and by 9 US census
divisions. The percent change between overdose deaths in May 2019 and May 2020 is also shown and used to sort the row order. Counts of deaths are
rounded up to the nearest whole person. Maps showing these values graphically, as well as indicating the geographic location of each census division,
are available in Figure C (available as a supplement to the online version of this article at http://www.ajph.org).

states, census regions, and census divi-
sions can be seen in Table A (available
as a supplement to the online version
of this article at http://www.ajph.org).
The states with the greatest
pandemic-related increases were, in
many instances, not the same states
with the largest 12-month increases in
the latest CDC-produced aggregates
ending in 2020. This is illustrated in
Figure D (available as a supplement to
the online version of this article at
http://www.ajph.org). For example,
West Virginia and Connecticut had
similar percent increases in rolling
aggregates ending in May 2020, of
22% and 24%, respectively. However,
in monthly data from May 2020, West
Virginia had an increase of 178% com-
pared with only 14% in Connecticut.
Nevada had a negative percent change
of =4% in rolling 12-month trends
ending in May 2020; nevertheless,
monthly data from May 2020 showed
a 63% increase. The overall R2
between the percent increase in
monthly data from May 2020 and
12-month rolling sums ending in May

2020 was 0.272, reflecting a relatively
low level of correlation.

On average, the algorithmic approach
outlined here was able to estimate
monthly values from provisional aggre-
gates with a high level of precision,
compared with subsequently released
finalized monthly values, for the
2015-2019 period in which both could
be compared. Errors are summarized
in Table B (available as a supplement to
the online version of this article at
http://www.ajph.org). At the national
level, for example, estimating from 1 to
7 months out from the most recent
final monthly trends (the task necessary
to recover values from January to July
2020), the median absolute percent
error (MAPE) was 0.47%. In other
words, the method predicted subse-
quently reported monthly values on
average within half a percent. The stan-
dard deviation of the percent error was
1.1%. Therefore, a 95% Pl for a
national-level estimate would reflect
that we expect the final monthly value
to fall within a margin of approximately
plus or minus 2% of the prediction

made using our algorithm. MAPEs for
division-level statistics also tended to
be quite small, ranging from 0.7% in
East North Central division to 2.8% in
New England. State-level errors varied
to a much larger degree. For example,
Ohio and California had very low
MAPEs of 1.1% and 1.3%, respectively.
A handful of states with smaller popula-
tions—for which results are not
highlighted in the main text of this anal-
ysis—had substantially larger MAPE val-
ues. For 44 states, the MAPE was found
to be below 10%, indicating relatively
reliable predictive performance.

DISCUSSION

By disaggregating monthly trends, we
found that unprecedented increases in
overdose mortality occurred during the
early months of pandemic in the United
States. At the peak, overdose deaths in
May 2020 were elevated by nearly 60%
compared with the previous year, and
the first 7 months of 2020 were overall
elevated by 35% compared with the
same period for 2019. To put this in
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I FIGURE 2— Monthly Overdose Deaths in May 2014 Through 2020: Selected US States

Note. Deaths per million people in the month of May are shown for 2014 through 2020, for a subset of states with the highest total number of overdose
deaths in 2020 (to avoid states with small numbers, where trends are less stable). For values in 2020, 95% prediction intervals are shown, recovered using
the algorithm described in this analysis. This figure highlights large-magnitude increases in overdose deaths in May 2020 compared with previous years, for
nearly all states assessed. Particularly large increases were seen in West Virginia, Kentucky, and Tennessee.
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perspective, if the final values through
December 2020 were to be elevated by
a similar margin, we would expect a
total of 93000 to 98 000 deaths to
eventually be recorded for the year.
Values for the remaining 5 months of
2020 have yet to be seen; however, it is
very likely that 2020 will represent the
largest year-to-year increase in over-
dose mortality in recent history for the
United States.

The very sharp increases observed in
this analysis highlight the value of more
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granular data for detecting shocks
related to major disruptive events. In
many cases, smoothed rolling aggre-
gates tell a very different story from
monthly values that highlight
pandemic-related shocks. In future epi-
demiological surveillance efforts of
overdose mortality, the presentation of
monthly or weekly values alongside
smoothed trends may be helpful for
more fully characterizing the available
data. While this may be difficult for
states with small populations, we found

that the majority of US states, all
census divisions, and certainly national-
level statistics have relatively small pre-
diction errors when data are displayed
in a monthly format.

More generally, the COVID-19 pan-
demic has highlighted issues related to
the timely reporting of publicly available
data for key public health issues. In the
case of direct COVID-19 mortality, the
pandemic proved that daily, public
reporting of mortality is feasible, given
sufficient governmental coordination



and political will. Yet, for the nation’s
overdose crisis—which has increased
constantly over the past several decades
and claimed nearly 600 000 American
lives in the decade before the pan-
demic'?>—mortality statistics lag by con-
siderable margins for many jurisdictions.

Furthermore, provisional national
records do not include any details
about the race, ethnicity, or other social
characteristics of the people dying of
overdose. Just as with direct COVID-19
mortality, overdose death data disag-
gregated by race/ethnicity are often
available only at a significant lag com-
pared with total numbers. This is
especially concerning because recent
trends suggest a rapidly shifting social
profile of the US overdose crisis, with
racial/ethnic minorities most
affected."* "> Communities of color are
likely facing a dual burden of dispropor-
tionate COVID-19 mortality and rapidly
rising overdose deaths during the
pandemic, yet the depth of this issue
cannot yet be described in the
available data.

The rapid reporting of overdose mor-
tality is complicated by numerous chal-
lenges. The detection and registration of
overdose deaths can be delayed by back-
logs in medical examiners' or coroners’
offices, lengthy toxicological analyses, or
other bottlenecks in data processing.'®
Many important efforts have been under-
taken by a number of states to improve
the timeliness of overdose death report-
ing,'® but results remain heterogenous
among locations, and overdose mortality
reporting still lags behind that of other
causes nationally.'® Further investments
in data infrastructure for vital records sys-
tems are therefore warranted to improve
the speed of reporting on this critical
public health issue.

The results presented here provide
public information characterizing

national and regional trends in monthly
overdose mortality more rapidly than
they would otherwise be available. In
addition, for states that do not already
provide expedited public data
releases—which include many of the
states that we find had the largest
increases during March through July
2020—the trends presented here
may also represent the first publicly
available monthly values. These data
may be most helpful when considered
together with other forms of rapid sur-
veillance, such as syndromic surveil-
lance tools drawing on EMS and emer-
gency department data. These forms
of data are available in many states
with short lags. Similar information is
provided by the CDC National Syn-
dromic Surveillance Program® and

the National EMS Information System,?
which are national samples of emer-
gency departments and EMS agencies,
respectively. Although they represent
proxies of overdose mortality, they are
available much more rapidly than

final mortality numbers and can
therefore provide a very useful

early warning system for rapid
increases.*

Importantly, these early data resour-
ces, as well as other forms of real-time
overdose surveillance, are often avail-
able to decision-makers much more
rapidly than they are made publicly
available. Although the sensitive nature
of these data and reporting lags can
understandably delay public reporting,
we argue that in the context of a large
magnitude and growing public health
crisis such as overdose in the United
States, public data transparency is par-
amount. Many groups working on
issues related to overdose such as
harm reduction and other community
organizations may not have access to
early epidemiological information

RESEARCH & ANALYSIS

unless they are made publicly available.
In addition, public statistics often
garner significant media attention

and can galvanize political conversa-
tions, public support, and additional
resources to address public health
challenges.

Limitations

Our results are limited in several impor-
tant ways. Perhaps most notably, provi-
sional overdose statistics leverage
models that assume that historical lev-
els of reporting lags will continue. If
underreporting was exacerbated by
pandemic-related strain on public
health data systems, then provisional
CDC records and, subsequently, our
results could underestimate the true
level of monthly mortality. Our results
should perhaps therefore be regarded
as a conservative estimate of the true
burden of overdose during the COVID-
19 pandemic. Reported decreases fol-
lowing peaks in May 2020, perhaps in
particular, should be interpreted with
caution, as underreporting may have
worsened during this period, artificially
deflating overdose mortality estimates.
A key area of future research will entail
assessing how reporting lags differed
during the pandemic, once final
numbers are available. For a limited
set of states with small numbers of
overdose fatalities, our methods rely
on assumptions to distribute deaths
when state-month counts are below
10. Our empirically derived prediction
intervals reflect the degree of uncer-
tainty introduced by these limitations,
yet they should be considered for the
potential to affect emergent trends.
Also, given the observational nature of
the results, we cannot ensure that our
findings were directly caused by the
COVID-19 pandemic. Although timing
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and ubiquity of increases during the
initial stages of COVID-19-related
lockdowns are highly suggestive of
the pandemic playing a key role,

we cannot rule out other contempora-
neous factors that may have also con-
tributed to the increases during this
period.

Public Health Implications

Assessing the driving forces behind
large increases in overdose mortality
during the pandemic will be a compli-
cated task, and it remains an important
area for further study. Social isolation is
likely playing a role,” with a greater pro-
portion of individuals using substances
alone, where they are less likely to
receive life-saving help quickly in the
event of an overdose. Treatment of
substance use disorder, and other
medical care, has also been disrupted
during the pandemic.'” With treatment
limited—and in a context of increased
levels of social and economic stress—
many individuals may turn to illicit mar-
kets to purchase substances, which are
increasingly contaminated with unpre-
dictable quantities of powerful syn-
thetic opioids such as fentanyl.'®
Pandemic-related disruptions to the
illicit drug supply may have also acceler-
ated this trend."®?° Furthermore, many
upstream structural drivers of addic-
tion and overdose mortality—such as
precarious access to housing, employ-
ment, quality education, and health
care—have been sharply exacerbated
during the pandemic.?"?? In the wake
of COVID-19, the social and economic
fallout may continue to drive increasing
rates of overdose mortality and other
“deaths of despair.”>?3

The drastic exacerbations of the US
overdose crisis described here warrant
renewed investments in overdose

Peer Reviewed  Friedman and Akre

surveillance and prevention during the
pandemic response and postpandemic
recovery efforts. Lowering logistical and
financial barriers to accessing sub-
stance use treatment is paramount.
Proposed strategies include facilitating
pharmacy-based methadone prescrip-
tion,"® eliminating special requirements
for the prescription of buprenor-
phine,?* and providing financial support
for patients to pay for these often
costly medications and related medical
visits.® In the context of widespread
and increasing fentanyl prevalence in
the illicit drug supply, making substance
use safer is also a key objective .22’
This can be accomplished through
harm-reduction strategies such as
increasing the availability of naloxone
2829 providing
“drug checking” services to test sub-
stances for the presence of illicit fenta-

to reverse overdoses,

nyl,#3° providing individuals with a safe
supply of opioid medications known to
be free of contaminants,®' and creating
overdose-prevention sites where indi-
viduals can use in the presence of med-
ical professionals prepared to reverse
overdoses.*? Investments in upstream
social determinants will also represent
a key aspect of postpandemic recovery
for the prevention of overdose and a
host of other related, socially bound
public health concerns.?*?* Finally, to
ensure that such efforts are guided by
the best possible information, contin-
ued investments in public, transparent,
and actionable overdose surveillance
remain of paramount importance to
equip a broad range of decision-
makers, frontline organizations, and
community members to work on this
growing public health challenge. 4JPH
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Homicide Epidemic in Cali, Colombia:
A Surveillance System Data Analysis,

1993-2018

Rodrigo Guerrero-Velasco, MD, PhD, MSc, Victor Hugo Munoz, MSc, Alberto Concha-Eastman, MD, MSc, Alvaro J. Pretel-Meneses,
MSc(Econ), Maria I. Gutiérrez-Martinez, MD, PhD, MSc, and Julian Santaella-Tenorio, DVM, DrPH, MSc

Objectives. To examine homicide rates in Cali, Colombia, during the 1993-2018 period, using
information derived from an interagency surveillance system.

Methods. We used homicide data from Cali's Epidemiological Surveillance System to examine homicide

trends by victim's age and sex, time, and type of method used. We estimated trend changes and the

annual percentage changes using joinpoint regression analyses.

Results. Homicide rates per 100 000 inhabitants dropped from 102 in 1993 to 47.8 in 2018. We
observed reductions in homicide rates across age and sex groups. Most homicide victims were men aged

20 to 39 years from poor, marginalized areas. Firearms were used in 84.9% of all cases. The average

annual percentage change for the entire period was —3.6 (95% confidence interval = —6.7, —0.4).

Conclusions. Fluctuations in homicide rates in Cali show a clear epidemic pattern, occurring

concurrently with the “crack epidemic” in different countries. Reliable and timely information provided by

an Epidemiological Surveillance System allowed opportune formulation of public policies to reduce the
impact of violence in Cali. (Am J Public Health. 2021;111(7):1292-1299. https://doi.org/10.2105/

AIPH.2021.306254)

ali, the third largest Colombian city

c by number of inhabitants, has
experienced significant fluctuations in
homicide rates in the past 3 decades.
According to analysis of death certifi-
cates issued by the Colombian Institute
of Legal Medicine and Forensic Sciences
(IMLCF; Spanish acronym) carried out by
the Municipal Secretariat of Health of
Cali, the homicide rate per 100 000 peo-
ple quadrupled from 23in 1983 to 93 in
1992; during this period, homicides
became the first cause of general mor-
tality, surpassing ischemic cardiovascular
diseases and contagious diseases.’

In 1993, Cali adopted the public
health method for violence preven-
tion." The public health method

Peer Reviewed  Guerrero-Velasco etal.

required reliable and opportune infor-
mation about violent events, which
were provided by an Epidemiological
Surveillance System (ESS), an interinsti-
tutional committee (Comité Interinstitu-
cional de Muertes por Causa Externa)
created to resolve the notorious dis-
crepancies among the homicide data-
bases from the police, the attorney
general's office, and the IMLCF.? Since
1993, representatives of these 3 institu-
tions meet once a week to discuss all
violent deaths occurring in Cali in the
previous week. This process validates
and consolidates the data from these
sources while it collects information
about victims, and when, how, and
where events occurred. The ESS

approach collects similar information
to that collected by the US National Vio-
lent Death Reporting System on violent
deaths.* The ESS model, with the

name of Observatories of Crime/
Violence, has spread to other countries
in the Americas.”

Using information from the ESS,
Concha-Eastman et al,® analyzed socio-
demographic characteristics and homi-
cide trends in Cali from 1993 to 1998
and found a reduction in homicide rates
per 100 000 inhabitants from 124 in
1994 to 86.1 in 1997; the authors found
that low-income men aged 20 to 34
years were the most affected and that
homicides were more frequently occur-
ring on weekend nights and were
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associated with alcohol consumption
and use of firearms.® Also using data
from the ESS, Fandino-Losada et al.
found that Cali experienced a substan-
tial reduction in homicide rates from
2012 to 2015, mainly attributable to
reductions in organized crime-related
homicides.” However, despite this evi-
dence, little is known about the trend in
homicide rates in Cali over time and the
potential factors influencing these rates.

With this study, we aimed to descrip-
tively specify the homicide rate in Cali,
overall and by subgroups, to examine
trend changes over time, and to
describe policies and contextual factors
that could be linked to changes in
homicide rates, using data from the
Cali ESS from 1993 to 2018.

METHODS

We included all homicides that
occurred in Cali between January 1,
1993, and December 31, 2018, within
the urban and rural perimeter of Cali,
regardless of whether the victims were
residents of the city. For those who
died after being injured, we recorded
the date of initial injury. We did not
include homicides in which the initial
injury occurred outside of Cali.

Initially, homicides were recorded by
the working group of the Development,
Security, and Peace Program,1 which
was part of the mayor’s office. Since
1993, homicides are recorded weekly
by the Cali ESS with information
provided by the institutions that are pri-
mary sources of data: the attorney gen-
eral's office, the national police, and the
IMLCF. Weekly meetings are also joined
by a member of the Municipal Secretar-
iat of Public Health and a member of
the Cisalva Institute (Violence Preven-
tion Research Institute from Universi-
dad del Valle). Figure A (available as a

supplement to the online version of
this article at http://www.ajph.org)
describes the institutions and the type
of data shared during the ESS weekly
meetings. We obtained data from
Colombia for 1993 to 2018 from the
national official publication from the
National Department of Statistics,®
which regularly collects information
from death certificates from all munici-
palities classified in accordance with
the International Classification of Dis-
eases, 10th Revision.”

We standardized rates by using the
direct method and the average world
population between 2000 and 2025 as
reference.’® We calculated adjusted rates
with the Tiwari et al. 2006 method."" We
used the Joinpoint Regression Program
(version 4.8.0.1; Statistical Research and
Applications Branch, National Cancer
Institute, Rockville, MD) to describe
trends over time. The software estimates
a series of permutations with differing
inflection points and determines the
model with the best fit based on permu-
tations tests or the lowest Bayesian infor-
mation criterion score.'* We calculated
the annual percentage change (APC) for
trends between joinpoints, and we calcu-
lated the average APC for the overall
trend for the entire study period. We
conducted a spatial analysis by using Arc-
Gis (release 10; Environmental Systems
Research Institute, Redlands, CA) to
describe the neighborhoods with highest
number of homicides in specific years.

RESULTS

Between 1993 and 2018, there were
45819 homicides in Cali, with an average
of 1762 per year and 4.8 per day. There
was an overall decreasing trend of homi-
cide rates over the study period (53.2%
reduction). However, there were 2 peri-
ods in which homicide rates increased:

RESEARCH & ANALYSIS

from 1998 to 2003 (APC = 3.35) and
from 2006 to 2012 (APC = 3.63; Figure
1). The APC in homicide rates for the
periods between trend-change points is
presented in Table 1. The average APC
for the entire period was —3.6 (95% con-
fidence interval [CI]= —6.7, —0.4).

Colombia’s homicide rate showed
similar fluctuations to those in Cali, with
a decreasing trend for most of the
period (69.1% reduction) and a period
when the trend changed from 1997 to
2002 (with a 28.6% increase in homi-
cides). Throughout the study period,
the rates in Cali were higher than those
in Colombia (Figure B, available as a
supplement to the online version of
this article at http://www.ajph.org).

Homicides by Age and
Sex Groups

We observed significant reductions in
homicide rates of 47%, 57%, and 68%
for the groups aged 20 to 29, 30 to 39,
and 40 to 49 years, respectively; in the
group aged 10 to 19 years, rates were
more stable, staying above 85 per
100 000 inhabitants for most of the
years (Figure 2). The group aged 20 to
29 years had the highest homicide rate
throughout the study period; on aver-
age, this group had 2.5, 2.1,and 1.5
times the rate of the groups aged 30 to
39,10 to 19, and 40 to 49 years, respec-
tively. After 2013, all age groups experi-
enced reductions in their homicide
rates. In the groups aged 50 to 59 and
60 to 69 years, we also observed reduc-
tions of 71% (from 69.4 to 19.6 per
100 000) and 45% (from 25.4 to 14.0 per
100 000; not shown in Figure 2).
Regarding the sex of the victim, 93.5%
(42 848) of the deceased were men. The
male-to-female ratio was 14.5to 1 (Table
A, available as a supplement to the
online version of this article at https://
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I FIGURE 1— Age-Adjusted Homicide Rates: Cali, Colombia, 1993-2018

Note. 1993-1998 annual percentage change (APC) = —4.9 (P <.05); 1998-2003 APC = 3.35; 2003-2006 APC = —13.6; 2006-2012 APC = 3.63; 2012-2018
APC = —9.58 (P<.05). Lines represent modeled trends via joinpoint regression.

www.ajph.org, shows the number of
homicides per year by sex). Reductions
were of similar magnitude in males
(58%) and females (53%). Figure 3 shows
the trends for males and females.

Homicides According to
Month, Day, and Time

The daily average of homicides for the
entire period was 4.8. A decreasing trend
was observed in the daily average of
homicides, from 5.0 in 1993 to 3.2 in
2018. December and February had the
highest and lowest numbers of homi-
cides per day on average (5.7 and 4.5
homicides per day, respectively).

Sunday and Saturday (7.6 and 5.5 hom-
icides, respectively) had, on average, the
highest number of homicides, and Tues-
day and Wednesday had the lowest num-
ber of homicides (3.9 and 4.0 homicides,
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respectively). There were 259 Mondays
that were holidays during the study
period; the average number of homicides
on Mondays that were holidays was
higher than on nonholiday Mondays (4.9
homicides and 4.1 homicides, respec-
tively). For both males and females, the
highest proportion of homicides
occurred on Sundays; the odds of dying
on a Tuesday (odds ratio [OR] = 1.52;
95% Cl = 1.33, 1.73) or Thursday

(OR = 1.46;95% Cl = 1.28,1.67), com-
pared with Sunday, were higher among
females than among males.

A total of 41% of homicides occurred
between 18:00 and 23:59, and 23%
occurred between 00:01 and 06:00. For
most days of the week, the hour with the
highest number of homicides was
between 20:00 and 20:59 (9.8%). The
lowest number of homicides was
observed between 07:00 and 07:59

(2.1%). This tendency was observed
throughout the study period.

Multiple Homicides

A multiple homicide was defined as 3
or more people killed in a single event.
In Cali, multiple homicides are often the
product of retaliations between

TABLE 1— Trends in

Homicides in Cali, Colombia:

1993-2018
Period Change Year APC (95% CI)
1993-1998 1998 —4.9% (-9.1, —0.5)
1998-2003 2003 3.35(-2.9, 10.0)
2003-2006 2006 -13.6 (—32.9, 11.2)
2006-2012 2012 3.63 (1.0, 8.5)
2012-2018 —9.58* (—12.8, —6.2)

Note. APC = annual percentage change;
Cl = confidence interval.

*P<.05.
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Source. Cali Epidemiological Surveillance System (1993-2018).

organized crime gangs (as evidenced
from the information provided by data
primary sources in ESS meetings).
According to information (available only
as of 2007) the distribution of multiple
homicides was as follows: 2 events with
8 homicides, 1 with 7 homicides, 1 with
5 homicides, 60 with 4 homicides, and
168 with 3 homicides. The year with the
highest frequency of multiple homi-
cides was 2012 (11 events with 3 homi-
cides and 3 events with 4 homicides,
for a total of 45 homicides). From 2015
to 2018 there were 2, 5, 1, and 3 multi-
ple homicides per year. December was
the month and Sunday the day with the
highest number of multiple homicides.

Homicides by Weapon Used

Of all homicides, 84.9% were perpetrated
with a firearm, and 12.3% with knives or
similar bladed instruments. Figure C

(available as a supplement to the online
version of this article at http://www.ajph.
org) shows that both firearm homicide
(left margin) and knife homicide rates
(right margin) decreased approximately
by half during the study period. Starting
in 2013, the knife homicide rate
increased slightly while the firearm homi-
cide rate continuously decreased until
2018. The odds that a homicide was
committed with a knife (i.e., knife vs fire-
arm) were higher in females than males
(OR=1.41;95% Cl = 1.27, 1.56).

The proportion of homicides commit-
ted with knives was higher on Sundays
(17.2%) and lower on Wednesdays
(12%); it was also higher in the early
morning (00:00-05:59; 19.1%), and
lower at night (18:00-23:59; 10%).

Homicide Rates by Commune

Figure D (available as a supplement to
the online version of this article at http://

www.ajph.org) shows the distribution of
homicides in Cali in 2004, 2011, and
2018. Homicides tended to accumulate
in areas of marginalization and more
recent development in the east and
southeast of Cali. For example, 35.5% of
all homicides were concentrated in the
Aguablanca District (communes 13, 14,
15, and 21) and adjacent commune 16,
8.7% in downtown communes 3 and 9,
10.2% in communes 18 and 20 (in the
western part of the city), and 5.8% in
commune 6 (located in the north), all
areas at economic disadvantage.

DISCUSSION

Cali specifically and Colombia generally
experienced a drastic increase, consid-
ered an epidemic, in homicide rates
from the early 1980s until the early
1990s, associated with the increase in
drug trafficking and cocaine
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production,’® the presence of drug car-
tels and guerrilla groups,' and the
emergence of paramilitary groups.'>'®

Cali and Medellin were the Colombian
cities most affected by the 2 largest drug
trafficking cartels and the confrontation
between them: the Medellin cartel, led
by Pablo Escobar, and the Cali cartel, led
by the Rodriguez Orejuela brothers.
Homicide rates per 100 000 increased to
390 in Medellin and 124 in Cali in 1992.
By contrast, Bogota, which did not have
such a strong presence of drug cartels,
had a homicide rate of 80 per 100000 in
1992.8 The increases in homicide rates
in Colombian cities are similar to those
observed during the 1980s in some
large cities in the United States and in
other cities in Latin America, such as Sao
Paulo, Brazil."® These increases in homi-
cide rates were also found to be
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associated with the trafficking and use of
crack cocaine across communities at
economic disadvantage.? In Cali, homi-
cide victims were mostly young adult
males from disadvantaged areas, who,
compared with females and older adults,
usually participated more in street gangs
or in organized crime and drug traffick-
ing. This is similar to what has been
observed in other countries.'#?"??

The reduction of homicide rates
observed in Cali and in Colombia since
1994 is likely explained, at least in part,
by the reforms undertaken by the cen-
tral government at the beginning of the
1990s, such as the ones in the national
police and the judicial system, and also
the strengthening of the armed forces,
which led to the dismantling of the Cali
and Medellin cartels, and resulted in
reaching a peace agreement with the

guerrilla group M-19 in 1994.23 Also,
data from the Cali ESS provided timely
information on the disproportionately
high numbers of firearm homicides
during weekend nights in Cali. This
information was used by the city may-
or's office, in coordination with the met-
ropolitan police, to implement legisla-
tion forbidding citizens to carry
firearms on selected weekends that
were associated with high alcohol con-
sumption and violence (e.g., weekends
after semimonthly paydays, holidays,
and Mother’s Days). The city also imple-
mented a policy restricting alcohol
sales in public places after 2 am and on
Sundays, periods associated with
higher frequency of homicides associ-
ated with quarrels and interpersonal
problems linked to alcohol consump-
tion.?* The legislation suspending



carrying permits, implemented from
November 1993 and throughout 1994,
was associated with a 14% reduction in
homicides in Cali.** Female homicides
also decreased in Cali since 1994, likely
in response to these interventions,
given their influence on alcohol con-
sumption and use of firearms among
violent partners. A few months later,
similar legislation implemented in
Bogoté showed similar reductions in
homicides.**

Cali experienced an increase in homi-
cide rates from 1998 to 2003 that was
also accompanied by increases in kid-
nappings.'® This increase has been
attributed to the strengthening and
reorganization of guerrilla and paramili-
tary groups that operated mostly in rural
areas but also in many urban areas.'®
From 2003 to 2006, homicide rates
declined in Cali and in the rest of Colom-
bia. This reduction in homicides has
been attributed, at least in part, to the
increased number of military operations
against FARC (Fuerzas Armadas Revolucio-
narias de Colombia) and paramilitary
groups, and the Demobilization, Disar-
mament, and Reintegration program
offered to paramilitary organizations in
2004.%° Some of these actions were sup-
ported by United States, mainly through
the Plan Colombia,®> a plan with the goal
of reducing illicit coca crops, improving
economic and social justice, and reduc-
ing violence in Colombia.

From 2006 to 2012, homicide rates in
Cali once again increased, and the data
from the ESS indicated that more than
50% of homicides were mainly related to
newly organized criminal groups’ (data
not shown). Cali received support from
the national police and from specialized
groups from the National Colombian
Intelligence Agency and the National
Prosecuting Agency to develop
intelligence-based actions to identify

criminal organizations, their operations,
and members, and to prosecute and dis-
mantle these organizations. As a result,
from 2012 to 2015, a total of 322 crimi-
nal organizations were dismantled with
an estimate of 60% of their members
being sent to prison.” Homicide rates in
Cali declined during this period mainly
because of reductions in organized cri-
me-related homicides.” There was also a
reduction in multiple homicides, which,
as mentioned before, are usually the
result of unsettled issues and revenge
attacks between organized criminal
groups.” There was a simultaneous slight
increase in knife homicides in this period,
which can be interpreted as a partial
substitution in the type of method.

Additional reductions in homicide
rates since 2015 can be partly attrib-
uted to the firearm carrying ban in the
national territory (since December
2015 onward), the ceasefire and peace
agreement with FARC in 2016, and also
the improvement in socioeconomic
conditions in recent years.?®

Spatial analysis of homicides indi-
cates a higher concentration of homi-
cides in low-income neighborhoods,
where there is usually greater presence
of criminal bands and street gangs.
Reductions in homicides in Cali since
2013 could also be linked to social
interventions implemented in the city.
In 2012, Cali designed and imple-
mented the TIO (Territories of Inclusion
and Opportunities) project to direct
resources in the poorest neighbor-
hoods to improve social and economic
conditions in these areas.?’ The project
has improved neighborhood conditions
through the development of school
facilities and early childhood develop-
ment centers, improving illumination in
parks and alleys to increase safety,
increasing access to potable water, and
improving road conditions. Also, since
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2016, Caliimplemented a street gang
transformation program that favors
inclusion and citizen participation and
offers job and educational opportuni-
ties and skill development to youths
involved in street gangs. The ESS data
showed significant reductions (around
809%) in the number of gang-related
homicides in targeted communities.?®
This is an important outcome given the
previously reported 100% increase in
gang-related homicides from 2012 to
2015in Cali./

Limitations

This study has some limitations. First,
the ESS does not regularly characterize
homicides according to variables such
as the blood alcohol concentration lev-
els of the victim or the aggressor. Miss-
ing data on the aggressor, which could
be as high as 40% during specific peri-
ods (e.g., 2000-2011 ),/ also prevent us
from examining homicide trends based
on categories of homicide types. Cur-
rently, the ESS has implemented
actions to improve the quality of the
data on alcohol and causes of homi-
cides, and it is expected that this infor-
mation may be incorporated into other
studies in the future. Second, the
aggregated nature of our analysis limits
us from making clear causal statements
about the link between legislation and
homicide trends.

Public Health Implications

The public health method applied in
Cali has been a key tool to improve the
quality of homicide data from primary
sources and to generate and evaluate
policies for the prevention of homicides
in Cali. The increase in homicides in Cali
since the early 1980s, in addition to
being clearly in excess of previous
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numbers, occurred in a short period,
suggestive of a true epidemic.?? Fur-
thermore, the speed with which they
occurred allows us to postulate that
those changes are attributable to exter-
nal causes rather than to a genetic
component in this population, whose
changes are noticeable in the long
term.° The similar, almost parallel,
oscillations in Cali and Colombia sug-
gest the presence of common factors.
The multiple actions to fight crime and
prevent homicide rates in Cali and
Colombia seem to have worked to cer-
tain extent, as the 2018 homicide rate
in Cali was 47.8 per 100000, the lowest
in the past 25 years. However, Cali is
still ranked 28th among the cities with
the highest homicide rate in the
world.®" Future local administrations
must continue working in violence pre-
vention strategies using the ESS data
and also developing new methods that
can improve the quality of homicide
data to better understand the dynam-
ics of homicides in the city. AJPH
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Youth-Police Contact: Burdens and
Inequities in an Adverse Childhood
Experience, 2014-2017

Amanda Geller, PhD

> & See also Jackson, p. 1189, and Galea and Vaughan, p. 1202.

Objectives. To assess police contact as a potential adverse childhood experience by measuring its

prevalence, nature, and distribution among urban adolescents.

Methods. Detailed US population-based data on youth-police contact were collected in the Fragile Families
and Child Wellbeing Study (n = 2478) from 2014 to 2017. Using regression modeling, | assessed
adolescents’ police exposure and the magnitude and robustness of racial disparities in police contact.

Sensitivity analyses examined disparities by behavior and socioeconomic context.

Results. Urban youths are heavily policed, beginning in preadolescence. Exposure to policing is

unevenly distributed, with non-White adolescents—particularly Black boys—reporting more, and more

aggressive, contact than their White counterparts. Hispanic-White differences and disparities in girls'

experiences were less pronounced but present, particularly in how intrusive stops were. Intrusion
disparities were robust to most behavioral controls, but not observed among youths with higher

socioeconomic status.

Conclusions. Given extant literature documenting adverse health consequences of police encounters,

findings implicate policing as a driver of health disparities in adolescence and throughout the life course.
Public healthinfrastructure dedicated to the prevention and treatment of adverse childhood experiences is
well suited for mitigating these harms and inequities. (Am J Public Health. 2021;111(7):1300-1308. https://

Research

doi.org/10.2105/AJPH.2021.306259)

Adverse childhood experiences
(ACEs) are potentially traumatic

events that occur in childhood or envi-
ronmental circumstances that can
undermine a child's sense of safety, sta-
bility, and bonding."? ACEs may con-
tribute to toxic stress that can harm
development through changes to the
nervous, endocrine, and immune sys-
tems.? These, in turn, influence adult
health and health risk behaviors and
may be transmitted intergeneration-
ally.? The Centers for Disease Control
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and Prevention have made the identifi-
cation of ACEs, and mitigation of their
harms, priorities for public health.?
Recent incidents of police violence
against Black people have brought
widespread attention to policing as a
threat to health and driver of health
disparities.* Ethnographic research
finds that in urban communities and
communities of color, traumatic experi-
ences with police begin early in life,'%"2
suggesting that they warrant consider-
ation as an ACE. However, little is known

about whether these news stories and
qualitative accounts fit a broader popu-
lation pattern'? or if they highlight the
most aggressive contexts of police sur-
veillance and racial inequity, providing a
misleading portrait of youth experien-
ces. | used national data from the Fragile
Families and Child Wellbeing Study
(FFCWS) to measure police contact
experienced by urban adolescents, and
racial disparities in these experiences,
providing a population perspective on
youth-police contact.


https://doi.org/10.2105/AJPH.2021.306259
https://doi.org/10.2105/AJPH.2021.306259
https://doi.org/10.2105/AJPH.2021.306259
https://doi.org/10.2105/AJPH.2021.306259

POLICE CONTACT, PUBLIC
HEALTH, AND HEALTH
DISPARITIES

Police encounters carry a significant
threat to physical and psychological
health. A long history documents police
violence in American life, particularly in
Black communities.'"® For decades,
police brutality and law enforcement
homicides were not systematically
documented'® however, the recent
proliferation of violent incidents
recorded on video and widely publicized
has brought police violence to the fore-
front of national and public health dis-
course.'®'” Recent data indicate that
police officers have killed approximately
1000 people annually since 2015."®
Individuals experiencing frisks, searches,
and other police intrusion report ele-
vated symptoms of anxiety and post-
traumatic stress disorder,” stresses that
may manifest physically.>>°
Entrenched racial inequality in criminal
1519.20 5 ggests that police

encounters may also trigger stresses
21,22

justice

associated with exposure to racism.
Police contact can also harm the health
of individuals not personally stopped by
police,” particularly if “vicarious contact,”
such as witnessing an encounter or
knowing someone stopped,?>** signals
one's personal vulnerability to police
violence. These effects are racially pat-
terned, reflecting the historical and
ongoing traumas of systemic
racism.>8%?

Recent evidence suggests that ado-
lescents—particularly non-White ado-
lescents—face considerable police
exposure. A survey of Chicago, lllinois,
students found that approximately half
had been stopped by a police officer,
questioned, and “told off or told to move
on” by ninth or tenth grade.? A study of

Black and Latino boys in “a large city in
the Southern United States” found sub-
stantial police contact and adverse
developmental consequences.?” Ethno-
graphic and journalistic work also docu-
ments substantial police contact among
girls of color, who experience police
contact in qualitatively different ways
than their male counterparts—including
elements of sexual harassment or
assault.’?® The early ages at which
many Black and Hispanic youths
encounter the police,'®"%2> coupled
with the developmental importance of
ACEs"? and adolescence,?’ suggest that
police contact could drive health
inequality throughout the life course,
necessitating public health intervention.
However, to date, we know little about
the burdens or distribution of youth—
police contact on a population level.

MEASUREMENT
CHALLENGES

The vast majority of police-public
encounters,”® including physically intru-
sive encounters such as “stop and frisk”
activity,*® do not lead to arrests and are
less systematically measured." What we
know about involuntary contacts
between minors and the police has been
inferred from older populations,*?®
based on group-level analyses® or
individual-level data limited in scope or
generalizability.

Single-city surveys and qualitative

StUdieS1 0-12,23,25,26

may not generalize
nationally. The National Longitudinal
Study of Adolescent to Adult Health
(AddHealth) asked basic questions on
police contact of a national sample®';
however, the AddHealth cohort came of
age in the 1990s, before the rise in “stop
and frisk” and other “proactive” polic-

ing.?° AddHealth also captured limited
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information about the quantity, timing,
and intrusion of reported encounters,
information critical for understanding
their health consequences.*3? Analyses
of administrative data are further lim-
ited; administrative data tend to be
incident-level rather than person-level,
deidentified, and unsuitable for mea-
suring repeated police contact or its
potential consequences.

CURRENT
CONTRIBUTIONS

As the first population survey of
youth-police contact in the proactive
policing era, the FFCWS measures ado-
lescents’ experiences of personal and
vicarious police contact, alongside
detailed longitudinal information about
their behavior, family background, and
broader well-being. These data place
policing in context and further under-
standing of its role as a social determi-
nant of health.

This study provides detailed measures
of police contact among boys and girls,
across race and ethnicity, and estimates
the extent to which observed disparities
exceed what might be predicted by
behaviors that generate police atten-
tion. Aggressive policing is increasingly
recognized as a contributor to prema-
ture morbidity and mortality. Measuring
the prevalence and distribution of
youth-police contact in a national sam-
ple furthers our understanding of how
policing and its individual consequences
shape population health inequality.

METHODS

The FFCWS is a population-based cohort
survey that follows 4898 children bornin
20 large cities between 1998 and 2000,
along with their families. Sixteen of these
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cities were selected using a multistage
random sampling process, providing a
sample that, when weighted, represents
urban births nationwide (national sam-
ple baseline n =3442).

Families were recruited at the hospital
following the child’s birth, using a sys-
tematic oversample of nonmarital
births. The resulting sample was socio-
economically disadvantaged, with high
proportions of Black and Hispanic fami-
lies and high rates of criminal justice
involvement. Parents were contacted for
follow-up interviews 5 times, most
recently between 2014 and 2017. In the
2 most recent waves (year [Y]9and Y15,
when the children were aged approxi-
mately 9 and 15 years), the children were
also interviewed. Sampling weights
adjusted for family selection into the
baseline sample and the child's reten-
tion and participation at Y15.333

Key Measures

Police contact. The FFCWS adolescent
survey measured several aspects of
adolescents’ experiences with the
police, including whether they had per-
sonally been stopped by police and
whether they had vicarious police con-
tact—witnessing a stop or hearing about
a stop of somebody they knew. (Less
than 1% of the Y15 national sample
“didn't know" or "refused” to answer the
question on police contact or was miss-
ing for unknown reasons.) Adolescents
personally stopped provided details of
their experiences, including the number
of stops they experienced, their age
when first stopped, and officer behavior
in the incident that most stood out in
their mind (which | refer to as their
“critical stop”). Analyses focused on 2
measures: a binary indicator of personal
police contact and an additive scale

Peer Reviewed  Geller

summarizing critical stop intrusion:
whether the officer frisked them,
searched their bags or pockets, used
harsh language, handcuffed them, used
racial slurs, threatened physical force, or
used physical force (a = 0.85). Items
were coded to zero for adolescents not
personally stopped and for those who
answered “don't know” or who “refused”
to answer a question. (Only 1% of ado-
lescents stopped by the police
responded “don't know” or “refused” to
answer any of the intrusion questions.)
This provided a conservative estimate of
disparities with alternative model
choices explored in sensitivity analyses.

Demographic background. Adolescents’
self-reported racial/ethnic backgrounds
were coded into 5 categories (White,
Black, Hispanic, other race, and multiple
races). Adolescents’ sex was recorded at
birth, and their age was measured on
their interview date.

Adolescent behavior and social environ-
ment. Adolescents’ experiences with
police were interpreted in the context of
their participation in and exposure to
behavior that might attract police atten-
tion. Behavior at Y15 was measured using
self-reported past-year participation in a
series of delinquent activities. The adoles-
cents also reported illegal behaviors their
peers engaged in, which comprised a
second additive measure, and their own
behaviors at Y9, which comprised a third.
These indicators, detailed in Appendix A
(available as a supplement to the online
version of this article at http://www.ajph.
org) were used as covariates, for sample
stratification, and as predictors of adoles-
cents’ propensity for police contact. In
sensitivity analyses, | examined socioeco-
nomic moderation of racial disparities,
measuring socioeconomic status (SES) by
using mothers' baseline educa-

tional attainment.

Analytical Approach

Analyses examined the extent to which
police contact among the FFCWS ado-
lescents might contribute to racial dis-
parities in health. I began with a detailed
description of urban adolescents and
their exposure to the police, nationally
and by race and sex.

Assessing racial disparities. | assessed
racial disparities in adolescents’ police
contact and critical stop intrusion by
using weighted logistic, negative bino-
mial, and ordinary least squares regres-
sion models, separately for boys and
girls. Models adjusted for adolescent age
and self-reported and peer delinquency.

Sensitivity analyses. | examined the sensi-
tivity of findings to several analytic choices
and explored variation across the socio-
economic spectrum. As an alternative to
regression adjustment for adolescent
behavior, | ran models using a sample
stratification approach, defining 3 sub-
samples based on Y15 self-reported
delinquency: adolescents reporting none,
1 delinquent behavior, and 2 or more listed
behaviors. (Intrusion was modeled by using
complete case and ordinary least squares
models in the sample stratification analysis,
because negative binomial models did not
converge in the imputed data set. Details
are provided in Appendix B, available as a
supplement to the online version of this
article at http://www.ajph.org,) To under-
stand the robustness of intrusion dispar-
ities to modeling choices, | estimated 2
additional sets of models: limiting the
analysis sample to adolescents personally
stopped by the police and combining the
sampling weights with inverse probability
of treatment weighting to control for
selection into police contact.®

Analysis sample and sample description.
Adolescents were included in the analy-
sissample (n = 2478) if they were part of
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the national sample, interviewed at Y15,
and reported on personal and vicarious
contact with police. Missing predictors
were imputed using multiple imputa-
tion. (Less than 1% of the analysis sam-
ple was missing data on adolescent age,
Y15 delinquency, or maternal education.
Five percent of the sample was missing
peer delinquency data, and 12% was
missing Y9 delinquency data.)

Analyses were weighted to represent
adolescents born in large cities between
1998 and 2000. A description of the
analysis sample is provided in Table 1.

The analysis sample and population it
represents are predominantly non-
White: more than half the weighted
sample was Black or Hispanic; just over
one third was White, and approximately
5% were “other” or multiple races.
Because of the small sample size, dis-
parities involving “other race” and multi-
racial adolescents are not reported.

RESULTS

Approximately 19% of adolescents
reported having been stopped by the
police, and 69% reported vicarious con-
tact. As detailed in Table 1, adolescents
reported diverse experiences, beginning
atyoungages. The population average of
0.44 stops per adolescent included sev-
eral adolescents stopped 10 or more
times. Although frisks, searches, and
other police intrusion were rare overall,
their prevalence in adolescents’ critical
stops (e.g., 23% involved frisks, 30%
involved searches, 19% involved hand-
cuffing) suggest that many adolescents’
experiences were far from benign. Nota-
bly, 30% of adolescents reporting per-
sonal contact were first stopped as pre-
adolescents (ages 8-12 years).

Race differences in adolescents'
experiences with the police are
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TABLE 1— Description of Analysis Sample: Based on National
Sample From the Fragile Families and Child Wellbeing Study, United

States

Variables

% or Mean (SD)

Demographic description

Adolescent race

White 36
Black 24
Hispanic 30
Other 6
Multiple races/ethnicities 5
Adolescent sex
Male 56
Female 44
Adolescent age 15.2 (0.48)
Mom'’s baseline education
< High school 25
High school only 30
Some college 20
College graduate 25
Adolescent behavior
Y9 delinquency (range = 0-17) 1.03 (1.82)
Y15 delinquency (range = 0-16) 1.09 (1.85)
Y15 peer delinquency (range = 0-11) 1.20 (2.07)
Police contact
Ever stopped (personally) 19
Vicarious contact 69
Summary of stop experience
First stopped age 10 y or younger 3
First stopped age 11-12y 3
First stopped age 13-15y 13
First stopped after age 15y <1
Age first stopped not reported <1
Not personally stopped 81
Average number of stops reported 0.44 (1.73)
Ever arrested? 3
Critical stop experience: any critical stop 9
intrusion?
Did the officer . ..
Frisk you? 5
Search your pockets or bags? 6
Use harsh language? 3
Use racial slurs? <1
Threaten physical force? 2
Use physical force? 1
Handcuff you? 4
Intrusion index (0-7) 0.22 (0.83)

Continued
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Black boys and 14% of Black girls
reported police contact, while only 23%

B TABLE 1— continued

Variables % or Mean (SD) of White boys and 10% of White girls did

Any intrusion among adolescents stopped 48 (P<.001 among boys). HiSpaﬂiC—White

Intrusion index among adolescents stopped 1.17 (1.60) differences were statistically
insignificant.

Note. Y = year. Statistics are weighted to represent urban births between 1998 and 2000 nationwide. The
total sample size was n = 2478. Means and standard deviations are based on observed, rather than
imputed, data (n = 2187 for Y9 delinquency, n = 2456 for Y15 delinquency, n = 2343 for Y15 peer delin- critical stop intrusion, most pronounCEd
quency, n = 2478 for the number of stops experienced and critical stop intrusion, and n = 677 for critical among boys: more than two thirds of
stop intrusion among adolescents stopped). Percentages may not total 100 because of rounding.

Table 2 indicates racial disparities in

Black and Hispanic boys stopped
Source. The Fragile Families and Child Wellbeing Study is a longitudinal study in which participants were

: i - ) ) ) ) reported intrusion in their critical stops,
born over a 3-year time period (1998-2000) and families were reinterviewed 5 times over approxi-

mately a 15-year period. while fewer than one quarter of White
boys did. Approximately 12% of Black

presented in Table 2. Police exposure experiences, however, disparities were  hoys reported frisks, 14% reported

was COmmon across race, with most pronounced. Black boys and girls were  searches, 10% reported harsh language,

Black, White, and Hispanic adolescents  each more likely than their White coun-  and 129% reported being handcuffed,
reporting vicarious contact. In personal  terparts to report being stopped: 39% of  experiences extremely rare among White

TABLE 2— unadjusted Racial Disparities in Police Exposure and Contact by Sex: Analysis Sample Based on

; Fragile Families and Child Wellbeing Study National Sample, 2014-2017

é Boys, No., %, or Mean (SD) Girls, No., %, or Mean (SD)

g Total White Black Hispanic Total White Black Hispanic

% No. 1283 264 560 348 1195 259 509 322

; Police exposure

%‘ Vicarious contact 73 76 77 72 66 58 69 70
Ever stopped (personally) 26 22 40* 21 10 10 14 6
Number of stops reported 0.66 (2.21) 0.60 (2.69) 0.84 (1.97) 0.57 (1.58) 0.17 (0.66) 0.13 (0.47) 0.24 (0.78) 0.13 (0.67)
Any critical stop intrusion? 14 5 26%** 15%* 3 2 6 3
Ever arrested? 4 <1 9 3 1 <1 2 1

In your critical stop (if any), did
the officer . ..
Frisk you? 7 2 138 9k 1 0 3k 1
Search your pockets or bags? 9 3 14%* 12%* 2 2 4 2
Use harsh language? 5 <1 10%* 6* <1 0 2%4* <1
Use racial slurs? 2 <1 3* 2 <1 0 <1* <1
Threaten physical force? 4 <1 6%* 4 <1 0 1%k <1
Use physical force? 2 <1 2% 4% <1 0 1% <1
Handcuff you? 6 1 13* 5% 2 <1 3* 2
Intrusion index (0-7) 0.34 (1.02) 0.08 (0.40) 0.60%** (1.27) 0.41%%* (1.14) 0.07 (0.45) 0.03 (0.19) 0.15** (0.75) 0.06 (0.41)
Among those stopped 473 76 240 116 204 34 107 39

Age first stopped, y 12.84 (1.64) | 12.55(1.76) 12.93* (1.54) 13.23%*%(0.15) | 12.99 (1.94) | 13.02 (2.24) 12.82 (2.00) 13.39 (1.35)
Any critical stop intrusion? 53 21 67+%% 68*+* 31 20 42 44
Intrusion index (0-7) 1.33 (1.66) 0.35 (0.80) 1.53%%* (1.65) 1.91%%* (1.78) 0.66 (1.27) 0.26 (0.56) 1.05%* (1.72) 1.00 (1.31)

Note. Statistics are weighted to represent urban births between 1998 and 2000 nationwide. N = 1277 for number of stops reported by boys, n = 1189 for girls.
N = 463 for age boys first stopped, n = 197 for girls, with missing observations distributed across racial groups.

*P<.05; ¥¥P<.01; ***P <.001 based on comparisons of Black to White, and Hispanic to White adolescents (within sex) using ordinary least squares and
linear probability models.
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I TABLE 3— Relative Odds of Reporting Personal Police Contact: Analysis Sample Based on Fragile Families
and Child Wellbeing Study National Sample, 2014-2017

Boys, OR (95% CI) Girls, OR (95% CI)
Unadjusted Model Adjusted Model Unadjusted Model Adjusted Model

Variables (n =1283) (n =1283) (n =1195) (n=1193)
Adolescent race (Ref = White)

Black 2.29 (1.12, 4.71) 2.04 (0.96, 4.31) 1.55 (0.72, 3.36) 1.23 (0.53, 2.84)

Hispanic 0.96 (0.48, 1.89) 0.81 (0.39, 1.68) 0.64 (0.25, 1.65) 0.48 (0.15, 1.50)

Other 0.37 (0.09, 1.50) 0.46 (0.11, 1.93) 0.01 (0.00, 0.08) 0.01 (0.00, 0.10)

Multiracial 1.65 (0.45, 5.98) 1.31 (0.42, 4.07) 3.06 (0.99, 9.41) 2.49 (0.70, 8.80)
Y9 delinquency 0.96 (0.84, 1.08) 1.20 (0.87, 1.65)
Y15 delinquency 1.49 (1.26, 1.77) 1.56 (1.26, 1.94)
Y15 peer delinquency 1.05 (0.88, 1.26) 0.95 (0.80, 1.13)
Age 1.14 (0.72, 1.82) 0.86 (0.41, 1.81)
Constant 0.29 (0.16, 0.50) 0.02 (0.00, 30.85) 0.11 (0.06, 0.21) 0.65 (0.00, 57 986.76)

Note. Cl = confidence interval; OR = odds ratio; Y = year. Analyses are weighted to represent urban births between 1998 and 2000 nationwide.

boys. Hispanic-White differences were
less pronounced but also significant.
Police intrusion was less common among
girls; however, intrusion was predomi-
nantly reported by Black girls and virtually
nonexistent for White girls. Black-White
differences in the additive index of stop
intrusion were substantial and statistically
significant for boys and girls, as were His-
panic-White differences among boys.

Table 3 presents racial disparities in
police contact for boys and girls, unad-
justed and regression-adjusted for ado-
lescent behavior.

Black boys had odds of reporting
police contact that were more than
twice those of White boys. This differ-
ence narrowed slightly when adjusting
for age and behavior, but this finding
was not significant (P = .063). Differ-
ences among girls were smaller in
magnitude and statistically
nonsignificant.

Table 4 presents unadjusted and
adjusted racial differences in reported
critical stop intrusion. The rate ratios
indicate significant, substantial, and
robust Black-White differences among

both boys and girls. Differences slightly
widened when adjusting for adoles-
cent behavior. Hispanic-White differ-
ences were smaller in magnitude and
also widened slightly when adjusting
for adolescent behavior, but were only
statistically significant for boys. Adjust-
ing for behavior did not significantly
change either Black-White or Hispa-
nic-White racial gaps; confidence
intervals around the rate ratio esti-
mates overlapped substantially
between the unadjusted and adjusted
models.

Sensitivity analyses are provided in
Appendix B. When stratified by self-
reported delinquency, racial disparities
in stop experience were most pro-
nounced among boys reporting more
delinquent behaviors. Black boys in
this group had more than 3 times
greater odds of reporting police con-
tact than their White counterparts.
Black-White differences among boys
reporting fewer delinquent activities
were smaller in magnitude and statis-
tically nonsignificant. Black-White dis-
parities in critical stop intrusion, on the

other hand, were robust and statisti-
cally significant among boys reporting
no, 1, or multiple delinquent behav-
iors. Hispanic-White differences were
significant among boys reporting 1 or
more delinquent behaviors. Among
girls, Black-White and Hispanic-White
disparities were concentrated in those
reporting multiple delinquent
behaviors.

When the critical stop intrusion analy-
sis was limited to adolescents stopped
and inverse probability of treatment
weights were applied, Black-White and
Hispanic-White differences remained
large and statistically significant.
However, sensitivity analyses examining
socioeconomic context suggested
considerable SES moderation: Black—-
White disparities were largely robust
across adolescents of less-educated
mothers, but not observed among chil-
dren of college graduates. Hispanic—-
White differences in stop intrusion were
significant among children of mothers
with a high-school education or less,
but not children of more educated
mothers.
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I TABLE 4— Incidence Rate Ratios From Negative Binomial Models Predicting Critical Stop Intrusion:
Analysis Sample Based on Fragile Families and Child Wellbeing Study National Sample, 2014-2017

Boys, IRR (95% CI)

Girls, IRR (95% ClI)

Variables

Unadjusted Model

(n=1283)

Adjusted Model
(n =1283)

Unadjusted Model
(n = 1195)

Adjusted Model
(n=1193)

Adolescent race (Ref = White)

July 2021, Vol 111, No. 7

AJPH

Black 7.83 (3.71, 16.53) 10.19 (4.92, 21.11) 5.980 (1.45, 24.68) 6.22 (1.72, 22.44)
Hispanic 5.31 (2.36, 11.95) 6.35 (2.90, 13.91) 2.57 (0.52, 12.67) 2.87 (0.63, 12.98)
Other 1.89 (0.46, 7.83) 4.17 (0.87, 19.93) 0.23 (0.02, 2.71) 0.63 (0.07, 6.15)
Multiracial 11.41 (3.51, 37.10) 6.30 (2.08, 19.08) 2.68 (0.37, 19.56) 0.74 (0.13, 4.10)
Y9 delinquency 0.99 (0.89, 1.10) 1.45 (0.86, 2.47)
Y15 delinquency 1.34 (1.14, 1.59) 1.70 (1.28, 2.26)
Y15 peer delinquency 1.15 (0.96, 1.39) 1.03 (0.78, 1.36)
Age 1.23 (0.84, 1.79) 0.80 (0.29, 2.22)
a 7.26 (4.46, 11.82) 4.21(2.49, 7.14) 30.52 (17.28, 53.89) 10.79 (4.23, 27.51)
Constant 0.08 (0.04, 0.15) 0.00 (0.00, 0.41) 0.03 (0.01, 0.10) 0.14 (0.00, 919593.42)

Note. Cl = confidence interval; IRR = incident rate ratio; Y = year. Analyses are weighted to represent urban births between 1998 and 2000 nationwide.

DISCUSSION

Findings suggest that urban adolescents
face broad, potentially toxic exposure to
police, beginning as early as childhood.
Mostadolescents in the FFCWS reported
vicarious police contact, and nearly one
fifth reported personal police contact.
Many reported frisks and physical force,
and verbal indignities including harsh
language and, for some, racial slurs. This
exposure to aggressive policing has the
potential for lasting harm to the health of
a new generation.

Although vicarious police contact was
common across race, personal experi-
ences were racially disparate and pat-
terned by class. These findings—partic-
ularly the robust disparities in critical
stop intrusion—suggest that police
encounters with non-White adolescents
are qualitatively different, substantially
more aggressive than those with White
adolescents, and potentially traumatic.
Notably, disparities were concentrated
among children of less educated moth-
ers, and not observed among the
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children of college graduate mothers.
These findings stand in contrast to pre-
vious literature that has found high-SES
minority youth to experience particularly
disparate policing®® and underscore the
salience of policing in the lives of already-
vulnerable young people.

Limitations and Directions
for Future Research

Although the FFCWS advances our
understanding of interactions between
urban adolescents and the police, these
analyses have limitations. Like all longitu-
dinal surveys, the FFCWS suffers from
attrition, raising generalizability concerns.
However, attrition was greatest among
more disadvantaged families; the findings
therefore likely understate the prevalence
and severity of youth-police interactions.
The sample was also too small for
detailed examinations of within-group dif-
ferences such as those between Black and
White Latinos, or of adolescents of “other”
or multiple races. Descriptive statistics
indicated that multiracial adolescents

reported more intrusive police encounters
than other adolescents. More research is
needed to understand these experiences,
which likely vary by both adolescents’
physical presentation and social contexts.
Analyses adjusted for adolescents'
self-reported behavior, and conclusions
largely depended on the validity of these
self-reports. However, the vast majority
of results suggest that the intrusive
police experiences of Black and Hispanic
adolescents extend beyond a reflection
of behavioral differences. One likely
contributor to these disparities is the
disparate social contexts in which ado-
lescents function. Structural racism in
the United States®” has contributed to
residential and school segregation, with
predominantly Black neighborhoods
particularly heavily policed.?®2° The lack
of observed racial disparities among
children of college graduate mothers
suggests that educational attainment
may provide Black families a pathway out
of segregated, heavily policed neighbor-
hoods. Linking health surveys to exter-
nal data on neighborhood conditions



canadvance our understanding of these
dynamics.

Although beyond the scope of this
analysis, research is also needed to
examine disparities in policing across
other dimensions of social identity,
including skin tone, religion, sexual ori-
entation, gender presentation, disability
status, and intersections of each of these
with race and sex. Future studies would
also benefit from the measurement of
sexual misconduct in police encounters,
which'is likely to occur disproportionately
along several of these dimensions as well.

Finally, the extensive exposure to
aggressive policing faced by young peo-
ple, through their own contact, that of
their peers, and media exposure to high-
profile events, has the potential to have
an impact on their immediate and long-
term well-being beyond the effects cur-
rently documented. Public health
researchers should follow today's
youths prospectively with an eye toward
these experiences, to understand and
treat their effects now and in adulthood.

Public Health Implications

Adverse health outcomes associated
with police contact, both early in life® and
in adulthood,*? implicate aggressive
policing as an ACE that requires institu-
tional attention toward prevention
efforts, in the immediate aftermath of
contact, and throughout the life course.
Prevention efforts may come from
multiple sources. Police departments
have several avenues for reform: a
reduced reliance on aggressive tactics,
equitable treatment of community
members, and both individual and insti-
tutional accountability for unjust and
harmful practices. Public health
approaches can be integrated into
policing to improve community safety
without the harms of more aggressive

practices.?® Legislation and public edu-
cation campaigns can provide material
and political support for this integration.?
Public health also has the potential to
address the vulnerabilities that bring
young people to police attention, includ-
ing substance misuse, mental illness, and
behavioral challenges that might be
addressed with educational or thera-
peutic services. Other institutions, such
as schools, afterschool programs, and
mentorship programs, can also support
healthy youth development without the
harms of aggressive policing.”

When police contact cannot be pre-
empted among their patients, health
professionals should be prepared to
treat the resulting harms: to ask about
police experiences alongside other ACEs
and to help patients process any asso-
ciated stress and trauma. An initial
pediatric screening question, asked of
the child or a caregiver, could simply be,
“Have you/Has your child ever been
stopped by the police?” Follow-up ques-
tions related to whether the encounter
was physical (e.g., involving a frisk or
physical force) or verbally aggressive
(e.g., involving racial or homophobic
invective, sexual harassment, the threat
of force, or other harsh language) could
help to guide subsequent care. Particu-
larly for Black adolescents, whose police
experiences are significantly more
intrusive than those of White adoles-
cents, treatment should deal explicitly
with the potential for racialized
trauma.??3 School personnel should be
similarly attentive to the possibility that
their students have experienced police
contact. Providing an environment in
which students feel comfortable dis-
closing such experiences can help to
connect affected youths to support.

Because the health consequences of
childhood trauma may persist into adult-
hood, physicians treating adults should
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also inquire about experiences with
police. If an adult patient reports a history
of police contact, their age at first contact,
as well as their specific experiences,
should determine their treatment needs.

As with other ACEs, screening for
police contact and treatment of its
effects must be done with care and
without stigma. Trauma-informed care
must be appropriately nuanced for the
unique reactions that individuals have to
their experiences. Physicians, educa-
tors, and others must also treat the topic
with the sensitivity it deserves, to avoid
inflicting additional trauma in the retell-
ing of an incident.?

Police contact has been referred to as a
“fact of urban life” that young people must
tolerate to stay safe.*? This, however,
ignores the contextin which policing takes
place—the potential for police aggression
and adverse health consequences and
the documented racial inequity in police
practices. Designating early police contact
as an ACE would provide institutional rec-
ognition of the potential for harmin police
encounters and draw on an established
literature and policy and practice frame-
work for the prevention, identification,
and treatment of these harms. In heavily
policed communities, such care is critical
to public health. 4JpH
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Stigma, Structural Vulnerability, and
“What Matters Most” Among Women
Living With HIV in Botswana, 2017

Lawrence H. Yang, PhD, Ohemaa B. Poku, MPH, Supriya Misra, ScD, Haitisha T. Mehta, MA, Shathani Rampa, MSc,
Marlene M. Eisenberg, PhD, Lyla S. Yang, MS, Thi Xuan Dai Cao, MSc, Lilo I. Blank, BA, Timothy D. Becker, MD, Bruce G. Link, PhD,
Patlo Entaile, BSW, Philip R. Opondo, MBCHB, MMed (Psych), Tonya Arscott-Mills, MD, MPH, Ari R. Ho-Foster, MSc, and

Michael B. Blank, PhD

> & See also Galea and Vaughan, p. 1202.

Objectives. To explore whether beneficial health care policies, when implemented in the context of gender

inequality, yield unintended structural consequences that stigmatize and ostracize women with HIV from

"what matters most” in local culture.

Methods. \We conducted 46 in-depth interviews and 5 focus groups (38 individuals) with men and women
living with and without HIV in Gaborone, Botswana, in 2017.

Results. Cultural imperatives to bear children bring pregnant women into contact with free antenatal services
including routine HIV testing, where their HIV status is discovered before their male partners’ National HIV
policies have therefore unintentionally reinforced disadvantage among women with HIV, whereby men delay or
avoid testing by using their partner’s status as a proxy for their own, thus facilitating blame toward women
diagnosed with HIV. Gossip then defines these women as “promiscuous” and as violating the essence of
womanhood. We identified cultural and structural ways to resist stigma for these women.
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Conclusions. Necessary HIV testing during antenatal care has inadvertently perpetuated a structural

vulnerability that propagates stigma toward women. Individual- and structural-level interventions can
address stigma unintentionally reinforced by health care policies. (Am J Public Health. 2021;111(7);
1309-1317. https://doi.org/10.2105/AJPH.2021.306274)

n Botswana, which has among the
I highest HIV prevalences worldwide
(~20%)," national health care policies to
reduce barriers to HIV services are nec-
essary and beneficial strategies to
address population burden of HIV. Such
policies could also mitigate HIV stigma by
making testing and treatment more
socially normative.? 2 Yet universal poli-
cies unintentionally risk benefitting
socially privileged groups more than less
privileged ones.* In Botswana and many
regions of sub-Saharan Africa (SSA),
gender inequality means women

experience higher risk for and preva-
lence of HIV.> Because being associated
with HIV results in stigma—which pow-
erfully impedes antiretroviral therapy
(ART) adherence®—untoward conse-
quences for disenfranchised groups
including women could be created.”
These dynamics can be investigated
using theoretical perspectives that con-
sider how unintentional disadvantage
results from structural factors like health
care policies (i.e., structural vulnerability
framework) and interacts with culturally
based stigma that excludes individuals

from activities that “matter most” in
everyday life (i.e., “what matters most”
[WMM] stigma framework).

Botswana hasimplemented policies to
address the HIV epidemic, notably a
2001 nationwide program to prevent
mother-to-child transmission of HIV,
followed in 2002 by routine HIV testing
and universal access to ART (Figure 1),
including in antenatal settings. These
policies represent landmark public
health achievements to address HIV in
SSA; however, as a result of the epi-
demic’s urgency, stakeholder
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I FIGURE 1— Timeline for Implementation of Policies to Address the HIV Epi-

demic in Botswana

Notes. ACHAP = African Comprehensive HIV/AIDS Partnership; NACA = National AIDS Coordinating
Agency; PEPFAR = President's Emergency Plan for AIDS Relief; PMTCT = prevention of mother-to-child

transmission.

perspectives were not assessed before
implementation.® Thus, whether these
vital policies could unintentionally rein-
force disadvantaged positions for cer-
tain groups has not been examined.
Botswana's confluence of HIV policies
and free antenatal care (since 1973)
could inadvertently make women sus-
ceptible to structurally perpetuated HIV
stigma.

Gender inequality exacerbates HIV
stigma for women in high-, middle-, and
low-income contexts.” In Botswana and
SSA, HIVis linked with culturally based
conceptions of promiscuity and immo-
rality among women that elicit fears® of
abandonment by partners'® and impair
ART adherence.”""""® Women with HIV

are blamed for contracting it,''* a

S
women are held accountable for any
family wrongdoing.'*'® Detecting HIV
during pregnancy may powerfully elicit
these stigma dynamics, challenging ART
adherence during pregnancy, postpar-
tum,”" and throughout adulthood."?"3
However, to our knowledge, no studies
have examined how positive policies
could unintentionally intensify HIV
stigma; studies of structural stigma
instead focus on policies that perpetu-
ate stigma (e.g., separate HIV clinics).
The structural vulnerability framework
can help elucidate how beneficial HIV
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policies could reinforce preexisting vul-
nerabilities for women with HIV in
Botswana. Drawing upon structural vio-
lence,'® structural vulnerability encom-
passes the political and institutional forces
that constitute structural disadvantage'”
produced via positions within relation-
ships of power. Because of attributed
promiscuity and immorality for women
with HIV, health care policies could inten-
sify disadvantage to locate these women
in severely marginalized positions.'®
Structurally vulnerable groups can inter-
nalize their devalued status (e.g, via self-
concept),'? illuminating how structural
circumstances could interact with local
cultural processes of stigma.

Stigma has broad consequences for
individuals, groups, and societies.?° Eluci-
dating how cultural dynamics intersect to
elicit structural vulnerability and stigma
can be advanced via a theory that articu-
lates how culture shapes stigma.?’
According to the WMM framework, stigma
is felt most acutely when people are
unable to participate in the activities that
“matter most” and determine
“personhood” in their culture. Building
upon research in Botswana and West
Africa®? identifying that “a woman
becomes a woman when she becomes
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able to bear children,”“* we proposed that

achieving full status for women in

Botswana is expressed by being a mother,
which involves bearing and caring for
children. We thus conceptualized that HIV
stigma is most powerfully felt by threat-
ening these cultural capabilities that
determine “full womanhood.” The WMM
perspective also identifies how cultural
capabilities protect against HIV stigma; a
woman with HIV who fulfills the capabili-
ties of being a “good mother” (e.g, raising
children in culturally endorsed ways)
could effectively resist stigma.

Important intersections between cul-
turally based dynamics and health care
policies require clarification: do health
care policies differentially elicit HIV
identification among certain groups,
thus reinforcing culturally based stigma?
Moreover, does culturally based stigma
increase the likelihood that certain
groups will be disadvantaged by health
care policies from the outset? Concur-
rently, we considered whether and how
cultural dynamics associated with “being
a good mother” could enable resistance
to HIV stigma. We employed the struc-
turalvulnerabilityand WMM frameworks
via deductive qualitative analysis,
hypothesizing that gendered structural
vulnerability and stigma interact with HIV
policies for women living with HIV in
Botswana. Our study represents a nec-
essary evolution from evaluating policies
for reducing the population burden of
HIV to considering their sociocultural
impacts upon disadvantaged groups.

METHODS

We used purposive sampling to recruit
respondents (n = 84) for (1) 5 focus
groups (FGs; n = 38),and (2) 46 in-depth,
semistructured interviews (IDls; Table 1).
Because the interpersonal engage-
ments that “matter most” are shared by
the stigmatized (i.e., persons living with
HIV/AIDS [PLWHA]) and stigmatizers (i.e.,



those not necessarily identified with
HIV), both FGs and IDIs included PLWHA
and community respondents with
unknown HIV status. Men and women
were sampled equally; while women’s
perspectives were prioritized, we
assessed men to determine whether
they agreed. In 2017, we recruited
PLWHA from a large, publicly funded HIV
clinicand community respondents from
the Main Mall in Gaborone, Botswana.
Written informed consent was obtained.
Participants were compensated
approximately US $5.

Data Collection

FGs and IDIs were used sequentially.
First, separate male and female FGs
(4-10 participants each) were held with

PLWHA and community respondents
(90-120 minutes each) to elicit core
themes. Sessions were conducted in
private rooms in the HIV clinic (for known
PLWHA, hereafter, “known HIV status”)
and a community center (for community
respondents). FGs were facilitated by the
principal investigator (L. H.Y.) alongside
a Setswana-speaking research assistant.
FGs were used to iteratively modify the
IDI guide by adding probes to questions;
IDIs were then used to capture in-depth
responses to core themes. Three senior
interviewers (L.H.Y., M.B.B., and

M. M. E.) trained 4 bilingual research
assistants to conduct IDIs in Setswana or
English, per interviewee preference
(60-90 minutes each). Sessions were
audio-recorded, transcribed, and, if
needed, translated into English.

RESEARCH & ANALYSIS

Drawing from studies that elicited
WMM and structural vulnerability,?"%?
FG and IDI guides were adapted from
the Devaluation-Discrimination Scale*
using 6 original, plus 3 culturally tailored,
items (Appendix A, available as a sup-
plement to the online version of this
article at http://www.ajph.org). These
guides assessed perceptions of com-
munity stereotypes (e.g., blameworthi-
ness) and how stigma affected partici-
pation in work, dating, and interactions
with friends and family. One item
assessed how health care policies
could shape HIV identification and
stigma (i.e., when a woman or man
typically finds out they are HIV positive).
One question elicited narratives
describing personhood (i.e., being a
proper woman in Botswana); in

I TABLE 1— sociodemographic Characteristics of Participants at Baseline: Botswana, Africa, 2017

Full Sample (n = 84), No. (%) Female (n = 43), No. (%) Male (n = 41), No. (%)

Baseline Characteristic or Mean +SD or Mean +SD or Mean +SD
Interview method

Individual interviews 46 (54.8) 23 (53.4) 23 (56.1)

Focus group participant 38 (45.2) 20 (46.6) 18 (43.9)
HIV status

Living with HIV 45 (53.6) 24 (55.8) 21 (51.2)

HIV status unknown 39 (46.4) 19 (44.2) 20 (48.8)
Age, y 41.8 131 42.2 =12.5 41.4 £14.1
Education

<7y (<Form1) 17 (20.2) 7 (16.3) 10 (24.4)

=7y (=Form1) 54 (64.3) 29 (67.4) 25 (61.0)

Unknown 13 (15.5) 7 (16.3) 6 (14.6)
Employment

Unemployed 29 (34.5) 20 (46.5) 9 (22.0)

Employed or self-employed 43 (51.2) 14 (32.6) 29 (70.7)

Retired 1(1.2) 0(-) 1(2.4)

Unknown 11 (13.1) 9 (20.9) 2 (4.9)
Relationship status

Married or cohabitating 21 (25.0) 8 (18.6) 13 (31.7)

Single 43 (51.2) 24 (55.8) 19 (46.4)

Single with partner 12 (14.3) 6 (14.0) 6 (14.6)

Unknown 8 (9.5) 5(11.6) 3(7.3)
Children, no. 22 1.0 2.2 =11 22 +1.0
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addition, respondents could sponta-
neously articulate examples illustrat-
ing WMM for each item.

Analysis

We used a primarily deductive qualitative
analysis via a 2-step direct content analysis
approach,>>%°
seeks to conceptually extend existing

which is suitable because it

theoretical frameworks and utilizes theory
to focus the research questions and guide
initial codes. This primarily deductive
approach (step 1) was followed by
selected inductive analyses (step 2):

Step 1. Operationally defining coding cat-
egories. First, we identified initial codes
from previously formulated theoretical
analyses illustrating how stigma was
worsened (or mitigated) in relation to
WMM and how disparities could be per-
petuated via structural vulnerability.?” We
thereby identified when participants
described key concepts of WMM and
structural vulnerability as initial coding
categories. Coders independently and
deductively assigned predetermined cat-
egories to passages describing (1) cultural
capabilities that “matter most” to wom-
anhood (WMM), (2) how WMM shapes
stigma, (3) how achieving WMM protects
against stigma, and (4) structural vulner-
abilities (i.e., attributable to health care
policies; Figure 2, Step 1). Two coding pairs
independently discussed 2 FG transcripts
over 6 meetings and formulated theoret-
ically based, operational definitions for
each deductive category (Box 1). These
definitions were used by 2 additional
coding pairs (4 pairs total) to indepen-
dently code remaining transcripts (3 FGs;
46 IDIs); pairs resolved discrepancies
through consensus. Incorporated within
our deductive approach, we also
searched for disconfirming evidence
within each category. Codes were pre-
sented to the multidisciplinary team
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(including a researcher and policy con-
tributor [A. R.H.], a Botswana-based phy-
sician [T.A.-M.]and a counselor and native
Botswana expert [S. R.]) during 70 calls
(~70 hours) over 18 months.

Step 2. Formulating relationships
between categories and establishing sub-
themes. Second, we inductively identified
relationships between categories?® to
elucidate how structural conditions
intersected with WMM to perpetuate
positions of disadvantage?’; we also
explored whether culturally based
stigma shaped structural vulnerability to
health care policies. A subteam (L. H.Y.,
0.B.P.,and S.R.) met 13 times (~26
hours) to establish relationships
between categories. This led to a con-
ceptual reordering of categories, such
that achieving WMM was identified as
initiating earlier HIV testing and diagno-
sisforwomen (via structural vulnerability
from health care policies); identification
as having HIV then reinforced culturally
based stigma (Figure 2, Step 2). This
subteam then inductively formulated
subthemes within each category, which
were only retained when agreement was
unanimous (Figure 2). Finally, sub-
themes were presented to the multidis-
ciplinary team for refinement.

RESULTS

The conceptually reordered categories,
and illustrative subthemes (Figure 2,
step 2), are detailed here.

“What Matters Most” Among
Batswana Women

Bearing and caring for children was
essential to the concept of womanhood.
Because this represented a fundamen-
tal capability signifying what was “most at
stake” for women, to be childless initi-
ated gossip about one's “wholeness”:

With women, if you don't have chil-
dren, you are not really a woman.
(Woman, known HIV status, IDI)

If you don't have kids and are single,
they [community members] don't
respect you. . . . They will gossip,
“you are a barren woman, you don't
bear children, you are like a bull'in a
kraal [your purpose is to bear chil-
dren], but you are a woman [you are
denying your purpose].” (Woman,
known HIV status, IDI)

Men agreed that women’s perceived
competence in caretaking for children
determined social standing:

A proper woman is judged in the com-
munity; [her standing] is reflected by
the way she takes care of her chil-
dren, especially bathing them, making
sure they have food and go to school.
... (Man, known HIV status, FG)

In upholding womanhood, women
were viewed as the foundation of the
household:

Someone said “The woman is the
foundation,” because as a woman
you are the one who has to care for
the home, husband, and kids . . . that's
why most of the blame is placed on
the woman [if she is promiscuous].
(Woman, known HIV status, FG)

When we examined disconfirming
evidence, the centrality of marriage
(although not motherhood) appeared to
be weakening among a minority of
women and warrants further
investigation.

Structural Vulnerability Via
Health Policies

Women's core duties to bear and care for
children intersected with structural vul-
nerability via health care policies offering
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I. Cultural
capabilities that
“matter most”
to womanhood
(WMM)

111. How IV. Structural
achieving WMM vulnerabilities
protects against (i.e., because of
stigma health care
policies)

Step 1:

Deductive
Application of Initial
Coding Categories

II. How WMM
shapes stigma

l

I. Cultural 1. Structural IV. How

Step 2:

A) Inductively

. / . capabilities that vulnerabilities achieving WMM
dentify Relationships | “matter most” (i.e., because of HII. How WMM protects against
Between Initial ) to womanhood health care shapes stigma stigma
Coding Categories (WMM) policies)
KB) Subthemes - Bearing and - Health care - Promiscuityas - Fulfilling
Inductively Identified ~caring for policies enable  loss of what it capabilities as a
Within Each Category ~children makes men to “test means to be a “good mother”
one awoman through their woman can mitigate
partners” - Gossip marks stigma
loss of WMM - Contesting
and impacts promiscuity and >
ART adherence associated ?
stigma via “self-
K acceptance” / =
5
I FIGURE 2— Qualitative Analytic Approach Examining Key Concepts of “What Matters Most” and Structural Vulnerability §
Note. ART = antiretroviral therapy, WMM = “what matters most.” g
~

free antenatal care accompanied by rou- since they rely on the women's status reinforced stigma that jeopardized the

tine HIV testing; accordingly, HIV identifi- and assume it's the same as theirs. capabilities that “mattered most.”

cation first occurred when women (Woman, unknown HIV status, FG)

Promiscuity as loss of what it means to be
People are reluctant to test; women

would mostly know [their HIV status]

underwent HIV testing during pregnancy: a woman. Stigma did not ensue solely

with HIV status; instead, promiscuity was

Most women found it [their HIV sta-
tus] due to pregnancy and tests
were done, and most men came into
the hospital when they were weak;
that is when they got diagnosed with
HIV. (Man, known HIV status, IDI)

when they are pregnant. It's compulsory
that when you're pregnant, you should
go for tests. . .. Men are also reluctant
totest, they would mostly go if their preg-
nant partner has also tested [and had
HIV]; they basically rely on their partner's
results. (Man, known HIV status, IDI)

routinely attributed to women with HIV
that molded their experience of stigma:

They [other people] think that some-
one living with HIV was very sexually
active and promiscuous even though
they may be wrong, they don't think

Following structurally initiated identifica-
tion of HIV status, both genders noted that
men used women's testing as a proxy for

These structural conditions reinforce of other ways of HIV transmission.

blame toward the individual officially Batswana mostly think that if you

diagnosed with HIV (i.e., female partner). have HIV, then it means you had

their own status, enabling men to inten- unprotected sex with multiple part-

tionally delay or completely avoid testing: ners. (Woman, known HIV status, FG)

Stigma Shapes “What
Matters Most” Via perceived promiscuity and neglect
of duties, gender-based stigma was

exacerbated following HIV identification.

Men are reluctant to test, but women

arerequiredtodoaroutine HIV test dur-
ing prenatal care. It's not like men aren't Health care policies, by eliciting earlier

sick; it's only that they don't go for testing HIV identification and blame for women,  Because of perceived disregard of
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and Structural Vulnerability

BOX 1— Operational Definition of Coding Categories for “What Matters Most”

Category

Operational Definition

Cultural capabilities that “matter most” to womanhood
(“what matters most”)

Participating in the activities or capabilities that determine “personhood” (or
“womanhood”) in Botswana by achieving full status as a woman including (but not
limited to) being a mother, which involves bearing, raising, and caring for children;
caring for and respecting her husband; and ensuring the well-being of the household.

How “what matters most” shapes HIV stigma

The ways in which the stigma of being identified as having HIV, via attributions of
promiscuity and immorality, exerts its effects by threatening the capabilities that
determine “full womanhood” in Botswana, including (but not limited to) being a
mother, caring for her husband, and ensuring the well-being of the household.
Includes core mechanisms that enabled culturally based stigma to persist, and
ways in which these mechanisms impaired antiretroviral therapy adherence.

How achieving “what matters most” protects against HIV stigma

The ways in which achieving cultural capabilities can protect against HIV stigma; in
other words, how HIV stigma can be potentially mitigated if a woman with HIV in
Botswana fulfills the capabilities of being a “good mother” (including, but not
limited to, bearing and raising children in culturally endorsed ways). Includes
other ways in which stigma and attributions of promiscuity were contested
outside of motherhood.

Structural vulnerability (health care policies reinforcing
vulnerabilities)

The ways in which health care policies can inadvertently reinforce and intensify the
marginalization associated with HIV identification to locate women differentially
within disadvantaged hierarchical positions, either in the health care system or
society at large. This includes the internalization of attributed devalued status
via behaviors and self-concept.

~
S
=z
- WMM, women were judged as blame- Setswana saying that, the perpetrator woman can stop going to take medi-
o
= worthy for violating the essence of could forget, but the victim doesn't cations, either completely or some-
o~
o H u“ e
< womanhood: forget (i.e., “a word that goes out of where along the way. . .. My elder sis
= mouth never returns empty”) . . . you ter was going to take ARVs
z We take it that a woman belongs to will never forget. (Women, known [antiretrovirals] at the clinic and she
<

the home, so we wonder if she has
HIV, there is no woman in her. She is
a lebelete [whore]; there is no woman.
(Man, known HIV status, IDI)

form romantic partnerships, jeopardiz-

The responsibility would be on the
woman that she's the one who's at
fault. . .. Even if | stay at home and

HIV status, IDI)

Gossip, and fear of its consequences,
could threaten women's capabilities to

ing the process by which “womanhood”
is achieved:

started seeing people she knew at
the village . . . people were saying
that they see that she takes medica-
tion. So she stopped going; she only
started going back when her health
became so bad that she had to go.

(Woman, unknown HIV status, FG)

he [male partner] is [going] around
with many women, his family will say
that I'm the one who gave him HIV.
(Woman, known HIV status, IDI)

They [neighbors] will gossip [about
my HIV status]. . . . They will come to
that person [my boyfriend] and say,
“Hey why do you want that girl, she's

"

dangerous, she will infect you. . . .

Achieving “What Matters
Most” Reduces Stigma

Both genders reported that possessing

Gossip marks loss of “what matters
most” and affects antiretroviral therapy
adherence. Gossip emerged as the key
cultural mechanism that marked loss of
“womanhood.” Gossip's effects were
enduring and made community reinte-

He [boyfriend] never came [back].
(Woman, known HIV status, IDI)

Women's attempts to avoid gossip,
such as avoiding being seen at an HIV
clinic, could compromise ART

the capabilities to fulfill “motherhood”
could enable resistance to stigma:

| think the lady who is HIV positive,
who's got kids is much better [off
than a childless, HIV-negative woman].

gration extremely challenging:

As a victim you will not forget [being

called HIV positive] . . . there is a
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adherence:

Women, they seem to get hurt more
when being gossiped about. . . . A

(Woman, known HIV status, IDI)

The woman who has HIV will be
treated better, having children [than



a childless, HIV-negative woman]. . . .
Because that person has dignity.
(Man, unknown HIV status, FG)

Fulfilling cultural capabilities central to
“womanhood” could, in the absence of
explicit promiscuity, preserve standing
as a "whole woman”:

As long as the woman keeps [cares
for] all the children like before [bath-
ing, feeding, and ensuring they attend
school], and nobody actually wit-
nessed her sleeping around, and it
happens that she's HIV positive, and
she stays that way [as a caretaker],
people won't change how they view
her as a woman. (Man, known HIV sta-
tus, IDI)

Contesting promiscuity and associated
stigma via self-acceptance. Although not
directly rooted in WMM via motherhood,
an alternate means to resist gossip's
effects, achieved by some women,
was to adopt self-acceptance (or “to be
free”) by coming to terms with one’s
status:

Gossip doesn't affect me; personally
I'm proud living with this disease
[HIV] because | feel | have never
been promiscuous in any way. . . .
These people [like me] have accepted
themselves, that theyre living with
HIV. (Woman, known HIV status, IDI)

Yet this strategy was most effective
when persons with a professional status
were involved in promoting “self-
acceptance”:

He/she will need social workers;
they're the ones who can manage
because it's their professional duty .
.. that person [PLWHA] will “be free”
[accept themselves] by talking to
that person [social worker]; it's not
the same as when just a regular per-

son does it [helps someone to

accept themselves]. (Man, known
HIV status, IDI)

DISCUSSION

Our theoretically informed qualitative
approachrevealed how beneficial health
care policies can unintentionally rein-
force stigma among groups who face
structural vulnerability. Previous studies
have suggested that universal provision
of HIV care could ameliorate stigma by
making HIV testing and treatment more
routine.”? Yet we found that Botswana's
convergence of universal HIV testing and
treatment with free nationwide antena-
tal care inadvertently generated struc-
tural vulnerability by eliciting earlier HIV
identification for women, allowing male
partners to forgo identification and
avoid stigma. HIV diagnosis thus per-
petuates blame toward women, leading
them to bear the brunt of stigma. Our
results yielded novel bidirectional find-
ings, wherein the cultural dynamics of
WMM influenced susceptibility to struc-
tural vulnerability posed by health care
policies—attempting to achieve WMM
(i.e., have children) increased the likeli-
hood of structural vulnerability (i.e.,
antenatal HIV testing leading to diagno-
sis); this then perpetuated further vul-
nerability by activating perceptions of
promiscuity and blame that jeopardized
women's capabilities to achieve WMM.
The WMM lens also extends findings?’
regarding how culture shapes stigma.
Per other studies,?® gossip comprised
the main cultural mechanism marking
women as promiscuous, blameworthy,
and no longer meriting status as “whole
women.” Nonetheless, identifying wom-
en's urgency to preserve “womanhood”
clarified why gossip's effects (including
abandonment by male partners) were
so feared that some women risked ART

RESEARCH & ANALYSIS

nonadherence. Furthermore, the WMM
framework provided a new way of con-
ceptualizing how the capabilities that
were most at stake (i.e., bearing and
raising children) could protect women
against HIV stigma; this conceptualiza-
tion has received recent psychometric

support.®®

Our findings extend studies
in SSA whereby resistance to HIV stigma
was engendered by participating in val-
ued social roles®' by identifying these
cultural roles in the Botswana context.
Identifying how health care policies
can inadvertently perpetuate stigma
offers insights to rectify resulting
inequities. We propose 2 strategies: the
first to immediately mitigate this struc-
turally reinforced stigma, and the sec-
ond to evolve HIV policy from its initial
emergency response toward sustained,
antistigma-based care to promote social
integration. First, individual-level inter-
ventions for pregnant women with HIV
can be implemented to reduce stigma
and improve ART adherence. For exam-
ple, our team’s intervention integrates
empirically based antistigma strategies
with promoting the capabilities of WMM
(e.g., being a good mother, promoting
self-acceptance)® to resist stigma.
Second, we propose acting at the site
where structural vulnerability is rein-
forced by revising HIV policy to further
integrate antistigma interventions into
free nationwide antenatal services. In
addition to the previously mentioned
individual- and structural-level strate-
gies for women, gender transformative
interventions with men are needed to
address inequitable gender norms®?
that are further reified by enabling men
to avoid testing; this could be further
augmented by disseminating gender
transformative messages via traditional
(e.g., TV dramas) and social media that
model equitable behaviors. As men do
not visit health care facilities, structural
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change can also be achieved by inte-
grating regular HIV testing and treat-
ment into community spaces where
men frequent (e.g., workplace, farms,
bars, and shebeens).> This structural
change can facilitate gender parity for
men in HIV testing, potentially shifting
blame from female partners at the out-
set. Incorporating gender-informed HIV
stigma reduction programs during
schools’ existing sexual and reproduc-
tive curricula could further help reach
adolescents of both genders before
antenatal testing. We propose engaging
stakeholders at multiple levels, including
women with HIV and men in the com-
munity, in dialogue with policymakers
and health care providers to reverse this
unintended structural vulnerability from
existing HIV policies while underscoring
potential structural harms that could
otherwise be perpetuated, including
stigma.

Study limitations included sampling
restricted to urban participants, which
may underrepresent traditional views
regarding the capabilities that “matter
most” for women. While using deductive
analysis may increase likelihood of find-
ing supportive evidence, we mitigated
this by searching for disconfirming evi-
dence and having a binational, multidis-
ciplinary team evaluate the findings. We
included theoretically justified samples
of men and women with known and
unknown HIV status, which provided
diverse perspectives to corroborate the
aforementioned structural vulnerability
for women; despite this, much of the
confirmatory evidence was derived from
people with known HIV status via IDIs,
reflecting stigma'’s salience in their lives.
While we looked for differences by gen-
der, we detected no major discrepancies
in themes. Although we could have
included other stakeholders, we focused
on those most severely experiencing

Peer Reviewed  Yangetal.

structurally perpetuated stigma and its
consequences.

Our study is among the first to our
knowledge to indicate how structural
vulnerability to culturally based forms of
stigma could be unintentionally rein-
forced by otherwise effective health care
policies. In addition, the intersectional
identities®® of being a woman and living
with HIV, experienced within this context
of structural vulnerability, produced a
distinct lived experience of stigma within
Setswana culture that should be con-
sidered in its entirety. As a leader in
increasing access to lifesaving HIV serv-
ices, Botswana can now take the lead in
evolving biomedical HIV policies toward
considering their sociocultural impacts.
Insights gained from the WMM frame-
work, including intersections with struc-
tural vulnerability, promise to facilitate
beneficial structural changes in
Botswana and across SSA to address
these unintended inequities. AJPH
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ActionHealthNYC: Effectiveness of a

Health Care Access Program for the
Uninsured, 2016-2017

Rishi K. Sood, MPH, Jin Yung Bae, /D, MPH, Adrienne Sabety, PhD, Pui Ying Chan, MPH, and Caroline Heindrichs, MA

S & See also Haley, p. 1186.

Objectives. To evaluate the effectiveness of a novel health care access program (ActionHealthNYC) for

uninsured immigrants.

Methods. The evaluation was conducted as a randomized controlled trial in New York City from May

2016 through June 2017. Using baseline and follow-up survey data, we assessed health care access,
patient experience, and health status.

Results. At baseline, 25% of participants had a regular source of care; two thirds had visited a

doctor in the past year and reported 2.5 visits in the past 12 months, on average. Nine to 12

months later, intervention participants were 1.2 times more likely to report having a primary care

provider (58% vs 46%), were 1.2 times more likely to have seen a doctor in the past 9 months
(91% vs 77%), and had 1.5 times more health care visits (4.1 vs 2.9) compared with control

participants.

Conclusions. ActionHealthNYC increased health care access among program participants.

Public Health Implications. State and local policymakers should build on the progress that has been

made over the last decade to expand and improve access to health care for uninsured immigrants.
(Am J Public Health. 2021;111(7):1318-1327. https://doi.org/10.2105/AJPH.2021.306271)

he Patient Protection and Afford-
Table Care Act (ACA) expanded
health insurance coverage to 17 mil-
lion persons in the United States, driv-
ing uninsurance rates to record lows.
The ACA extended insurance eligibility
to lawfully present immigrants, includ-
ing legal permanent residents, refu-
gees, and asylees. However, more
than 28 million people remain unin-
sured."? Several factors contribute to
this, including that costs for insurance
can be prohibitively high.® Further-
more, there are few alternatives for
undocumented immigrants who are
legally prohibited from applying for

Peer Reviewed  Soodetal.

public health insurance programs or
purchasing insurance on the ACA
exchanges.

Without insurance, individuals are less
likely to receive necessary medical care.
Uninsurance can have severe conse-
quences for patients with chronic condi-
tions who require regular contact with
health care providers to manage their
conditions.>® In addition to health and
equity concerns, lack of access translates
into increased downstream costs for
public health systems as well as federal,
state, and local governments.”® These
costs and consequences are likely partic-
ularly high in New York City (NYC), the

metropolitan area with the largest num-
ber of immigrants nationwide.”

ActionHealthNYC was a 1-year
“direct-access” demonstration program
that provided comprehensive, patient-
centered, and coordinated care
through a primary care home (PCH)
model without involvement of a health
insurance plan."® Existing literature on
patient-centered medical homes
(PCMHSs) has yielded mixed results, with
some patient-centered medical homes
not being associated with reduced cost,
improved quality, or increased access
to primary care.”! The direct-access
model leverages components of
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patient-centered medical homes likely
to improve access and provides com-
prehensive health services through a
limited network within a confined geo-
graphical area. Although these pro-
grams do not offer insurance, they
include transparent pricing, care coor-
dination, and linkages to PCHs."? Our
goal was to leverage the direct-access
model to increase access to care for
uninsured NYC residents who did not
qualify for insurance such as Medicaid
or qualified health plans through the
state’s health insurance marketplace.
According to the ACA and New York
law, those ineligible for insurance con-
sist of undocumented immigrants,
Deferred Action for Childhood Arrivals
recipients who do not qualify for state-
sponsored Medicaid, and certain tem-
porary nonimmigrant residents.

We evaluated the effectiveness of the
demonstration program through a ran-
domized controlled trial design, in
which participants were randomly
enrolled as either intervention or con-
trol. To our knowledge, this study is the
first randomized controlled trial of a
direct-access program and the first to
make pre- and postprogram survey
data comparisons. The dimensions of
access we considered were affordabil-
ity, availability, accessibility, accommo-
dation, and acceptability.”® Results will
contribute to increasing evidence
about policy interventions that can
improve access to primary care among
uninsured populations.

METHODS

ActionHealthNYC operated from May
2016 through June 2017 at 9 sites,
including 7 federally qualified health
centers and 2 NYC Health + Hospitals
facilities. Uninsured NYC residents
aged 19 years or older with household

incomes less than or equal to 200% of
the federal poverty level, according to
the Department of Health and Human
Services, were eligible if they were ineli-
gible for insurance. Although all NYC
residents could apply, recruitment was
focused on neighborhoods with high
concentrations of potentially eligible
individuals and neighborhoods with
high use of the participating public hos-
pitals, determined by American Com-
munity Survey statistics and utilization
data analyzed by participating health
facilities. Recruitment was conducted
through community-based organiza-
tions, media coverage, mailings, and
materials distributed at the PCH sites.

All prospective participants were
required to have the NYC municipal
identification card (IDNYC; available to
all New Yorkers aged 14 years and
older), which served as the program’s
membership card. NYC has a robust
set of policies and laws to protect the
privacy and confidentiality of IDNYC
card holders and does not ask appli-
cants to share immigration status. In
addition, IDNYC provides wide-ranging
benefits, including discounts at grocery
stores and museums. As a result, more
than 1 million cards have been issued
since the program launched. Prospec-
tive participants were screened for
health insurance eligibility. Those who
qualified for insurance were encour-
aged to enroll in insurance and
deemed ineligible for this study.

Eligible individuals consented to enroll
in the study and completed an in-person
survey in their preferred language. Par-
ticipants were randomized to the inter-
vention (ActionHealthNYC Program) or
control group (no formal program) and
provided an $11 NYC MetroCard. Cou-
ples or members of the same household
were randomized together to minimize
contamination. To boost recruitment,

RESEARCH & ANALYSIS

randomization was modified during the
final 10 days (August 4-13, 2016). Partici-
pants during this period were twice as
likely to be randomized into the pro-
gram. Regardless of intervention assign-
ment, all participants received informa-
tion about no- or low-cost health care
options in NYC, including information
about the facilities participating in the
program, as these sites are part of NYC's
safety net. All participants were enrolled
into Emergency Medicaid, a limited form
of insurance coverage, and received
information about social services avail-
able to New Yorkers regardless of immi-
gration status.

Intervention Design

At the time of enrollment, individuals in
the intervention group selected 1 site
as their designated PCH. PCHs offered
comprehensive primary care and refer-
rals to specialty care when needed.
Primary care appointments were
scheduled for intervention participants.
A standardized fee scale was applied
across all facilities for the intervention
group ($15 or $20 copay for outpatient
visits, based on income), and US Pre-
ventive Services Task Force Aand B
screening services were available with-
out additional cost. A written care plan,
appointment reminders, and outreach
for missed appointments were pro-
vided. Intervention participants with
certain conditions, unstable housing, or
recent incarceration were eligible for
enhanced care coordination, which
included at least 6 care coordination
encounters, previsit planning, and
referrals to social services. Intervention
participants were provided a member
handbook, which described how to get
care, associated costs, and how to
access customer service. Customer ser-
vice included access to a phone line
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where participants could ask questions,
file complaints, and change their PCH.
All intervention resources and materi-
als were available in 12 languages (Ara-
bic, Bengali, Simplified Chinese, English,
Haitian Creole, Hindi, Korean, Nepali,
Punjabi, Russian, Spanish, and Urdu),
and encounters were conducted in the
participant's preferred language.

Data Sources

Baseline and follow-up surveys were
the primary data sources. The baseline
survey was conducted in person during
enrollment (May 1-August 13, 2016)
and consisted of 75 questions about
sociodemographics, health care access,
utilization, cost, health behaviors, and
health status. A follow-up survey was
conducted via telephone (May 8,
2017-June 3, 2017) and consisted of 23
questions about health care access, uti-
lization, cost, and health status. Surveys
were administered in the participant's
preferred language and participants
were compensated $30.

Outcomes

The primary outcomes assessed were
self-reported health care access,
patient experience, and health status.
Addressing the access dimensions,'?
the following were used as a proxy for
intent to access care: (1) having a
primary care provider (PCP), (2) having
visited a doctor’s office, (3) number of
visits to a doctor's office, (4) having
attempted to make an appointment,
and (5) how often individuals were able
to get an appointment as soon as
needed. Except for the question about
a PCP, all questions were asked using a
lookback period of 12 months on the
baseline survey and 9 months at follow-
up. Patient experience was measured

Peer Reviewed  Soodetal.

by participants' rating of health care
received in the past 6 months on a scale
of 0 to 10 and those who received
enhanced care coordination were asked
if they had been assisted by a care coor-
dinator in the past 9 months (not asked
in the baseline survey), related to acces-
sibility."® For health status, we evaluated
participants' physical and mental health
using Patient-Reported Outcomes
Measurement Information System
(PROMIS), a 4-item instrument for
which 50 indicates the average score
of the US population, and a higher
score indicates better health."*

Analysis

We used the y° test to examine
whether the intervention and control
groups differed by sociodemographic
characteristics. We considered a
P value less than .05 statistically signifi-
cant. We also performed a joint test to
determine if the entire set of
characteristics was different between
the 2 groups. We performed these
tests separately within the baseline
sample (all participants) and the follow-
up sample (participants who
responded to both surveys) to assess
potential demographic imbalance intro-
duced by nonresponse at follow-up.
Participants who completed both sur-
veys were included in the evaluation.
We used an intent-to-treat framework
to quantify differences in our outcomes
of interest between the intervention
and control groups at follow-up. We
conducted regression for each out-
come separately and obtained the
coefficient for intervention status by
using generalized estimating equations
with robust standard error calculation
to account for correlated data attribut-
able to couple or household clustering.
We ran log-binomial models (or robust

Poisson model when a log-binomial
model failed to converge) for binary
outcome variables and estimated
relative risks (RRs). We ran negative
binomial models, which fit overdis-
persed count data, for the number of
doctor visits in the past 9 months and
estimated the incidence rate ratio (IRR).
For continuous outcomes, we ran ordi-
nary least squares models. Both the
PROMIS physical and mental health var-
iables were normally distributed. The
health care rating variable was skewed
to the left. However, estimates from
generalized estimating equations are
robust to model misspecification. We
also included a sensitivity analysis on
this outcome using a transformed
variable (squared term) in the supple-
mentary materials. Our independent
variables included intervention status
and the baseline outcome variable. In
addition, characteristics that showed a
x° P value of less than .10 at baseline
or follow-up were included into the
models because they could be con-
founders (i.e., the intervention assign-
ment might be dependent on these
characteristics and they could also
affect the outcomes theoretically). See
“Description of Participants” for the
characteristic variables.

We conducted 2 subgroup analyses.
First, we expected the program would
have greater impact among individuals
who had no visits to doctors at base-
line; thus, we repeated the analysis on
the number of doctor’s office visits
within participants who did not visit a
doctor in the past 12 months at base-
line. Second, we quantified participants’
rating of their health care before and
after the program’s duration among
individuals who reported having visited
a doctor at baseline.

To assess the impact of attrition, we
compared demographics between



participants who did and did not
respond to the follow-up survey by
using the x° test and conducted 2 sen-
sitivity analyses. First, we imputed miss-
ing outcomes with responses reported
at baseline and reran the analysis. This
sensitivity analysis assumed that the
outcomes remained unchanged among
those who dropped out. While this was
an unlikely assumption, the purpose of
this analysis was to examine how
robust our findings were under a con-
servative scenario. Second, we reran
the analysis with inverse probability
weighting (IPW). IPW can address
potential bias attributable to attrition
when the observed variables can suffi-
ciently explain drop out. We used logis-
tic modeling to estimate the probability
of drop out, and considered character-
istics that were different between the
participants who remained in the study
and those who did not (P < .05 based
on the x° test) and their possible 2-way
interactions as potential predictors.
The final set of predictors were age,
sex, primary language, employment,
years living in NYC, and 6 interaction
terms (age*primary language, age*-
employment, age*years living in NYC,
sex*primary language,
sex*employment, and sex*years living in
NYQ). Details about the IPW analysis can
be found in Table B (available as a sup-
plement to the online version of this arti-
cle at http://www.ajph.org).

Written consent was obtained from
all participants. We conducted all analy-
ses by using R version 3.5.1 (R Founda-
tion for Statistical Computing, Vienna,
Austria) and SAS version 9.4 (SAS Insti-
tute Inc, Cary, NQC).

RESULTS

Among the 6107 individuals who
applied, 8% (n = 500) did not meet the

eligibility criteria, 6% (n = 358) declined
to provide consent, and 46% (n = 2815)
did not complete the application
(Figure 1). In total, 2428 applicants
were randomized into the study, with
1286 assigned to the intervention and
1142 being controls. All participants
answered the baseline survey, but 77
were not usable because of Internet
issues, resulting in a final baseline sam-
ple of 2357 participants (1264 interven-
tion and 1087 control participants). Of
these, 45% (n = 1067) completed the
follow-up survey, including 47% of
intervention participants (n =591) and
44% of control participants (n = 476).
There was no differential nonresponse
by assignment, but participants lost to
follow-up were more likely to be male,
unemployed, aged 45 years or older, to
have attended some college or beyond,
to speak English as their primary lan-
guage, and to have lived in the United
States or NYC for less than 5 years, and
less likely to be Asian (Table A, available
as a supplement to the online version
of this article at http://www.ajph.org).

Description of Participants

Table 1 presents participants' charac-
teristics. The modal age range was 35
to 54 years. Seventy-seven countries of
origin and 32 primary languages were
reported, with Spanish (48.7%) and Chi-
nese (21.1%) being the most common.
Most participants did not speak English
well or at all (69.9%), identified them-
selves as either Asian (44.4%) or Latino
(50.3%), and resided in the United
States (64.0%) or NYC (61.0%) for

10 years or longer. A majority had an
annual household income of less than

$20000 (80%). Demographic character-

istics did not differ between interven-
tion and control participants within the
baseline sample overall (joint test

RESEARCH & ANALYSIS

P =.23). However, fewer intervention
participants reported living in the
United States (19.1% vs 23.7%;
P=.008) or NYC (21.1% vs 25.5%;

P =.01)for less than 5 years than the
control group. Among those who also
completed the follow-up survey, demo-
graphics characteristics did not differ
by intervention status overall (joint test
P =.07), but fewer intervention partici-
pants lived in NYC for less than 5 years
(17.5% vs 22.9%; P = .048). We adjusted
for years living in NYC but not years liv-
ing in the United States because their
constructs overlapped. In addition, we
adjusted for age (P = .06 at baseline)
and English proficiency (P = .06 at fol-
low-up).

Health Care Access

Before the program, a quarter of inter-
vention (25.7%) and control (25.3%)
participants reported having a PCP, and
about two thirds of both groups (59.6%
and 61.0%, respectively) had seen a
doctor in the past 12 months (Table 2).
At follow-up, intervention participants
were 1.2 times more likely to have a
PCP than the control group (interven-
tion: 57.9%, control: 46.0%; RR=1.22;
95% confidence interval [CI] = 1.09,
1.37). Intervention participants were
also 1.2 times more likely to have seen
a doctor in the past 9 months (interven-
tion: 91.2%, control: 76.8%; RR = 1.16;
95% Cl=1.11, 1.24). Among those who
had not seen a doctor in the past 12
months at baseline, intervention partic-
ipants were 1.3 times more likely to
have seen a doctor at follow-up (inter-
vention: 88.2%; control: 64.6%;

RR =1.36; 95% Cl = 1.15, 1.48). While
the average number of visits was simi-
lar among groups at baseline (2.5 and
2.6, respectively), the intervention
group had 1.5 times more visits after
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[ Enroliment ] Assessed for eligibility
(n=6101)

Excluded (n=3673)

+ Not meeting inclusion criteria (n=500)
+ Declined to participate (n=358)

+ Did not complete application (n=2815)

Randomized (n=2428)

Allocation

S
-

Allocated to and received intervention
(n=1286) Allocated to control (n=1142)

Surveys not usable (n=55)
Baseline data available (n=1087)

Surveys not usable (n=22)
Baseline data available (n=1264)
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v [ Follow-Up } v

Lost to follow-up (telephone survey 9-12

Lost to follow-up (telephone survey 9-12
months later) (n=673)

months later) (n=611)

Follow-up data available (n=591) Follow-up data available (n=476)

Analysis I

I
—

Analyzed baseline data (n=1264) Analyzed (n=1087)

Analyzed follow-up data (n=591) Analyzed follow-up data (n=476)

FIGURE 1— Inclusion and Exclusion Criteria for ActionHealthNYC Study Population: New York City, May 2016-June 2017

the launch of the program (interven- appointment in the past 12 months at intervention participants were 1.2 times
tion: 4.1; control: 2.9; IRR = 1.46; 95% baseline, and one third of both groups ~ more likely to have attempted to make
Cl=1.26, 1.69). Two thirds of partici- (intervention: 34.3%; control: 33.6%) an appointment (intervention: 88.8%;
pants (intervention: 65.7%; control: could get an appointment as soon as control: 71.9%; RR = 1.20; 95%

63.0%) attempted to make an needed. After the program started, Cl=1.13,1.27), and were 1.3 times
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TABLE 1— bpistribution of Demographic Characteristics and Socioeconomic Status Among Participants
in the ActionHealthNYC Evaluation Study: New York City, May 2016-June 2017

Follow-Up Survey Respondents

Randomized (n = 2351) (n=1067)
Intervention Control Intervention Control
All, % (n =1264), % (n=1087), % (n=591), % (n = 476), %
Age, y
18-24 3.9 34 4.5 34 3.8
25-34 18.3 16.9 20.1 191 234
35-44 30.8 31.7 29.7 32.8 315
45-54 27.2 29.1 25.0 28.2 22.6
55-64 124 12.2 12.7 11.4 121
=65 7.3 6.7 8.1 5.1 6.6
Sex
Female 50.8 50.8 50.7 55.3 51.7
Male 49.3 49.2 49.3 44.7 48.3
Race/ethnicity
Non-Latino White 1.4 1.4 1.3 0.9 0.6
Non-Latino Black 2.9 3.1 2.5 1.2 1.9
Latino 50.3 49.9 50.7 51.4 48.6
Non-Latino Asian 44.4 44.4 44.2 45.4 47.4
Non-Latino other 1.1 1.0 1.2 1.2 1.5
Primary language
Spanish 48.7 48.0 49.4 49.7 48.1
Chinese 211 21.2 20.9 321 324
English 9.7 9.5 10.0 5.2 8.6
Other 20.5 21.3 19.6 12.9 10.9
English proficiency
Well or very well 30.1 29.8 30.5 271 323
Not well or not at all 69.9 70.2 69.5 72.9 67.7
Years living in the United States*
<5 21.2 19.1 237 16.9 20.4
5-9 14.8 16.2 131 15.7 131
=10 64.0 64.8 63.2 67.4 66.5
Years living in NYC*T
<5 23.1 21.1 255 17.5 229
5-9 15.8 17.2 14.2 17.9 14.2
=10 61.0 61.7 60.3 64.6 62.9
Education completed
Primary school or less 26.6 26.7 26.6 26.7 24.4
Secondary school 221 221 221 23.9 26.1
High school 28.8 28.6 28.9 28.9 27.9
Some college or beyond 22,5 22.6 22.4 20.5 21.6
Employment
Full-time 20.6 21.7 19.3 19.0 18.6
Part-time 38.4 39.2 37.4 43.5 39.7
Others (e.g., student, homemaker) 15.6 15.6 15.6 17.5 16.5
Unemployed 25.4 235 27.6 20.0 253

Continued
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I TABLE 1— Continued

Follow-Up Survey Respondents
Randomized (n = 2351) (n=1067)
Intervention Control Intervention Control
All, % (n =1264), % (n=1087), % (n=591), % (n =476), %
Marital status
Married 46.8 47.3 46.2 45.4 48.9
Living together but not married 14.2 13.6 14.8 16.3 13.7
Divorced, widowed, or separated 18.3 19.2 17.4 19.7 16.5
Never married or single 20.7 19.9 21.6 18.6 20.9
Household income in 2015, $2
0-10000 43.2 43.2 43.2 42.9 41.9
10001-20000 36.8 35.9 38.0 36.4 39.3
>20000 20.0 20.9 18.8 20.7 18.8

Note. We used x to test significance. For the race/ethnicity variable among the follow-up survey respondents, we used the Fisher exact test because of

small cell counts.

“The number of missing variables (nonresponse) for the value was equal to or higher than 10% of n.

*P<.05 in the baseline survey.
P < .05 in the follow-up survey.

more likely to obtain an appointment
as soon as needed (intervention:
58.0%; control: 42.4%; RR = 1.33; 95%
Cl=1.17,1.51).

Patient Experience and Self-
Reported Health Status

Intervention and control participants
reported similar ratings of health care
(6.5) at baseline, and ratings were not
different at follow-up (8.2 vs 8.0, respec-
tively; Table 3). The ratings also did not
differ among those who had seen a doc-
tor at baseline (8.1 vs 7.9). Based on
PROMIS T-scores, intervention and con-
trol groups had similar physical health
(46.7 and 47.2, respectively) and mental
health (47.5 for both groups) before the
program, and their scores remained
similar at follow-up.

Sensitivity Analyses

Results of the sensitivity analyses for
addressing attrition were consistent

Peer Reviewed  Soodetal.

with our main findings. See Table C
(available as a supplement to the online
version of this article at http://www.
ajph.org) for details.

DISCUSSION

Our results show that intervention par-
ticipants were 1.2 times more likely
than control participants to report hav-
ing utilized primary care, having a PCP,
and having seen a doctor in the past 9
months. Previous studies have shown
that having a PCP or usual source of
care is associated with increased conti-
nuity and access to primary care,
including prevention and screening
services.'® Participants also reported
being more able to get an appointment
when needed. Key informant interviews
provided information that implied the
increase in demand was likely to have
been need based. Participants’ self-
reported experience with the health
system and health status did not signifi-
cantly change. PROMIS T-scores

remaining similar was not surprising
because of the program’s short dura-
tion. ActionHealthNYC obtained some
of the first descriptive information on
NYC undocumented immigrants’ health
status and utilization, highlighting sig-
nificant unmet need for primary care.
About 25% of study participants
reported having a PCP at baseline, sub-
stantially lower than the 90.8% of NYC
Medicaid enrollees who reported hav-
inga PCPin2017."°

Increases in health care access were
likely driven by 4 main factors. First, the
PCHs chosen for the program were
facilities with longstanding relationships
with local communities, enabling partic-
ipants to feel at ease with the pro-
viders, improving accessibility. Second,
because cost is a known barrier, we
standardized the fee scale, lowering
the cost to all patients in the interven-
tion group, improving affordability.
Third, to increase availability, program
enrollers made appointments for
intervention participants, and care
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TABLE 2— self-Reported Health Care Access Among Participants of ActionHealthNYC Evaluation Study
at Baseline and Follow-Up by Intervention Status: New York City, May 2016-June 2017

Baseline (n = 2351) Follow-Up (n = 1067)
Intervention Control Intervention Control
(n=1264), % or | (n=1087), % or | (n=591), % or (n = 476), % or Difference, Difference,
Mean (SD) Mean (SD) Mean (SD) Mean (SD) RR (95% CI) IRR (95% CI)
Has a primary care provider or 1.22 (1.09, 1.37) NA
other usual source of care
Yes 25.7 25.3 57.9 46.0
No 74.3 74.7 421 54.0
Saw a doctor in the past 12 mo 1.16 (1.11, 1.24) NA
(baseline) or 9 mo (follow-up)
Yes 59.6 61.0 91.2 76.8
No 40.4 39.0 8.8 23.2
Saw a doctor in the past 9 mo NA NA 88.2 64.6 1.31(1.15, 1.48) NA
at follow-up among
participants who reported no
doctor visit 12 mo before
baseline
No. of doctor visits in the past 2.5(4.2) 2.6 (4.3) 4.1 (4.1) 29 (3.7) NA 1.46 (1.26, 1.69)
12 mo (baseline) or 9 mo
(follow-up)
Attempted to make a medical 1.20 (1.13, 1.27) NA
appointment in the past 12
mo (baseline) or 9 mo
(follow-up)
Yes 65.7 63.0 88.8 71.9
No 34.3 37.0 11.2 28.1
Got an appointment as soon as 1.33(1.17, 1.51) NA
needed in the past 12 mo
(baseline) or 9 mo (follow-
up)?®
Yes 343 33.6 58.0 42.4
No 65.7 66.4 42.0 57.6

Note. Cl = confidence interval; IRR = incidence rate ratio; NA = not applicable; RR = relative risk. Baseline n refers to the number of participants who com-
pleted the baseline survey, and follow-up n refers to the number of participants who completed both baseline and follow-up surveys. Values are pre-
sented as percentages unless otherwise indicated. RR is reported for binary outcomes and IRR is reported for count outcomes. An RR or IRR greater
than 1 indicates greater likelihood of having an outcome or greater rate among the intervention participants. Models were adjusted for baseline out-
come (except for subgroup analysis), age, English proficiency, and years living in NYC.

2"Yes" was defined by a response of “usually” or “always” to the survey question; “no” was defined by a response of “sometimes,

to make an appointment.”

coordination was integrated into the
program. Fourth, staff worked closely
with PCHs to address linguistic and cul-
tural barriers that intervention partici-
pants were likely to experience in using

health services, increasing acceptability.

All communication materials were
translated to accommodate common
language needs. These additional
measures that addressed barriers

encountered by low-income immi-
grants likely enabled them to utilize
services more easily at the PCHs.
Highlighting the need for primary
care among uninsured and undocu-
mented immigrants, primary care use
significantly increased in both interven-
tion and control groups relative to their
baseline rate of 25%. At follow-up, 58%
of intervention participants and 46% of

"o

never,” or “did not try

control participants reported having a
PCP. This may be because all partici-
pants were given a list of hospitals and
health centers that provide low- to
no-cost care to the uninsured, includ-
ing the program PCHs. NYC govern-
ment maintains that no one should go
without needed health care, and the
local safety net is designed to ensure
access to care regardless of ability to
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TABLE 3— self-Reported Health Care Rating and Health Status Among Participants of ActionHealthNYC
Evaluation Study at Baseline and Follow-Up by Intervention Status: New York City, May 2016-June 2017

Baseline (n = 2351) Follow-Up (n = 1067)
Intervention Control Intervention Control
(n=1264), % or | (n=1087), % or | (n=591), % or (n =476), % Difference, b Difference,
Mean (SD) Mean (SD) Mean (SD) or Mean (SD) (95% CI) RR (95% CI)
Was helped by a care NA NA 171 8.9 NA 1.90 (1.34, 2.69)
coordinator in the past 9 mo
(follow-up)
Rating of health care received in 6.5 (3.0) 6.5 (3.0) 8.2 (1.9) 8.0 (1.9) 0.18 (-0.10, 0.46) NA
the past 6 mo (scale = 0-10)
Rating of health care received in 7.1 (2.4) 7.1 (2.4) 8.1 (2.0) 7.9 (1.8) 0.26 (-0.06, 0.58) NA
the last 6 mo (scale =0-10)
among those who reported
seeing a doctor at baseline
Global Physical Health PROMIS 46.7 (8.8) 47.2 (8.6) 48.0 (8.4) 47.7 (8.4) 0.68 (-0.20, 1.56) NA
T-score (range = 16.2-67.7)
Global Mental Health PROMIS 47.5 (7.7) 47.5 (7.1) 47.8 (7.9) 47.4 (7.4) 0.49 (-0.35, 1.33) NA
T-score (range = 21.2-67.6)

Note. Cl = confidence interval; NA = not applicable; RR = relative risk. Baseline n refers to the number of participants who completed the baseline survey,
and follow-up n refers to the number of participants who completed both baseline and follow-up surveys. The Global Physical and Mental Health T-score
reflects 4-item calculation for enrollees that answered all relevant questions. PROMIS T-scores are normalized with a mean of 50 as the average score of
the US general population. T-score difference of 10 from 50 (i.e., score 40 or 60) represents 1 standard deviation from the population mean, with a
higher score indicating a better rating of health than the US average. RR is reported for binary outcomes and b is reported for continuous outcomes. An
RR greater than 1 indicates greater likelihood of having an outcome among the intervention participants. A b greater than 0 indicates a higher mean
among the intervention participants. Models were adjusted for baseline outcome (except for the care coordination outcome), age, English proficiency,

and years living in NYC.

pay or immigration status. Progressive
local policy combined with a robust
safety net network was likely a signifi-
cant factor in increased primary care
utilization in both groups. This indicates
that each jurisdiction will require
adjustments to program design and
outreach approach when implementing
a direct-access program.
ActionHealthNYC reached many low-
income immigrants, a population that
faces especially large barriers to
accessing health care,'” and helped
reduce disparities in access to care.
Though recruitment targeted hard-to-
reach communities, it attracted more
than 6000 applicants for a study seek-
ing approximately 2500 participants.
This was likely driven by a multipronged
approach that targeted the eligible
population, including outreach through
community-based organizations,

Peer Reviewed  Soodetal.

advertisements in local non-English-
language newspapers, and mailings to
participants of other programs. Recruit-
ment and retention of most of the par-
ticipants throughout the program show
that local government can engage
immigrant communities through strate-
gic outreach even when the social con-
text leaves them politically vulnerable.
The program'’s success, particularly
within the access dimensions of avail-
ability, accessibility, and acceptability, is
noteworthy given the political climate
and federal policies that were hostile to
immigrants throughout the program
period. Still, the significant loss to
follow-up highlights the difficulties of
engaging this population. It is likely that
the follow-up response was low
because of undocumented immigrants
working long hours and being more
likely to move compared with other

groups. Our experience highlights the
need to dedicate resources to engage
marginalized populations in ways that
facilitate access to care.

Limitations

Our study had 4 main limitations.

First, external validity was limited
because of sample size, participant
demographics (skewed toward certain
groups of immigrants), and nonres-
ponse at follow-up. Results cannot be
generalized to all uninsured or undocu-
mented populations in NYC, and gener-
alizing our follow-up survey responses
to overall program participants
requires caution. Second, the analysis
primarily relied on self-reported infor-
mation. Third, all participants were
given a list of hospitals and health
centers that they could visit for low- to



no-cost care. Thus, there could have
been contamination between interven-
tion and control. Finally, because of
concerns about survey length,

we did not collect information

about chronic conditions on the follow-
up survey.

Public Health Implications

States and local authorities can build
on the progress that has been made
over the past decade to expand and
improve access to health care for unin-
sured populations. Although each juris-
diction has unique aspects of its health
system, policymakers seeking to
improve access to care can learn from
experiences of others. The results of
our program indicate that, similar to
the success of Healthy San Francisco,
myHealthlLA, and other established
health access programs, even in areas
with strong safety net systems, a coor-
dinated health care access program
can increase access to care for the
uninsured. ActionHealthNYC's experi-
ence suggests that such a program
should include a formal membership
component, a designated PCH network,
a set fee scale, and customer service.
As the COVID-19 pandemic continues
to exacerbate inequities in health sys-
tems and disparities in health care
access, direct-access programs can
play a key role in facilitating access to
care. Local officials should consider
creating formal health access
programs for the uninsured to improve
health care access and, ultimately,
population health. 4JPH
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Community Health Worker Asthma
Interventions for Children: Results
From a Clinically Integrated
Randomized Comparative
Effectiveness Trial (2016-2019)

Molly A. Martin, MD, MAPP, Oksana Pugach, PhD, Giselle Mosnaim, MD, Sally Weinstein, PhD, Genesis Rosales, MSW,
Angkana Roy, MD, Andrea A. Pappalardo, MD, and Surrey Walton, PhD

S & See also Homaira and Jaffe, p. 1183.

Objectives. To compare asthma control for children receiving either community health worker (CHW) or
certified asthma educator (AE-C) services.

Methods. The Asthma Action at Erie Trial is a comparative effectiveness trial that ran from 2016 to 2019
in Cook County, Illinois. Participants (aged 5-16 years with uncontrolled asthma) were randomized to 10

Research

home visits from clinically integrated asthma CHWSs or 2 in-clinic sessions from an AE-C.

Results. Participants (n = 223) were mainly Hispanic (85%) and low-income. Both intervention

groups showed significant improvement in asthma control scores over time. Asthma control was

maintained after interventions ended. The CHW group experienced a greater improvement in

asthma control scores. One year after intervention cessation, the CHW group had a 42%

reduction in days of activity limitation relative to the AE-C group (b = 0.58; 95% confidence

interval =0.35, 0.96).

Conclusions. Both interventions were associated with meaningful improvements in asthma control.

Improvements continued for 1 year after intervention cessation and were stronger with the CHW

intervention.

Public Health Implications. Clinically integrated asthma CHW and AE-C services that do not provide

home environmental remediation equipment may improve and sustain asthma control. (Am J Public
Health. 2021;111(7):1328-1337. https://doi.org/10.2105/AJPH.2021.306272)

or decades, poor asthma control in
F low-income urban minority children
has been linked to increased hospital-
izations, emergency department (ED)
visits, and urgent care (UC) visits, and
missed school and caregiver work
days."™ With proper medication usage
and reduced exposure to triggers,
asthma can be controlled.* Despite
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comprehensive asthma management
guidelines,? asthma disparities per-
sist."” Effective interventions that sup-
port and connect high-risk families and
health systems are needed®

Certified asthma educators (AE-Cs)
providing reimbursable asthma educa-
tion are a potential intervention for
improving community asthma care.’

However, research demonstrating the
ability of AE-Cs to improve asthma out-
comes is limited. Another promising
approach is community health workers
(CHWs). CHWSs connect patients and
communities to health and social serv-
ices.’® In randomized controlled trials,
CHWs working with families of low-
income children with asthma reduced


https://doi.org/10.2105/AJPH.2021.306362
https://doi.org/10.2105/AJPH.2021.306272

home triggers, asthma symptoms, and
UCuse." ™

CHW and AE-C services provide a
pathway to deliver guidelines-based
asthma self-management support? for
high-risk families, but application of
these interventions to real-world prac-
tice is limited. CHW training, hiring, and
supervisory needs in the clinical envi-
ronment are not standardized. The
number of visits needed to achieve
optimal outcomes is unknown. Home
remediation equipment, such as vacu-
ums, cleaning kits, and allergy mattress
covers, were provided free to families
in many CHW asthma studies but are
not covered by insurance.”'™"* Finally,
the lack of data on asthma efficacy for
AE-C services may further influence
their uptake.

The Asthma Action at Erie Trial was
designed to address these gaps. Aim 1
was to assess the efficacy of CHW
home intervention, relative to clinic-
based AE-C education, over 12 months
on asthma control. Aim 2 was to assess
maintenance of intervention efficacy on
asthma control at 24 months. The
results of this trial provide guidance for
community health systems regarding
the implementation of CHW and AE-C
programs for asthma support services
for children.

METHODS

The Asthma Action at Erie Trial (NCT
02481986) used a 2-group comparative
effectiveness design to assess asthma
control changes in low-income urban
minority children with uncontrolled
asthma."® Participants were random-
ized to in-clinic AE-C services or home
CHW visits to determine if asthma con-
trol differed between groups. To align
with normal services covered by insur-
ance, participants did not receive home

environmental remediation equipment
or monetary incentives for intervention
completion. We hypothesized that chil-
dren in the CHW group would show
greater, sustainable improvements in
asthma control than those in the AE-C
group. To evaluate sustainability, we
assessed asthma control at 24 months.

Participants

In partnership with Erie Family Health
Center (Erie), a federally qualified health
system providing clinical services for
low-income families in the Chicago
area, we recruited 223 children and
their caregivers. Recruitment occurred
sequentially at 6 clinics in Chicago and
Evanston, lllinois, over a period of 18
months. Eligibility required being a
patient at Erie aged 5 to 16 years, living
with the caregiver at least 5 days out of
the week, and having uncontrolled
asthma. To capture asthma impairment
and risk,? we used the Asthma Control
Test (ACT) or childhood Asthma Control
Test (cACT; score < 20), the Asthma
Control Questionnaire (ACQ;

score = 1.25), and self-report of at least
1 oral corticosteroid burst in the past
year.'®?° Only 1 child and caregiver per
household could be enrolled. Exclusion
criteria included lack of fluency in
English or Spanish, transient living con-
ditions, or the child having significant
developmental delays or comorbidities
limiting their ability to participate.

Procedures

Details of the methods have been
reported elsewhere."® Briefly, Erie
mailed introductory letters to poten-
tially eligible families identified through
their electronic medical record (EMR).
Families were then screened for eligibil-
ity by telephone. Child age, asthma
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control, language, living conditions, and
health exclusions were assessed. If
eligible and interested, a home data
collection visit was scheduled. Research
assistants (RAs) collected standard
demographic data, the child's asthma
symptoms and history, medications
used, inhaler technique, and triggers.

If an inhaled corticosteroid was pre-
sent, adherence was monitored over

2 weeks using an electronic adherence
device (DoserCT: MEDITRACK Products,
Easton, MA) or the medication counter.
A saliva sample for cotinine analysis
was obtained from the child.

After completing the baseline assess-
ment, participants were randomized to
the AE-C or CHW group in a 1-to-1 ratio
using stratified block randomization
with randomly mixed permutated
blocks of size 4 and 6. The stratum was
defined based on a combination of Erie
clinic sites, race/ethnicity, and age.

Interventions

Details of the interventionist hiring,
training, protocols, and supervision are
described elsewhere.'®?" Briefly,

1 AE-C and 2 CHWs were hired by Erie.
All were fluent in English and Spanish.
The AE-C had previous asthma educa-
tor experience; the CHWs did not. The
AE-C passed the National Asthma
Educator Certification Board Exam. No
formal certifications exist for CHWs in
lllinois, but the CHW hiring and training
process was designed to ensure that
the CHWs had the recommended skills
and qualities defined by the national
CHW Core Consensus Project (https://
www.c3project.org). The CHWs and
AE-C completed a 16-hour initial
asthma training, followed by additional
training on asthma medications and
trigger remediation, home visitation,
emergency mental health, and the
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study protocol. Intervention was then
delivered from May 2016 through
August 2018. Although the AE-C and
CHWs met regularly with investigators
for protocol and fidelity monitoring,
they operated as full Erie employees
and communicated directly with clinical
staff. Study participant encounters
were documented in the Erie EMR and
study database.

Families randomized to the AE-C were
offered a 1-hour session at an Erie clinic
within a month of randomization and
again at 6 months. Sessions were fol-
lowed with a telephone call from the
AE-C 2 weeks later to answer any ques-
tions. Sessions covered asthma symp-
toms, control, triggers, action plans,
medication technique, adherence, and
caregiver or child concerns. The AE-C
visit frequency and topics were chosen
to align with national guidelines for
asthma self-management education.”
The AE-C rotated among the 6 Erie clinic
sites on a set schedule, also providing
general asthma support and supervising
the CHWSs.

Families randomized to CHW inter-
vention were offered 10 visits over 12
months; the number of visits and
intervention duration were informed by
previous research in the same commu-
nity.'©?12? Visits were intended for the
home, although CHWs had the flexibility
to meet at other locations. CHWSs cov-
ered the same asthma topics as the
AE-C. However, their protocol was flexi-
ble, allowing for prioritization of specific
family needs. CHW visits ended with
families completing a written behavioral
change plan detailing short-term goals.

Outcomes Assessment

To preserve data integrity, the data col-
lection team was completely separate
from the intervention team; they did
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not communicate regarding partici-
pants, and interventionists did not have
access to baseline or follow-up data.
RAs collected outcomes data in person
in homes at 6, 12, and 24 months. Tele-
phone data were collected at 18
months. Families were reimbursed by
RAs $50 for the main assessments and
$25 for the 18-month call. RAs also
called monthly to collect caregiver
reports of any new asthma-related hos-
pital, ED, or UC visits, or corticosteroid
bursts. These were then verified using
EMR reviews.

The primary outcome, asthma con-
trol, was captured in 2 ways: ACT (=12

)1 820,23 and

years) or cACT (5-11 years
self-reported asthma-related activity
limitation over the past 14 days.?* Addi-
tional measures included the ACQ,
health care utilization for asthma (veri-
fied by EMR at 12 and 24 months), oral
corticosteroid bursts, asthma medica-
tion (type, technique, and adherence),
and home triggers. Covariates included
child and caregiver depression and
posttraumatic stress disorder, as well
as family social support and function-
ing. Outcomes assessment procedures
and covariate details have been previ-
ously published.'®

Statistical Analysis

To capture the minimally important
increase (3 points,”® a 0.4 SD) in cACT
or ACT scores with 80% power (2-sided
P <.05) at 15% attrition, 110 partici-
pants per group was sufficient.®
According to previous data on baseline
rates and assumed effect size,'>"® this
sample size was also adequate to cap-
ture 30% fewer days of activity limita-
tion between groups at 12 months.
We calculated descriptive statistics
for the total sample and by groups. As
recommended by the CONSORT

Statement for clinical trials (www.
consort-statement.org), we did not con-
duct significance testing on baseline
covariates. The primary statistical analy-
sis used the marginal models frame-
work % Specifically, linear covariance
pattern modeling was used for the con-
tinuous cACT or ACT outcome. We

used generalized estimating equation
with negative binomial distribution and
log-link function for activity limitation.
We measured both outcomes repeat-
edly over time. To correctly evaluate
the model estimates’ covariance matrix,
we used heterogeneous Toeplitz and
unstructured variance-covariance
parametrization,”® with empirical-
based estimators for continuous

and count outcomes.

Analyses used an intention-to-treat
approach. Imputation was not needed
because of minimal missing outcomes.
Under assumptions of covariate-
dependent missing completely at ran-
dom, both methods give unbiased esti-
mates and use all available observations.
Eighteen-month data were not included
in the models as the data collection
mode was different. Final models
included categorical time, group, group-
by-time interaction, stratification varia-
bles used for restricted randomization
(site, ethnicity, age group), and season.
Season was not an initial stratification
variable but was included in the models
because the follow-up data collection
windows sometimes crossed seasons.

We compared asthma-related health
care utilization and corticosteroid
bursts by using binomial and logit-link
generalized estimating equation mod-
els, each with an unstructured
variance-covariance matrix. The regres-
sion models controlled for the same
covariates as the primary analysis.

We performed sensitivity analyses to
evaluate the influence of the amount
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of CHW visits on the results. Four
participants had more than the
protocol-defined 10 CHW visits. When
these outliers were omitted, the results
remained consistent. The progression
of outcomes over time as a function of
visit completeness was evaluated by
summarizing observed outcomes by
groups using procedures that account
for repeated observations in standard
error calculations.?® To examine the RA
influence on outcomes, number of RA
contacts was added to final primary
analysis models as a control variable.

RESULTS

We randomized 223 children and their
caregivers out of 1688 children that
were identified from 6 Erie clinic loca-
tions (Figure 1): 108 to the CHW group
and 115 to the AE-C group. Primary
outcomes data were complete for
96.0% (cACT or ACT) and 96.4% (activity
limitation) of the sample at 12 months,
and 93.7% for both at 24 months. Two
participants withdrew. In the AE-C
group, 49% received no intervention,
29% received 1 session, and 22%
received 2. In the CHW group, 6%
received no intervention, with a median
of 7 visits (interquartile range = 4)
received (Table 1).

Demographics reflected the service
populations of Erie and did not differ
by treatment group (Table 1). While the
mean child age was 9 years, 176
(78.9%) were aged 5 to 11 years, and
47 (21.1%) were aged 12 to 16 years at
baseline. Eighteen percent of children
were of Black race and 85.2% of His-
panic ethnicity. Of those that identified
as Hispanic, 83.7% claimed Mexican
heritage, and 44.4% of their caregivers
were born in Mexico. Depressive symp-
toms in caregivers (14.8%) and children
(18.0%) were evident. Posttraumatic

stress disorder symptoms were high in
children, with 51.3% reporting in the
clinically symptomatic range.?’®

Both groups showed significant
improvement in cACT or ACT scores
over time, with the greatest improve-
ment at 6 months from baseline. Main-
tenance of asthma control continued
through 24 months (Table 2; Figure 2).
While cACT or ACT scores were not sig-
nificantly different between groups at
any time point, the CHW group experi-
enced a greater change in cACT or ACT
from baseline to 12 months, with an
average increase of almost 5 points
compared with 3 points for the AE-C
group (P=.01). Activity limitation also
improved in both groups over time. At
12 months, the CHW group had a 37%
reduction in days of activity limitation
relative to the AE-C group (b = 0.63;
95% confidence interval [Cl] = 0.40,
1.00). At 24 months, the CHW group
reduction was more pronounced at
42% (b= 0.58; 95% Cl = 0.35, 0.96).

We compared asthma-related health
care utilization and oral corticosteroid
bursts by intervention group as well.
Any ED visits or hospitalizations for
asthma declined from baseline at 12
months (CHW group: OR = 0.18; 95%
Cl=0.09, 0.34; AE-C group: OR = 0.24;
96% Cl =0.14, 0.40) and 24 months
(CHW group: OR = 0.08; 95% Cl = 0.04,
0.18; AE-C group: OR=10.17; 95%
Cl=0.09, 0.31). The odds of any ED
visits or hospitalizations for asthma
were lower in the CHW group com-
pared with the AE-C group at 12
months (OR = 0.52; 95% Cl = 0.24,
1.10) and reached significance at 24
months (OR = 0.35; 95% Cl = 0.14,
0.88). Similarly, the odds of UC visits
were lower in the CHW group than the
AE-C group at 24 months (OR = 0.52;
95% CI=0.27, 1.01). The CHW group
also had lower odds of any oral
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corticosteroid bursts at 24 months
compared with the AE-C group
(OR=10.35;95% Cl=0.15, 0.81).

To better understand the changes
over time, we compared participants by
intervention dose (Figure A, available as
a supplement to the online version of
this article at http://www.ajph.org). By
24 months, participants receiving no
AE-C intervention had improved a
mean of 3.9 cACT or ACT points. Partici-
pants who received the full AE-C inter-
vention started at a higher cACT or ACT
score and had the least average
improvement (2.6 points) at 24 months.
The CHW group was more heteroge-
neous in response patterns, given the
larger range of potential intervention
visits. Participants who refused all CHW
visits showed some improvement
between baseline and 12 months
(mean = 2.1 points) and finished with a
mean improvement of 7.2 points at 24
months. Those receiving 1 to 3 CHW
visits started with lower cACT or ACT
scores and improved a mean of 6.3
points at 12 months, followed by a
slight decline (1.6 points) at 24 months.
Those receiving 4 to 6 and 7 to 9 visits
followed parallel paths of steady
improvement (5.0 points at 12 months)
and maintenance. Participants with 10
or more visits started with the worst
cACT or ACT scores but improved a
mean of 5.4 points at 12 months and
continued to improve. We saw similar
patterns with activity limitation.

Because of the improved asthma
control noted in participants who
received no intervention, we investi-
gated if RA contact was associated with
asthma control and if it influenced
intervention effects. Controlling for RA
contacts did not change the overall
intervention effects. Meanwhile, addi-
tional RA contacts were independently
associated with an incremental
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increase of 0.21 in cACT or ACT score
(b=0.21,SE=0.10; P=.04)and a
6.8% reduction in days with activity limi-
tation more than 24 months
(b=-0.07; SE=0.02; P<.01).

DISCUSSION

This study aimed to inform community
health systems regarding the

implementation of asthma CHW and AE-C
programs. First, we tested if clinically inte-
grated asthma CHWs and the AE-C could
improve asthma control without providing
home environmental remediation equip-
ment. Asthma control often improves
over time in children before puberty, but
the increases seen in our study exceeded
the cACT or ACT minimally important dif-
ference and were larger than would be

1688 Assessed for Eligibility

expected by just time. Activity limitation
was also reduced in both groups. Effects
were stronger in the CHW group.
Because our study did not compare
the interventions to a pure usual care,
our results can be compared with
others to understand their relevance.
In a landmark asthma CHW study,
which included environmental remedia-
tion equipment, Krieger et al. reported

56 Eligible, Then Excluded

20 Scheduling problems
4 Consentissues
26 Did not complete data collection

6 Now did not meet inclusion criteria

A

A 4

1409 Excluded During Screening
424 Unable to reach
544 Declined screening
441 Did not meet inclusion criteria

223 Randomized Child/Caregiver Dyads

\ 4

108 Assigned to CHW Group
102 Received some intervention
6 Received no intervention

A 4

Included in Primary Analysis = 108

6-month data collection

99 Completed (1 via phone)
12-month data collection

105 Completed (4 via phone)
18-month data collection

105 Completed (all via phone)
24-month data collection

103 Completed (4 via phone)

I FIGURE 1— Asthma Action at Erie CONSORT Diagram

A 4

115 Assigned to AE-C Group
59 Received some intervention
56 Received no intervention

A 4

Included in Primary Analysis = 115
6-month data collection
111 Completed
12-month data collectiona
110 Completed
18-month data collection
107 Completed (all via phone)
24-month data collection
106 Completed (3 via phone)

Note. AE-C = certified asthma educator; CHW = community health worker; CONSORT = Consolidated Standards of Reporting Trials.

“Two formal withdrawals: 1 at 12 months and 1 at 24 months.
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TABLE 1— Participant Demographics, Baseline, Asthma Control,

and Intervention Delivery: Cook County, IL, 2016-2019

AE-C Group CHW Group Total (n =223)
(n=115), Mean (n=108), Mean * Mean = SD or
=+ SD or No. (%) SD or No. (%) No. (%)

Child demographics
Age, y 9.5 £3.2 9.3 £2.9 9.4 +3.0
Female 52 (45.2) 46 (42.6) 98 (44.0)
Race?

Black 21 (18.4) 18 (16.7) 39 (17.6)

White 30 (26.3) 33 (30.6) 63 (28.4)
Hispanic 98 (85.2) 92 (85.2) 190 (85.2)

Mexican® 83 (84.7) 76 (82.6) 159 (83.7)

Puerto Rican® 10 (10.2) 10 (10.9) 20 (10.5)

Other Hispanic® 5(5.1) 6 (6.5) 11 (5.8)
Child baseline asthma control
Uncontrolled asthma by ACT or cACT® 59 (51.3) 64 (60.4) 123 (55.7)
Days of activity limitation in the past 2 weeks 3.4 +4.0 3.7 £3.9 3.6 +3.9
Emergency department visits for asthma in 22 *15 1.9 1.4 2.1 1.5

past 12 mo?®

Hospitalized for asthma in past 12 mo? 1.2 0.5 2118 1.5 £1.1
Oral corticosteroid bursts for asthma in past 12 mo® 21 +1.4 2.1 +1.8 21 *1.6
Caregiver demographics
Age, y 36.5 7.6 36.0 6.6 36.3 7.1
Married or live with partner® 75 (65.8) 69 (64.5) 144 (65.2)
Highest degree earned

< high school 33(28.7) 31(28.7) 64 (28.7)

High school or GED 42 (36.5) 42 (38.9) 84 (37.7)

Some college 28 (24.4) 26 (24.1) 54 (24.2)

College graduate or more 12 (10.4) 9 (8.3) 21 (9.4)
Language of interview

English 57 (49.6) 52 (48.2) 109 (48.9)

Spanish 36 (31.3) 34 (31.5) 70 (31.4)

Mixed English and Spanish 22 (19.1) 22 (20.4) 44 (19.7)
Born outside of the mainland United States 62 (53.9) 59 (54.6) 121 (54.3)
Intervention receipt
AE-C intervention

No sessions 56 (48.7)

Initial clinic session 52 (45.2)

Initial follow-up phone call 23 (20.0)

6-mo clinic session 32 (27.8)

6-mo follow-up phone call 15 (13.0)
CHW intervention

No visits 6 (5.6)

1-3 10 (9.3)

4-6 23 (21.3)

7-9 59 (54.6)

=10 10 (9.3)

Note. ACT = Asthma Control Test; AE-C = certified asthma educator; cACT = childhood Asthma Control Test;

CHW = community health worker; GED = general educational development.

2The sample size was n = 222; the majority reported “ot
The denominator was the number endorsing Hispanic.
“The sample size was n = 221.

her” race.
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a reduction of 4.1 days of activity limita-
tion over 2 weeks in the CHW arm'“—
larger than the reduction seen in our
CHW group of 2.54 days at 12 months.
The Inner City Asthma Study reported a
smaller effect, a reduction of 2.34
days."® Most recently, Campbell et al.
reported a reduction of 2.93 days of
activity limitation in their CHW group. At
12 months, their results showed 1.80
days of activity limitation in their usual
care arm compared with 1.23 days in
the CHW arm."" Our AE-C group had
1.95 days of activity limitation at 12
months compared with 1.17 in the
CHW group, which is very similar to the
Campbell et al. results obtained with a
usual care control. This comparison
also suggests comparable asthma
control can be obtained with CHW
intervention that does not include envi-
ronmental remediation equipment.
Our results show a robust change in
asthma control for those in the AE-C
intervention group. However, almost
half of this group got no intervention,
which makes it difficult to understand
the actual intervention impact. Despite
strong recommendations for AE-C
services and a well-defined certifica-
tion program,”%?? the existing evi-
dence for AE-C effectiveness is small.
Wang et al. recently reported reduced
corticosteroid bursts and clinic visits
associated with a nurse AE-C interven-
tion.® Other studies reported
reduced ED visits and fewer asthma
symptoms with combined AE-C and
CHW, and AE-C and pharmacist inter-
ventions.?"?? Most AE-Cs are nurses
and respiratory therapists, but ours
was neither. Our results suggest that
additional research is needed to
determine the ability of an AE-C inter-
vention to improve asthma control in
a community setting. The recently
improved availability and acceptance
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TABLE 2— Adjusted Models of Asthma Outcomes Immediately After Intervention (12 Months) and 1
Year Later (24 Months): Cook County, IL, 2016 to 2019

Unadjusted Adjusted
Change Over Intervention Change Over Intervention
12 Mo From Difference at 24 Mo From Difference at 24
Baseline 12 Mo 24 Mo Baseline 12 Mo Baseline Mo
CACT or ACT, mean (95% Cl) 0.65 (-0.45, 1.75) 0.33 (-0.69, 1.34)
CHW 17.56 (16.58, 18.54) | 22.52(21.70, 23.33) | 22.99 (22.23, 23.75) | 4.89 (3.96, 5.83)** 5.42 (4.44, 6.39)**
AE-C 18.53 (17.69, 19.36) | 21.70 (20.84, 22.55) | 22.57 (21.84, 23.29) | 3.17 (2.16, 4.18)** 4.02 (2.99, 5.04)**
Days of activity limitation, 0.63 (0.40, 1.00) 0.58 (0.35, 0.96)*
mean?® (95% Cl)
CHW 3.71 (2.97, 4.45) 1.17 (0.80, 1.55) 1.10 (0.60, 1.59) 0.33 (0.22, 0.48)** 0.29 (0.19, 0.43)**
AE-C 3.43 (2.70, 4.17) 1.95 (1.32, 2.59) 1.82 (1.27, 2.37) 0.56 (0.38, 0.83)** 0.54 (0.39, 0.76)**
ED or hospitalizations, OR 0.52 (0.24, 1.10) 0.35 (0.14, 0.88)
(95% CI)°
CHW 0.42 (0.33, 0.52) 0.13 (0.07, 0.20) 0.07 (0.02, 0.12) 0.18 (0.09, 0.34) 0.08 (0.04, 0.18)
AE-C 0.50 (0.41, 0.60) 0.21 (0.13, 0.29) 0.16 (0.09, 0.23) 0.24 (0.14, 0.40) 0.17 (0.09, 0.31
Urgent care use, OR (95% CI)® 0.81 (0.46, 1.45) 0.52 (0.27, 1.01)
CHW 0.62 (0.53, 0.72) 0.37 (0.28, 0.47) 0.17 (0.10, 0.25) 0.34 (0.19, 0.60) 0.12 (0.06, 0.22)
AE-C 0.61 (0.52, 0.70) 0.41 (0.32, 0.50) 0.28, 0.20, 0.37) 0.42 (0.25, 0.69) 0.23 (0.13, 0.40)
Oral corticosteroid bursts, OR 0.67 (0.36, 1.26) 0.35 (0.15, 0.81)
(95% CI)°
CHW 0.56 (0.46, 0.65) 0.26 (0.17, 0.34) 0.10 (0.04, 0.16) 0.23 (0.12, 0.43) 0.07 (0.03, 0.15)
AE-C 0.69 (0.60, 0.78) 0.32(0.23, 0.41) 0.22 (0.14, 0.30) 0.18 (0.11, 0.31) 0.10 (0.06, 0.19)

Note. ACT = Asthma Control Test; AE-C = certified asthma educator; cACT = childhood Asthma Control Test; CHW = community health worker; Cl = confidence interval; ED = emergency depart-
ment; OR = odds ratio. Models control for site, race/ethnicity, age, and seasonality.

#Percent change over time and intervention difference estimated using negative-binomial modeling. Effect sizes are ratios of days.

Ppredicted probability of outcome estimated by marginal standardization, which allows inference to the overall sample. Effect sizes are ORs.
For ORs, significance indicated by 95% Cls; for means, *P <.05; **P <.01.

of telehealth also offers new opportu-
nities for AE-Cs to reach families.
Because behavior change can be a
slow process and potentially requires
ongoing support, we assessed out-
comes following intervention cessation.
Asthma control was maintained for 12
months without intervention in both
groups. The interventions were
designed to strengthen families’ skills in
using existing clinic and community
resources, and our results suggest that
this was achieved, especially by CHWs.
This study was designed as a compar-
ative effectiveness trial of 2 interven-
tions, but ultimately ended up testing 3.
While the CHW intervention resulted in
slightly better asthma control than the
AE-C intervention, a meaningful change
also appeared to be associated with the
data collection process. Although the
RAs did not provide direct intervention,

Peer Reviewed  Martinetal.

caregivers frequently asked them
asthma care questions; RAs would
encourage families to speak with their
interventionist or physician instead. The
RAs asked detailed questions about
asthma and caregiver and child mental
health, likely raising the families’ aware-
ness of these issues. Monthly RA calls
were brief, but we suspect the data col-
lection process created strong connec-
tions between the RAs and families. A
follow-up survey conducted by Erie sup-
ported this theory. These data show
how the research process itself often
influences study outcomes. In-person
in-home ongoing asthma and mental
health assessments by bicultural, com-
passionate RAs in the context of access
to health care from Erie proved to be a
driver of our intervention effects.

These results should also be viewed
with an implementation science lens.

By partnering with a community health
center, we identified many children
with uncontrolled asthma, but most
lacked the clinical severity that would
typically be encountered in a specialty
clinic or ED. This sample is, therefore,
more generalizable to urban minority
community populations. The uptake of
the interventions by providers, staff,
and patients was high. When not per-
forming study activities, the AE-C and
CHWs quickly became highly valued
members of the care teams.

The AE-C in-clinic sessions proved dif-
ficult to schedule. Because of clinic
rotation, the AE-C was in certain neigh-
borhoods only on specific days, and
families found aligning their schedules
and physically getting to the clinics chal-
lenging. In-home visits by CHWs did not
have the same scheduling issues; fami-
lies accommodated the CHWSs and
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FIGURE 2— Adjusted Models of Asthma Control at Various Timepoints for (a) Asthma Control Test (ACT) or Childhood
Asthma Control Test (c-ACT) and (b) Activity Limitation Over Past 14 Days: Cook County, IL, 2016-2018

Note. AE-C = Childhood Asthma Control Test.

appreciated the home visits. To deliver
84 AE-C sessions cost $11373($135
per session), and to deliver 722 CHW
visits cost $53390 ($74 per visit). These
costs are lower than asthma CHW costs
published by others.'" When the study
ended, Erie internally funded 1 of the
asthma interventionists, demonstrating
intervention sustainability.

Our results also demonstrated that
some families did not need any asthma
CHW services to achieve improvements
in asthma control, while others needed
varying amounts. The amount of CHW
visits delivered was often related to
social issues limiting family participa-
tion. The optimal number of visits to
achieve asthma goals, as defined by the
family and CHW, was 7 to 10.%" Our
results suggest a flexible approach to
determining the “dose” of CHW inter-
vention, based on family need and indi-
vidual asthma control.

Limitations

Several additional factors should be
considered when one is interpreting
these results. Determining asthma

control in research is challenging."”
Our study used the cACT or ACT
because of its clinical utility, although
the clinical cut point and minimally
important difference we applied were
conservative. Other studies with non-
White, low-income populations suggest
that the cACT or ACT cut point should
be higher in these populations and that
a minimally important difference of 2 is
acceptable.**3> When we repeated
analyses with the ACQ, results were
similar. Although our health care utiliza-
tion outcomes were adjudicated (not
self-report), overall events were low,
and the study was not sufficiently pow-
ered for these as outcomes. This was
by design, but it does limit comparisons
to other studies. The comparative
effectiveness design did not include a
pure comparison arm, although suffi-
cient research has been conducted
with similar populations to suggest the
expected trend without intervention.

Public Health Implications

We showed that clinically integrated
asthma CHW and AE-C interventions

were associated with meaningful
improvements in asthma control even
when no environmental remediation
equipment was provided. Improve-
ments continued after intervention ces-
sation and were stronger with the CHW
intervention. The mechanisms for these
changes are unclear, as some children
had improvements even without receiv-
ing intervention. It is possible that just
sharing health information with cultur-
ally sensitive compassionate individuals
in the home setting may have its own
impact on asthma control. Health sys-
tems deciding between CHW and AE-C
interventions now face a complicated
cost comparison. CHWs typically cost
less to employ than AE-Cs and have
been shown to have significant returns
on investments."" Our AE-C interven-
tion cost less to deliver than the CHW
intervention, but that was because of
low participation in the AE-C group. We
also saw an effect of the data collection
protocol itself.

Future research and policy efforts
should use implementation science
methods to support health systems to
determine how and when to apply
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these interventions. In populations
experiencing health disparities, per-
haps one-on-one basic asthma and
behavioral health screening from a
general CHW followed by social support
is a sufficient starting point. CHW inter-
vention could then be appropriately
scaled; individuals with more difficult
social or clinical challenges could
receive additional visits with asthma
interventionists (CHW or AE-C) or be
transferred to the appropriate teams
(medical, behavioral health, or social
work). Overall, CHWs and AE-Cs offer
the potential to improve asthma care,
and more work is needed to fully opti-
mize the use of these strategies. 4JPH
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Monitoring Self-Perceived

Occupational Health Inequities
in Central America, 2011 and 2018

Michael Silva-Penaherrera, PhD, David Gimeno Ruiz de Porras, PhD, George L. Delclos, PhD, Marianela Rojas Garbanzo, PhD,
Pamela Merino-Salazar, PhD, Maria Lopez-Ruiz, PhD, and Fernando G. Benavides, PhD

> 3 See also Siqueira, p. 1197.

Objectives. To analyze changes in occupational health inequity between 2011 and 2018 among workers

in Central America.

Methods. Data were collected by face-to-face interviews at the workers' homes for the 2 Central
America Working Conditions Surveys (n = 12024 in 2011 and n = 9030 in 2018). We estimated health
inequity gaps by means of absolute and relative population attributable risks and the weighted Keppel

index. We stratified all analyses by gender.

Results. Between 2011 and 2018, the proportion of workers reporting poor self-perceived health

decreased both in women (from 32% to 29%) and men (from 33% to 30%). However, the health inequity
gaps remained wide in the 4 stratifiers. Measured by the Keppel index, health inequity gaps between
countries increased from 22% to 39% in women and from 20% to 29% in men.

Conclusions. While health improved between 2011 and 2018, health inequity gaps remained wide. Wider

health inequity gaps were observed between countries than by gender, age, occupation, or education.

Public Health Implications. This first benchmark of occupational health inequities in Central America
could be useful when developing and evaluating the impact of public policies on work. (Am J Public Health.
2021;111(7):1338-1347. https://doi.org/10.2105/AJPH.2021.306276)

H ealth equity, a key goal of the
United Nations' 2030 Agenda for

Sustainable Development Goals, is a
basic condition of social justice that
allows other human rights to be
achieved." Health inequities are system-
atic differences in health status that are
also deemed unjust or unfair because
of socially determined circumstances.?
Wealth distribution varies for each
world's region, with Central America
being the most inequitable and one of
the world's fastest-growing workforces
together with the rest of Latin America.?
Most people in Central America face
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many challenges to overcome the social
and economic vulnerability they experi-
ence. Common challenges are the lack
of economies of scale in production,
proneness to external financial shocks,
limited transport and communications
infrastructure, and high levels of emigra-
tion of skilled individuals to North Amer-
ica or Europe.* Furthermore, the popu-
lation’s health in the Central American
region is negatively affected by weak
social protection systems, inadequate
access to health care, and migration
patterns that disrupt family and social
network caregiving structures.”

Paid work is the primary source of
income for the majority of the adult
population and, in most countries,
work provides access to social protec-
tions such as unemployment or health
insurance covering work-related ill
health, injury, or disability.>” As such,
paid work is an important determinant
of population health as well as health
inequity.® Employment conditions such
as the contract type (e.g., permanent,
temporary, or without contract), the sal-
ary level, or worker participation tend
to determine a worker's income level
and her or his place in the social


https://ajph.aphapublications.org/doi/abs/10.2105/AJPH.2021.306276
https://doi.org/10.2105/AJPH.2021.306276

hierarchy. Working conditions related
to the work environment, specific job
tasks, or psychosocial conditions also
affect workers’ health. Both employment
and working conditions shape the socio-
economic gradient in health. The social
gradient in health refers to health
inequities affecting all socioeconomic
strata (whether countries or people),
with the bottom of the strata having the
worst health indicators, and the higher
in the socioeconomic hierarchy having
better health than those below. This
pervasive gradient, which is associated
with the circumstances in which people
grow, live, work, and age, highlights the
role of work and employment as a lead-
ing social determinant of health and
health inequities.” Therefore, improving
employment and working conditions
could be one of the most efficient ways
to reduce health inequity.

Gender also plays an important role in
health inequities, particularly those
related to work. While women are joining
the worldwide paid labor force at a rapidly
growing rate, their participation is driven
by more precarious jobs, lower wages,
and higher job insecurity than the men."°

Previous evidence indicates that
employment and working conditions
and workers' health vary widely across
Latin America, particularly in Central
America."" Periodic gathering of reli-
able, comparable, and high-quality data
are basic features of effective surveil-
lance of workers' health."* However, a
critical obstacle for effective occupa-
tional health surveillance and the study
of health inequities in Central America
is the traditional lack of reliable central-
ized administrative national data to fully
assess the impact of work on health."
This limitation is especially relevant
given the predominance of workers in
Central America who work under poor
employment and hazardous working

conditions, and the high proportion of
workers who have informal or precari-
ous employment and lack proper social
protections.'* Informality refers to
“informal work’—that is, employment
arrangements that do not provide
social protection benefits. While infor-
mality is a key element when defining
precariousness, it is not the defining
component based on the conceptuali-
zation by the International Labor Orga-
nization."” In this definition, precarious
work also includes type of contract (i.e.,
temporary arrangements), salary (i.e.,
lower earnings), and employee empow-
erment (i.e., lack or low degree of
autonomy and control over the work).

To overcome the scarcity of publicly
available data, national surveys of
employment, working conditions, and
health are a crucial source of data. Key
examples of such surveys are the ones
conducted every 5 years in Europe,
which have contributed to policy devel-
opment on quality of work and employ-
ment issues.'® In Central America, the
2011 and 2018 Central American Work-
ing Conditions and Health Surveys
(ECCTS, by its Spanish acronym) repre-
sent a similar effort among the 6
Spanish-speaking countries of Central
America (i.e., all but Belize)."”

Finally, when studying health inequity,
one must consider the use of appropri-
ate statistical techniques and specific
health indicators. At a minimum, for a
health equity metric to be useful for
policymaking and research, it should
allow comparisons across space (e.g.,
countries) and time (e.g., years), it must
be calculated using publicly available
health data (that is, to be transparent
and reproducible), and it must include
all socially marginalized groups.'®
Transparent and reproducible indica-
tors would provide needed information
for policymakers and stakeholders

RESEARCH & ANALYSIS

when prioritizing interventions for the
improvement of health conditions and
the reduction of social and health
inequities.'® The aim of this study was
to analyze 8-year changes in occupa-
tional health inequities among workers
in Central America according to gender,
age, educational level, occupational cat-
egory, and country of residence.

METHODS

Data for this study were drawn from the
2011 (n=12024)and 2018 (n =9032)
ECCTS. The ECCTS is a cross-sectional
survey of a nationally representative
sample of workers aged 18 years and
older, in formal and informal employ-
ment from all economic sectors, in the 6
Spanish-speaking Central American
countries: Costa Rica, El Salvador, Guate-
mala, Honduras, Nicaragua, and Pan-
ama. Four equity stratifiers were
selected: age (asking participants how
old they were in years), educational level
(asking participants the last year or
grade level or level of education that
they passed or completed), occupational
rank (asking participants what job tasks
or duties they usually performed in their
job), and country of residence (each of
the 6 Spanish-speaking countries in Cen-
tral America). The questionnaire was
administered face to face in interviews at
the worker's home. More methodologi-
cal details are available elsewhere."?

Health Indicator

The health indicator selected for the
examination of health inequity gaps
was self-perceived general health
(SPGH). SPGH is a well-established
measure of health status meeting the
previously mentioned attributes of a
good health indicator because SPGH
was demonstrated to be a reliable,
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valid, simple, and cost-effective health
measure.?° In both ECCTS, SPGH was
measured by asking the participants
the question: “In general, how do you
consider your health status to be?” To
answer the question, participants could
select 1 of the 5 following options: very
good, good, fair, poor, or very poor.
Responses were dichotomized into
“good” (options very good and good)
and “poor” (fair, poor, and very poor).

Equity Stratifiers

Age was grouped into 18 to 24 years, 25
to 44 years, 45 to 64 years, and 65 years
and older. Educational level was grouped
into “low” (elementary school or less),
“middle” (high school), and “high” (more
than high school). Data on occupation
were first coded into the 9 major occupa-
tional categories of the International Stan-
dard Classification of Occupations®' and
then collapsed into “skilled nonmanual”
(managers, professionals, technicians, and
associate professionals), “nonskilled non-
manual” (clerical support workers, service
workers, and sales workers), “skilled man-
ual” (skilled agricultural, forestry, and fish-
ery workers; craft and related trades
workers; plant and machine operators;
and assemblers), and “nonskilled manual”
(elementary occupations).

Inequity Measures and
Data Analysis

First, we calculated the prevalence of
poor SPGH and the corresponding 95%
confidence intervals (Cls) for each cate-
gory of the 4 equity stratifiers and, as
appropriate, by country. Survey-specific
(2011 or 2018) sample weights by gen-
der, age, and industrial sector were
applied to region (all countries com-
bined) and country-specific data. We
assessed differences in the prevalence of
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poor SPGH between 2011 and 2018 with
the x° statistic. We conducted all analy-
ses separately for women and men.
Next, we calculated both the absolute
(population-attributable risk [PAR]) and
relative (PAR%) differences between the
prevalence of poor SPGH in the healthi-
est group and the country's mean,
respectively. The absolute PAR indicates
the percentage of workers that would
not have reported poor SPGH if the
entire working population had the prev-
alence of poor SPGH of the most privi-
leged group. We calculated the relative
PAR% by dividing the country’s PAR by
the country’s mean and multiplying the
result by 100. Absolute and relative
inequity measures are complementary
measures, so both metrics should be
reported to make comparisons
between indicators easy.?” A higher
PAR or PAR% indicates more inequity.
In addition, we estimated the Keppel
index,”> which indicates the relative
inequity among groups within each
equity stratifier (e.g., age groups). When
taking into account the size of the
group, the result is the weighted Keppel
index. In our study, the Keppel index
indicated the spread of the prevalence
of poor SPGH of each equity stratifier in
relation to the country’s average. To
obtain this index, we multiplied the rela-
tive population weight of each group in
the category of interest by the absolute
difference between the prevalence of
poor SPGH of each group and the
country's mean. We then divided the
sum of these weighted differences by
the country’s prevalence of poor SPGH
and multiplied by 100.%* A low Keppel
index indicates that, on average, the
health of the groups is close to the
country's mean. A high index indicates
more inequity—that is, the prevalence
of poor SPGH is more spread out
among the groups. For each of the

monitoring variables examined (i.e., age,
education, and occupation), we selected
the group with the lowest prevalence as
the reference groups against which we
can compare the other groups to
ensure that the metrics would fall in the
conventional positive range.? To assess
health inequity between countries, the
reference was the combined preva-
lence of SPGH in Central America.

RESULTS

Between 2011 and 2018, the preva-
lence of poor SPGH in the Central
America region decreased from 34%
(95% Cl=32.7%, 35.3%) to 29% (95%
Cl=27.5%, 30.5%) in women, and from
33% (95% Cl =31.9%, 34.1%) to 30%
(95% Cl = 28.7%, 31.1%) in men (Table
1). The prevalence of poor SPGH was
lower in younger workers and in the
highest occupational rank and educa-
tional group and increased with older
age, lower occupational rank, and lower
educational level. There were also large
differences between countries; Figure 1
shows country differences stratified by
occupation. Between 2011 and 2018,
workers' health status improved in
Guatemala for both genders and in El
Salvador for men but worsened in Pan-
ama for both genders. In Costa Rica
and Honduras, the SPGH in men overall
worsened between 2011 and 2018.
However, in Costa Rica, the differences
were only for manual skilled workers. In
Honduras, there was a worsening of
SPGH prevalence in the group aged 25
to 64 years, in low educational level,
and in manual nonskilled workers.

In both years, the overall prevalence
of poor SPGH was higher in women
than in men in all countries except
Guatemala and Honduras. The preva-
lence of poor SPGH in 2011 ranged
from 14.3% in men in Panama to 51.1%
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TABLE 2— Inequities in Self-Perceived General Health (SPGH; %)
by Gender, Age, Educational Level, and Occupational Categories:
Central American Countries, 2011 and 2018

Population
Attributable
Risk (Absolute)

Population
Attributable Risk
(Relative %)

Keppel Index

2011 2018 2011 2018 2011 2018
Wome
Age groups
Costa Rica 6.6 16.7 28.1 60.0 32.9 37.2
El Salvador 12.2 20.1 40.4 63.8 27.7 25.6
Guatemala 9.6 4.1 29.6 20.9 25.1 329
Honduras 24.3 7.8 65.9 18.1 313 19.9
Nicaragua 23.8 12,5 46.5 26.0 22.0 15.5
Panama 6.2 16.3 43.4 54.3 66.8 24.5
Central America 13.9 2.9 41.0 34.2 28.3 27.2
Educational level
Costa Rica 3.2 7.3 13.8 26.3 29.0 16.7
El Salvador 17.0 7.4 56.5 23.6 27.5 22.7
Guatemala 9.3 7.6 28.6 38.9 28.2 16.4
Honduras 16.9 22.8 45.8 52.9 26.8 30.5
Nicaragua 16.8 15.0 32.8 31.2 17.2 185
Panama 4.9 4.5 34.4 14.8 331 26.9
Central America 10.7 8.2 314 28.4 25.5 19.2
Occupational categories
Costa Rica 21 14.1 8.8 50.9 3.9 9.7
El Salvador 11.0 -4.9 36.7 -15.7 7.5 121
Guatemala 7.6 6.2 23.2 31.8 9.6 271
Honduras 20.6 6.0 55.9 13.8 131 24
Nicaragua 6.3 10.0 123 20.9 4.9 15.5
Panama —2.1 5.4 -14.8 17.9 19.5 24.6
Central America 4.5 5.3 13.2 18.4 5.1 16.8
Inequality among countries 22.0 39.2
Men
Costa Rica 11.0 9.3 55.4 36.3 41.5 37.2
El Salvador 183 15.3 57.4 57.0 30.6 29.4
Guatemala 10.8 5.7 30.2 23.6 322 339
Honduras 14.5 25.0 4.3 57.1 30.8 35.8
Nicaragua 8.4 15.8 17.9 36.5 18.9 19.1
Panama 7.5 11.2 52.3 48.7 68.7 42.3
Central America 10.2 10.8 30.8 36.0 30.3 28.0
Educational level
Costa Rica 12.5 15.9 63.1 62.1 26.7 29.6
El Salvador 13.9 16.8 43.7 62.6 27.3 215
Guatemala 17.7 17.0 49.4 70.2 18.1 33.6
Honduras 15.8 17.0 45.0 38.7 215 29.8
Nicaragua 1.3 1.7 241 26.9 22.8 18.4
Continued
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in women in Nicaragua. In 2018, it
ranged from 19.6% in women in Guate-
mala to 48% in Nicaragua in women.

Considering the absolute (PAR) and
relative (PAR%) differences between the
healthier category and the country's
mean, in general, the PAR in the region
was quite similar in both surveys in men
and for the 4 stratifiers. The PAR% was
higher in 2018 in Guatemala and El Sal-
vador by both occupational rank and
educational level. In women, for Central
America as a whole, both the PAR and
the PAR% increased from 2011 to 2018
by occupational rank and decreased by
educational level. Both the PAR and the
PAR% inequity gap by occupational rank
and educational level were always
higher in men than in women (Table 2).

In general, as indicated by the within-
country Keppel index (Table 2), the
2011 health gaps in the 4 equity strati-
fiers remained high in 2018. In both
years, the widest gap was found among
age groups, followed by educational
levels and occupational categories.
Between 2011 and 2018, the health
inequity gaps became wider (from 5.1%
to 16.8%) among women by occupa-
tional rank in all the countries, but in
Honduras, the gap by educational level
decreased from 25.5% to 19.2%. In
men, the gaps for the whole region
decreased slightly by occupational rank
from 18.8% to 16.6%. Yet, in Costa Rica
and Guatemala, the gaps increased.
Finally, the Keppel index between coun-
tries (Table 2) indicates an increase
from the 2011 to the 2018 survey from
22% to 39% in women, and from 20%
to 29% in men.

DISCUSSION

The overwhelming finding, with few
exceptions, is that health inequity gaps
by occupation and education seem to
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I TABLE 2— Continued

Population Population
Attributable Attributable Risk
Risk (Absolute) (Relative %) Keppel Index
2011 2018 2011 2018 2011 2018
Panama 4.4 6.6 30.7 28.9 43.4 41.2
Central America 14.4 134 43.7 45.0 27.9 27.8
Occupational categories
Costa Rica 1.2 12.0 56.4 46.8 14.8 31.2
El Salvador 10.3 15.7 324 58.5 22.7 10.5
Guatemala 10.4 18.3 29.0 75.3 14.7 29.3
Honduras 25.1 20.2 71.5 46.0 16.1 11.0
Nicaragua 9.5 134 20.1 30.8 123 8.1
Panama 6.2 6.3 43.4 27.3 20.3 8.6
Central America 14.0 15.2 42.6 50.9 18.8 16.0
Inequality among countries 20.1 29.4

Note. Weight Keppel index of disparity = g Z [ror—ny—R)| * w) /R 100 where r = group poor SPGH
prevalence; R = country poor SPGH prevalence; and w = weight of the group with respect to the

country’'s population.

have worsened between 2011 and
2018, or at least remained at the same
levels. Age tends to display a similar
pattern, but it is less clear in women.
Importantly, this widening of health
inequity gaps has occurred despite a
general pattern of improvement in per-
ceived health status among workers in
Central America between 2011 and
2018. Overall, the inequity gaps remain
high in Central America, and there was
no indication of progress in closing the
health gaps within countries between
2011 and 2018. In fact, the health gaps
among countries grew significantly in
both women and men between 2011
and 2018. Only for men in El Salvador
and for both men and women in Gua-
temala we observed statistically signifi-
cant reductions in the prevalence of
poor SPGH.

The apparent divergence between
region and country-specific (e.g., Guate-
mala) health patterns could be
explained because Guatemala repre-
sents almost 40% of the total

Peer Reviewed  Silva-Penaherrera et al.

population in the region (17.2 million
out of 48.8 million),?® contributing sig-
nificantly to the regional improvement.
Guatemala, with the lowest prevalence
of poor SPGH in the region in 2018,
showed a significant reduction in the
prevalence of poor SPGH, which is fur-
ther supported by the fastest reduction
in the adult mortality rate since 2000 in
the region, with an annual average
decrease of 4.5%.°° In addition, this
reduction in poor SPGH could be attrib-
utable to improvements, especially in
the health of the indigenous popula-
tion, which represents approximately
60% of the Guatemalan population.
Many strategies have been proposed
to reduce inequity in health among
indigenous populations as the creation
of the health care unit for the indige-
nous and interculturality in 2009, and
the inclusion of the popular, alternative,
and traditional medicine program.?’
Guatemala implemented a quality man-
agement health system in 2010
designed to improve health services.?®

However, the health and social gap is
still marked among social groups.?’
Further research is needed to assess
this improvement in population’s health
in Guatemala.

When we analyzed absolute (PAR)
and relative (Keppel index and PAR%)
differences in the prevalence of poor
SPGH, we found that in the countries
where poor SPGH decreased (e.g., Gua-
temala) the relative inequity gap grew,
whereas in countries where poor SPGH
increased (e.g., Panama) the inequity
relative gap decreased; in both cases
the absolute gap remained almost the
same. The prevalence of poor SPGH in
Panamain 2011 was the lowest in Cen-
tral America. And, while in 2018 the
prevalence of SPGH almost doubled in
both genders, the absolute inequity
(PAR) was similar in both years and for
groups. These results could be
explained because the absolute gap
between the best health group and the
country’'s mean remained stable over
time, with no progress in reducing this
gap among different groups, whereas
the relative gap is affected by an
increase or decrease of the country’s
mean. This result reaffirms the impor-
tance of measuring both absolute and
relative inequity.?? The PAR% shows
that, in 2018, around 51% and 18% of
reports of poor SPGH in men and
women, respectively, could be avoided
if their working and employment condi-
tions were similar to those of nonma-
nual skilled workers, and around 45%
of men and 28% of women if all work-
ers achieved a high level of education.

The health gaps among countries
grew significantly in both women and
men between 2011 and 2018. This
increase in the Keppel index suggests
that the prevalence of poor SPGH in the
6 countries is more spread out in 2018
than in 2011, with respect to the Central



American mean. This could be a conse-
quence of the improvement of worker
health in some countries, such as Guate-
mala and El Salvador, versus the deterio-
ration of health in the others.

The variation in magnitude of the
Keppel index among countries is even
larger than those associated with gen-
der, education level, or occupational
rank within countries. A similar result
was also found in a recent analytical
cross-sectional study done by our
group that included 15 Latin American
and Caribbean countries, where
country borders seem to be the most
important source of difference when
examining health inequities.® A possi-
ble explanation could be related to
international differences in regulations
that expose workers to poorer working
and employment conditions, with a
high proportion of jobs in the informal
economy, with high levels of employ-
ment precarity.

In addition, some differences among
countries could be attributable to cul-
tural factors reflecting values, beliefs, and
expectations regarding poor health.'
However, these cultural differences
should not have affected the increase in
gaps among countries, as these same
factors were likely present and similar in
both surveys. In summary, our results
suggest that the country where people
work is more important, as a determi-
nant of workers' general health, than age,
education, or occupation.

Our results regarding occupation
inequities are to be interpreted taking
into account some methodological and
conceptual considerations. Within each
occupation category, there may be far
more heterogeneity than within age
and education. Heterogeneity within
occupation may relate not only to
differences in the type of work (e.g.,
manual vs nonmanual) but also to its

precariousness levels. Furthermore,
specific occupational hazards (e.g.,
ergonomic or psychosocial factors) may
also vary by occupation while contribut-
ing to occupational health inequities.
Because our interest was to describe
inequities by occupational categories,
we did not control by potential explana-
tory factors. Future studies may want
to explore how much of the inequities
in occupation relate to specific working
conditions and their effect on health
inequity indices.

Within countries, there was no pro-
gress in closing the health gaps among
different groups. The magnitude of the
weighted Keppel index remains high in
most countries, across the 4 equity
stratifiers. Actually, this index was signif-
icantly higher in 2018 than in 2011
among women by occupational catego-
ries in all countries except Honduras.
This increase in the gap could be
explained in part by the increasing par-
ticipation of women in the labor market
over the past decade, mainly via infor-
mal employment. In 45% of cases, this
informal employment is involuntarily
forced by family constraints.®> Another
explanation could be related to
changes in the distribution of women
across occupational rank. The percent-
age of women having a manual skilled
job in Central America increased from
22%in 2011 to 34% in 2018, whereas
nonmanual unskilled jobs decreased
from 60% in 2011 to 45% in 2018
(Table A, available as a supplement to
the online version of this article at
http://www.ajph.org). The manual
skilled jobs show worse health than
nonmanual unskilled jobs; thus, poor
health is more spread out among these
groups.

In contrast with what was previously
reported, we found that, in the whole
region, men reported poor SPGH

RESEARCH & ANALYSIS

similar to women's, 33% and 349%,
respectively, in 2011, and 30% and
29%, respectively, in 2018.%% However,
this higher prevalence in men was only
observed in Guatemala; thus, again, the
proportion of the overall study sample
reflected by Guatemalans could be
influencing the region’s average. Men in
Guatemala are more likely to have a
manual skilled job (around 60% in both
2011 and 2018), and this is the cate-
gory showing the highest prevalence of
poor SPGH. This coincides with a study
in Latin American countries that found
small differences in SPGH between
women and men.>* In addition,
although women tended to report
worse SPGH than men, the difference
disappears when socioeconomic and
health covariates are included in the
analysis. The same study found no sig-
nificant differences in tolerance of
health problems between women and
men, concluding that it is appropriate
to compare perceived health by
gender.®®

Limitations and Strengths

The limitations of this study are mainly
related to study design. First, participa-
tion was voluntary, and response rates
differed by country, which could have
introduced selection bias. However, the
sampling design, randomization, and
use of sampling weights minimize this
potential selection bias and increase
cross-country comparability. In fact,
when we compared our sample with
available census data according to gen-
der, age, and sector of economic activ-
ity, we found no relevant differences.
Second, the ECCTS includes only
workers aged 18 years and older, leav-
ing children and adolescents who may
work out of the sample. We used this
criterion because 18 years is the legal
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age for adulthood in most countries
and because, except under specific cir-
cumstances and regulations, the
employment of children aged younger
than 18 years is not legal. In addition,
to apply a survey in children aged youn-
ger than 18 years, additional permis-
sion from their parents or guardians is
necessary.

Third, as health status was based on
the respondent’s self-perception, infor-
mation bias may be presentas it is
known that SPGH may be affected by
cultural factors and health values,®’
which could vary from one country to
another and within countries, among
different social groups. However, SPGH
has been repeatedly shown to be a reli-
able measure of health.?°

Our study has several strengths as
well. First, the ECCTS provides reliable,
updated information, obtained from
representative samples of workers in
Central America. As such, our findings
may be generalized to the adult work-
ing population (aged 18 years and
older) of the region. In this region,
occupational health data are poor and
seriously underreported; hence, our
survey represents the best available
data. Second, this study sheds light on
the true magnitude of, and changes in,
the inequity gaps in Central American
countries in 2 periods of time among
different groups. To our knowledge,
this is the first study that tracks the
changes in inequity in health gaps in a
representative sample of workers of
Central America. In fact, it provides
benchmark surveillance information,
underscoring the importance of period-
ically gathering information to monitor
conditions at work, track the progress
of programs to reduce inequities, mea-
sure the impact of public policies, and
identify disadvantaged and vulnerable
groups. Finally, and while cross-country
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comparisons should always be made
with caution, our study provides an
opportunity to track differences in Cen-
tral America using the same question-
naire and data collection strategy in all
6 countries over almost a decade.

Conclusions

Despite all the efforts of the interna-
tional community to reduce health
inequities,®® we found no evidence of
progress in closing health inequity gaps
in Central America between 2011 and
2018. Instead, inequity among coun-
tries grew in the context of improve-
ment in self-reported health. Improving
health in the less-favored social groups
is essential, especially in those coun-
tries with a large percentage of workers
with poor SPGH. The COVID-19 pan-
demic has made obvious the impor-
tance of having enough high-quality
data to make sound data-driven deci-
sions. The same approach applies to
the field of occupational health, which
is in need of benchmark surveillance
data. Unfortunately, while occupational
health monitoring is common in most
high-income regions (e.g., the Euro-
pean Union), the situation in Central
America would benefit from efforts to
create a reliable occupational health
monitoring system, an essential tool for
making better public policy decisions.
Therefore, we suggest that epidemiolo-
gists and public health professionals
should engage with decisionmakers to
seek their support to provide the nec-
essary infrastructure, resources, and a
normative body of how to strengthen
and broaden occupational surveillance
data collection, their correct use, and
their proper interpretation. We expect
this study will serve as an initial stimu-
lus to foster strong, reliable, and

available national and regional worker
health monitoring systems. 4JPH
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Digital Health Engagement in the US
Population: Insights From the 2018
Health Information National Trends

sSurvey

Chelsea L. Ratcliff, PhD, Melinda Krakow, PhD, MPH, Alexandra Greenberg-Worisek, PhD, MPH, and Bradford W. Hesse, PhD

Objectives. To examine prevalence and predictors of digjtal health engagement among the US population.

Methods. \We analyzed nationally representative cross-sectional data on 7 digital health engagement
behaviors, as well as demographic and socioeconomic predictors, from the Health Information National
Trends Survey (HINTS 5, cycle 2, collected in 2018; n = 2698-3504). We fitted multivariable logistic
regression models using weighted survey responses to generate population estimates.

Results. Digitally seeking health information (70.14%) was relatively common, whereas using health apps
(39.53%) and using a digital device to track health metrics (35.37%) or health goal progress (38.99%)
were less common. Digitally communicating with one's health care providers (35.58%) was moderate,

whereas sharing health data with providers (17.20%) and sharing health information on social media

(14.02%) were uncommon. Being female, younger than 65 years, a college graduate, and a smart device

owner positively predicted several digital health engagement behaviors (odds ratio range = 0.09-4.21;
P value range <.001-.03).

Conclusions. Many public health goals depend on a digitally engaged populace. These data highlight

potential barriers to 7 key digital engagement behaviors that could be targeted for intervention. (Am J Public
Health. 2021;111(7):1348-1351. https://doi.org/10.2105/AJPH.2021.306282)

igital technologies have become
D vital tools for empowering individ-
uals to engage with their health. Through
the use of health information technology
and digital communication platforms,
people can now access health care or
health resources, exchange health
knowledge with social networks, and
keep track of their personal health data
conveniently and inexpensively."?

The nation’s vision for precision
health—that is, tailoring disease pre-
vention and treatment strategies to
patients’ genomic, physiologic, environ-
mental, and behavioral proﬂle53—vvi||
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also require digital undergirding. For
example, the All of Us research initiative
(the forefront of data collection in preci-
sion medicine) uses patient-generated
health data as the basis for both dis-
covery and clinical implementation.*
Furthermore, precision public health
goals include using publicly shared
information to track outbreaks and
identify the need for community- and
population-level health interventions.>®

Accordingly, a key national objective
is to achieve widespread digital health
engagement among patients and the
broader public.” Yet, despite

increased uptake, data from the past
decade point to persistent inequal-
ities in both access and usage, with
racial/ethnic minority and lower socio-
economic status individuals more
likely to be among the digitally disad-
vantaged.®'° Thus, understanding
the prevalence of digital health
engagement behaviors and potential
social gaps is a priority.’® We used
2018 data from the National Cancer
Institute’s Health Information National
Trends Survey (HINTS) to provide
baseline estimates and sociodemo-
graphic predictors of 7 digital
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engagement behaviors central to
national public health goals.

METHODS

HINTS is administered annually to a strat-
ified probability sample of noninstitution-
alized US adults. Weights are applied to
the data to generate estimates represen-
tative of the US population in terms of
sex, age, and race and ethnicity distribu-
tion."" We used items from HINTS 5,
cycle 2 (collected January-April 2018) to
estimate population levels of digital
health engagement (n = 3504) and pre-
dictors of engagement (n = 2698). Sam-
ple characteristics, including levels of
technology access, are presented in
Table A (available as a supplement to the
online version of this article at http://
www.ajph.org). Detailed information
about HINTS sampling, data collection,
and weighting methods are available at
https://hints.cancer.gov/data.

We conducted all analyses using SAS
version 9.4 (SAS Institute, Cary, NC). We
used descriptive statistics to estimate
population digital health engagement. We
used multivariable logistic regression
models to estimate relationships between
engagement behaviors and predictors,
controlling for all other sociodemographic
characteristics in each model. The analytic
sample for estimating engagement pre-
dictors consisted of the 2698 respond-
ents with complete data for all survey
items used in those analyses. We used
jackknife weighting methods to generate
conservative estimates of variance.

HINTS measures are developed
through a process of extensive
cognitive testing."! We classified the
behaviors we selected for this study
into categories of digital health
engagement—accessing, communicat-
ing, and generating health information—
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TABLE 1— Level of Digital Health Engagement by Type: Health
Information National Trends Survey 5, Cycle 2, United States, 2018

Behavior

Weighted Prevalence Estimates, % (95% Cl)

Accessing

In the past 12 mo, have you used a computer,
smartphone, or other electronic means to look
for health or medical information for yourself?

70.14 (67.26, 73.02)

On your tablet or smartphone, do you have any
“apps” related to health and wellness??

49.24 (45.79, 52.69)°

Communicating

In the past 12 mo, have you used e-mail or the
Internet to communicate with a doctor or a
doctor’s office?

35.58 (33.14, 38.02)

Have you shared health information from either
an electronic monitoring device or a smartphone
with a health professional within the past 12 mo?

17.20 (15.20, 19.20)

In the past 12 mo, have you used the Internet to
share health information on social networking
sites, such as Facebook or Twitter?

14.02 (11.87, 16.17)

Generating

Has your tablet or smartphone helped you track
progress on a health-related goal such as
quitting smoking, losing weight, or increasing
physical activity?

38.99 (36.56, 41.43)

Other than a tablet or smartphone, have you
used an electronic device to monitor or track
your health within the past 12 mo? Examples
include Fitbit, blood glucose meters, and blood
pressure monitors.

35.37 (32.74, 38.00)

Note.

Cl = confidence interval. Survey population size was n = 3504. The full questionnaire and data

set can be found at https://hints.cancer.gov/data. Less than 3% of data were missing for each of

these variables.

9Assessed only among respondents who reported having a smart device (n = 2770).

POf smart device owners.

for ease of reporting and interpretation.
Items are described in Table 1.

We also examined sociodemographic
characteristics as predictors of digital
health engagement as well as 3 access-
related predictors: (1) having access to
the Internet, (2) having a smart device,
and (3) receiving access to one’s elec-
tronic health record (EHR).

RESULTS

Prevalence estimates and confidence
intervals are reported in Table 1.

We report complete results of multi-
variable logistic regression models,
including referent category information,

in Tables B-D (available as supplements
to the online version of this article at
http://www.ajph.org) and highlight statis-
tically significant predictors here. For
interested readers, we also report bivari-
ate relationships in Tables E-G (available
as supplements to the online version of
this article at http://www.ajph.org).
Individuals were more likely to seek
health information digitally if they had
access to the Internet (odds ratio
[OR]=4.21; P<.01), a smart device
(OR=2.82; P=.03), or their EHR
(OR=1.86; P<.01) but less likely if they
were 65 years old or older (65-74 years:
OR=042; P=.03; =75 years:
OR=0.27; P<.01). They were more
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likely to have health and wellness apps if
they had EHR access (OR = 2.20; P < .01)
but less likely if they were 65 years old or
older (65-74 years: OR = 0.33; P<.07;
=75 years: OR=0.26; P< .01).

Individuals were more likely to digi-
tally communicate with their health
care provider if they owned a smart
device (OR=2.45; P< .01), had EHR
access (OR=3.10; P<.01), or had a
college degree (OR = 2.83; P<.01).
They were more likely to share health
information from a digital device with a
health professional if they had EHR
access (OR=2.08; P<.01) or were
Black/African American (OR = 2.04;

P =.01). Respondents were more likely
to share health information on social
media if they had a smart device
(OR=3.67; P=.02) or were female
(OR=2.49; P<.01) but less likely if
they were 65 years old or older (65-74
years: OR=0.32; P<.01; =75 years:
OR=0.22; P=.02) or residing in a rural
area (OR=0.55; P=.03).

Individuals were more likely to use a
smart device to track a health goal if they
had EHR access (OR = 1.84; P < .01), were
female (OR= 1.63; P<.01), or had
attended college (some college:

OR = 2.70; P<.01; college degree:

OR = 2.93; P<.01) but less likely if they
were 35 years old or older (OR

range = 0.09-0.57; Pvalue range = .03

to <.01). They were more likely to moni-
tor health with non-smart digital devices if
they had EHR access (OR = 1.83; P<.01),
asmart device (OR=2.03; P<.01),0r a
college degree (OR = 2.17; P = .02).

DISCUSSION

Results from nationally representative
HINTS data suggest thatin 2018, less than
half of Americans had engaged in any digi-
tal health behavior in the past year except
digitally seeking health information. This
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highlights potential digital divides, with
greater barriers to engagement for older
individuals, males, those with lower levels
of education, and (for social media) rural
residents. Unsurprisingly, access to Inter-
net and digital devices predicted digital
health engagement. Race and ethnicity
were not major predictors, although Black
individuals were more likely to digitally
share data with providers.

These prevalence rates and sociode-
mographic predictors are similar to
reports from earlier HINTS data, sug-
gesting limited progress between 2013
and 201882 For instance, in 2013, one
third of Internet users digitally commu-
nicated with their health care provider
or tracked personal health information,
and one fourth of Internet users shared
health information on social media.®
Age, gender, and education have
remained consistent predictors across
many types of digital health activity,®°
and a recent analysis also identified
access barriers among patients with
chronic health conditions.'?

A digitally engaged populace is
expected to enable superior public
health surveillance® and patient surveil-
lance that facilitates better care.® Yet low
or unequal rates of digital health
engagement behaviors—especially shar-
ing health information on social media
and sharing digitally generated health
data with providers—pose a threat to
these goals. It will be particularly vital to
assess whether these gaps have nar-
rowed or widened during the COVID-19
pandemic, and the data from this study
could serve as a useful baseline.

HINTS data are cross-sectional, so
causal claims require careful interpreta-
tion. Additionally, we did not evaluate
health outcomes of engagement
behaviors. Past work has shown that
low socioeconomic status and medi-
cally underserved individuals may not

benefit equally from health information
technology access,'® making outcomes
important to assess in future research.

PUBLIC HEALTH
IMPLICATIONS

To lessen rather than exacerbate
health inequities will require wide-
spread digital health engagement
among patients and healthy people
across all population groups.’® HINTS
data suggest that although a majority
of Americans use digital devices to seek
health information, fewer use these to
communicate with health care pro-
viders or track their health. Participa-
tion in digital health interventions and
digitally based research is likely limited
among certain population groups,
pointing to areas for digital access or
digital literacy interventions. 4JPH
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Excess Mortality During the COVID-19
Pandemic in Philadelphia

Megan Todd, PhD, Meagan Pharis, MS, Sam P. Gulino, MD, Jessica M. Robbins, PhD, and Cheryl Bettigole, MD

3 & See also Ku, p. 1199.

Objectives. To estimate excess all-cause mortality in Philadelphia, Pennsylvania, during the COVID-19
pandemic and understand the distribution of excess mortality in the population.

Methods. With a Poisson model trained on recent historical data from the Pennsylvania vital registration
system, we estimated expected weekly mortality in 2020. We compared these estimates with observed
mortality to estimate excess mortality. We further examined the distribution of excess mortality by age,
sex, and race/ethnicity.

Results. There were an estimated 3550 excess deaths between March 22, 2020, and January 2, 2021, a
32% increase above expectations. Only 77% of excess deaths (n = 2725) were attributed to COVID-19 on

Research Peer Reviewed

the death certificate. Excess mortality was disproportionately high among older adults and people of

color. Sex differences varied by race/ethnicity.

Conclusions. Excess deaths during the pandemic were not fully explained by COVID-19 mortality; official
counts significantly undercount the true death toll. Far from being a great equalizer, the COVID-19
pandemic has exacerbated preexisting disparities in mortality by race/ethnicity.

Public Health Implications. Mortality data must be disaggregated by age, sex, and race/ethnicity to
accurately understand disparities among groups. (Am J Public Health. 2021;111(7):1352-1357.
https://doi.org/10.2105/AJPH.2021.306285)

evere acute respiratory syndrome
S coronavirus 2 (SARS-CoV-2)
emerged in December 2019 in China
and quickly became a worldwide pan-
demic. By February 2021, more than
500000 people in the United States
were known to have died of COVID-19,
the disease caused by SARS-CoV-2."
However, the true death toll from
COVID-19 is likely much higher.* Esti-
mating mortality from COVID-19 is chal-
lenging. Incomplete scientific under-
standing of this novel virus and limited
viral testing have likely led to an under-
count of deaths directly caused by
SARS-CoV-2 infection. Furthermore, it is
difficult to assess mortality indirectly

Toddetal.

caused by the COVID-19 pandemic,
such as deaths resulting from the inter-
ruption of health care or other socio-
economic disruptions caused by the
pandemic.

Researchers have argued that excess
all-cause mortality—that is, comparing
the number of deaths that occurred in
2020 to what would have been expected
based on mortality trends from recent
years—is the best way to understand the
full mortality toll from COVID-19.2* This
approach estimates the number of
deaths caused both directly and indirect-
ly by the pandemic, and has already
been used to estimate preliminary mor-
tality from COVID-19 in England and

Wales®; New York, NY®; Portugal’; Eu-
rope® and the United States.”

In this study, we used data from Penn-
sylvania's vital registration system to esti-
mate excess all-cause mortality in Philadel-
phia, Pennsylvania, from March 22, 2020,
toJanuary 2, 2021. We then assessed
what fraction of these excess deaths were
attributed to COVID-19 on death certifi-
cates. Finally, we examined the distribution
of excess mortality by demographic char-
acteristics—sex, race/ethnicity, and age.

METHODS

Data were from Pennsylvania's vital reg-
istration system and included
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information on deaths of Philadelphia
residents that occurred anywhere in
Pennsylvania. We examined deaths
that occurred on or after January 1,
2015.

Mortality is reported with a delay;
many deaths are recorded in the vital
registration system within a week of the
date of death, but some deaths are not
reported until weeks or months later. In
this study, we examined mortality
through the last week in December 2020
(December 27, 2020-January 2, 2021).
Based on the pattern of death reporting
from 2019 to 2020, we estimated that
death counts from December 2020 were
the least complete at 96%, November
2020 counts were about 99% complete,
and counts for previous months were
greater than 99% complete (details in
the Appendix, section 1, available as a
supplement to the online version of this
article at http://www.ajph.org).

For each decedent, we examined the
following demographic characteristics:
2 categories of sex (male and female), 4
categories of race/ethnicity (non-His-
panic Black, non-Hispanic White, His-
panic, and non-Hispanic other race),
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and 5 categories of age at death (< 25
years, 25-39 years, 40-54 years, 55-69
years, and = 70 years). Between Janu-
ary 1,2015, and January 2, 2021, there
were 89 735 deaths of Philadelphia res-
idents. Of these, 292 records were
dropped because of missing informa-
tion on age, sex, or race/ethnicity.
There were 15 deaths with missing
race/ethnicity information between
March 22, 2020, and January 2, 2027;
none were missing age or sex.

We searched the text of each death
certificate for “COVID" and
“coronavirus” and classified a death
as a COVID-19 death if it contained 1
of these keywords.

We fit a Poisson regression model to
weekly death counts between January 1,
2015, and February 1, 2020, allowing for
variation by season and by calendar year
(details in Appendix, section 2). We pro-
jected these Poisson models forward for
the weeks beginning February 2 to De-
cember 27, 2020, to obtain expected
mortality, then calculated excess mortality
as the difference between observed and
expected weekly death counts. We strati-
fied the mortality data by sex, race/

RESEARCH & ANALYSIS

ethnicity, and age group, and repeated
this model for each subpopulation group.
To assess whether more deaths oc-
curred during the COVID-19 pandemic
than were expected in each population
subgroup, we fit Poisson models to all
deaths between January 1, 2015, and
January 2, 2021, then tested the statisti-
cal significance of a COVID-19 pandem-
ic indicator variable equal to 1 for each
week beginning March 22, 2020, or lat-
er, and zero for earlier weeks (details in
Appendix, section 2). To assess wheth-
er one population subgroup experi-
enced a higher burden of mortality
than another, we examined P values
from asymptotic y* tests of nested
Poisson models that did and did not
include the demographic covariate of
interest. All analysis was conducted in R
version 4.0.3 with base R statistical
packages (R Foundation for Statistical
Computing, Vienna, Austria).

RESULTS

Figure 1 shows expected and observed
weekly death counts from all causes of
Philadelphia residents in 2020. Based

Expected

Janl Feb1l Marl Aprl Mayl Junl Jull Augl Sepl

Month

Octl Novl Decl Jan1l

I FIGURE 1— Expected and Observed Weekly Death Counts From All Causes: Philadelphia, PA, 2020

Note. Hypothesis test that sum(observed) = sum(expected) for Mar 23, 2020-Jan 2, 2021: z = 21.8; P<.001.
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FIGURE 2— observed Deaths as a Percentage of Expected Deaths From All Causes by Race/Ethnicity Among (a) Fe-
males and (b) Males: Philadelphia, PA, March 22, 2020-January 2, 2021
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on the pattern from the previous 5
years, approximately 300 deaths per
week were expected. In the first 3
months of 2020, the number of ob-
served deaths closely matched the
number of expected deaths. The first
known COVID-19 death of a Philadelphia
resident occurred near the end of
March; shortly thereafter, the number of
weekly deaths spiked dramatically. In
each of the first 3 weeks of April, the
number of observed deaths was more
than 200% of expected deaths (see Ap-
pendix, section 3, for weekly counts). The
number of weekly observed deaths de-
clined through May and June, then re-
mained slightly elevated (102%-120%)
relative to expectations through summer
and early fall. A second spike began in
late October, with observed weekly
death counts that reached 133% to
151% of expectations through Novem-
ber and December. The gray line in
Figure 1 shows the number of

expected deaths plus the number of
deaths attributed to COVID-19 on

death certificates. COVID-19 accounted
for many of the excess deaths, but

in nearly every week, there were
additional excess deaths above and be-
yond those directly attributed to
COVID-19.
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We aggregated the expected and ob-
served deaths of Philadelphia residents
between March 22, 2020, and January 2,
2021. Based on recent historical data, our
model predicted 11 085 deaths of Phila-
delphia residents from all causes be-
tween March 22, 2020, and January 2,
2021. Instead, 14 635 deaths occurred—
an increase of 32% above expectations
across this entire period. There were an
estimated 3550 excess deaths of Philadel-
phia residents in just over 9 months.
“COVID" or “coronavirus” appeared on
the death certificates of 2725 Philadelphi-
ans between March 22, 2020, and January
2,2021, accounting for only 77% of the
excess deaths in this period.

Figure 2 shows the ratio of observed
deaths to expected deaths, stratified
by sex and race/ethnicity. (For further
breakdown by age group, see Appen-
dix Figure C.) A value less than 100%
indicates that fewer deaths occurred
between March 22, 2020, and January
2,2021, than were expected for a given
sex-race/ethnicity (in Figure 2) or
sex-age-race/ethnicity (Appendix Figure
C) subpopulation group; a value greater
than 100% indicates that there were ex-
cess deaths in this time period com-
pared with expectations. For each
subpopulation group, asterisks indicate

the Pvalue from a hypothesis test that
the sum of observed deaths equaled
the sum of expected deaths over this
time period.

Figure 2 indicates that excess mortali-
ty was not equally distributed through-
out the population. With all age and
race/ethnicity groups combined, men
experienced greater excess mortality
than women: observed deaths were
32% higher than expected among men
compared with 26% higher than ex-
pected among women (P <.01 from an
asymptotic x test of nested Poisson
models; not shown). However, the sex
pattern in excess mortality differed by
race/ethnicity. Among non-Hispanic
White Philadelphians, the increase in
observed deaths relative to expected
mortality was not significantly different
by sex (16% for women compared with
20% for men; P = .48). But for Philadel-
phians of color, men did face more ex-
cess mortality compared with women
(P<.01): observed mortality compared
with expected mortality was 30% (wom-
en) and 36% (men) higher than expect-
ations for non-Hispanic Black Philadel-
phians (P <.01); 28% (women) and 39%
(men) higher than expectations for His-
panic Philadelphians (P <.01); and 35%
(women) and 69% (men) higher for
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non-Hispanic Philadelphians of another
race (P<.01).

Race/ethnicity was also associated with
excess deaths (P < .01; test not shown).
As listed previously, with all age groups
combined, non-Hispanic White Philadel-
phians experienced smaller increases in
mortality compared with expectations
than did Philadelphians of color. Unsur-
prisingly, excess deaths also increased
with age (P < .01; test not shown).

The relationship between age and ex-
cess mortality differed by sex (Appendix
Figure C). Among women (all race/ethnici-
ty groups combined), excess mortality
was monotonically associated with age:
for women aged younger than 40 years,
the numbers of observed deaths be-
tween March 22, 2020, and January 2,
2021, were not significantly different from
expectations, while deaths among women
aged 40 years or older were 21% to 27%
higher than expected (P < .01). Women of
each race/ethnicity group saw a similar
pattern of increasing excess mortality with
age; excess deaths were statistically signif-
icant only above age 55 years for the larg-
est groups, and only above age 70 years
for the smaller groups.

Excess mortality among men, however,
was substantial even in younger age
groups. As well as being significantly ele-
vated for men aged 40 years and older
(all race/ethnicity groups combined, esti-
mated excess mortality of 21% to 36%),
observed deaths were 27% higher than
expectations in the youngest age group
(< 25years; P<.01). This increase in
male mortality at young ages can clearly
be attributed to significant excess mor-
tality among young, non-Hispanic Black
men; those aged younger than 25 years
experienced 35% more deaths than ex-
pected (P < .05), and those aged 25 to
39 years experienced 29% more deaths
than expected (P <.01). Non-Hispanic
Black men experienced significant

excess mortality in every age category.
No other sex-race/ethnicity group saw
significant excess mortality in those aged
younger than 40 years. At age 40 years
and older, non-Hispanic Black men, His-
panic men, and non-Hispanic men of an-
other race experienced disturbingly high
levels of excess mortality: increases of
29% to 39% above expectations for non-
Hispanic Black men (P <.01), increases
of 36% to 60% for Hispanic men
(P<.01), and increases of 69% to 75%
for non-Hispanic men of another race
aged 55 years or older (P <.01).

DISCUSSION

Our study calculated a preliminary esti-
mate of excess mortality during the
COVID-19 pandemic between March
22,2020, and January 2, 2021, in Phila-
delphia. We identified 3550 excess
deaths during this period, of which
2725—77%—were attributed to COVID-
19 on the death certificates. An alterna-
tive source of data on the number of
COVID-19 deaths in Philadelphia comes
from the Philadelphia Department of
Public Health's surveillance system,
which tracks confirmed and suspected
cases of COVID-19 identified by hospi-
tals and health care providers; this fig-
ure represents the city’s official tally of
COVID-19 deaths. The City of Philadel-
phia has publicly shared the number of
deaths and other information related to
COVID-19 via OpenDataPhilly,'® a re-
pository for numerous public data sets
about Philadelphia. As of March 1,
2021, Philadelphia’s surveillance system
had identified 2639 deaths attributable
to COVID-19 that had occurred by
January 2, 2021—74% of the excess
deaths we identified. It is not

surprising that the surveillance system
identified fewer COVID-19 deaths than
our death certificate scan because,
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early in the pandemic, the city
reported only confirmed COVID-19
cases, not suspected cases; we know
testing was limited at that time.
Another reason that the official tally
might report fewer COVID-19 deaths
than our death certificate scan is that
local surveillance may have been less
likely to have captured deaths of Phila-
delphia residents that occurred outside
Philadelphia.

Our finding that the official COVID-19
death tally accounted for 74% of excess
deaths while the death certificate scan
accounted for 77% of excess deaths is
in line with other studies from the Unit-
ed States. An early estimate of COVID-
19 mortality from the New York City De-
partment of Health and Mental Hygiene
found that confirmed and probable
COVID-19 cases accounted for 78% of
the excess deaths between March 11
and May 2, 2020, using a method simi-
lar to our death certificate scan.® Wein-
berger et al.” compiled COVID-19
deaths in the United States from the
National Center for Health Statistics
and a database from The Atlantic and
found that official COVID-19 death
counts accounted for 78% of the ex-
cess deaths between March 1 and May
30, 2020. Studies from other countries
suggest that official COVID-19 death tal-
lies were substantially lower than the
estimated number of excess deaths at
the start of the pandemic; an early offi-
cial tally in Portugal represented some-
where between 20% and 35% of excess
deaths,” and the early official tally in En-
gland and Wales accounted for 30% to
50% of excess deaths.”

In our study, as in many others &'
older age was associated with in-
creased mortality. We found that the in-
crease in mortality occurred at younger
ages among men of color compared
with non-Hispanic White men, a pattern
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also found in the United Kingdom and
South Africa."?

We found that the sex pattern in ex-
cess mortality differed by race/ethnici-
ty: non-Hispanic White men and wom-
en experienced similar increases in
mortality relative to expectations, while
men of color saw significantly larger in-
creases than women of the same race/
ethnicity. Much has been written about
the differences in COVID-19 mortality
rates by sex—COVID-19 has even been
called a “mankiller"'*—but as Krieger
et al." pointed out, many sex-specific
analyses fail to take into account the
higher baseline mortality rates experi-
enced by men. Krieger et al. found no
sex difference in COVID-19 mortality in
Massachusetts once prepandemic
mortality rates were accounted for. By
estimating excess mortality, our study
likewise incorporates prepandemic
mortality rates; thus, it is not surprising
that our findings for non-Hispanic
White Philadelphians are consistent
with Krieger et al''s findings from Mas-
sachusetts, a population that is more
than 70% non-Hispanic White."®
Among Philadelphians of color, howev-
er, we found that men experienced
more excess mortality than women. To
our knowledge, no other studies of ex-
cess mortality have examined sex pat-
terns by race/ethnicity in age strata.

Excess mortality associated with the
COVID-19 pandemic was disproportion-
ately felt by people of color in Philadel-
phia, affirming a pattern identified in
numerous other studies.'®?? Research-
ers have hypothesized that this race/
ethnicity pattern may result from dis-
proportionate employment in essential
jobs, residential segregation, crowded
living conditions, comorbidities, and the
compounded effects of living with sys-
temic racism. Less well-understood is
the effect of non-COVID-19 mortality. In
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future work, as cause-of-death informa-
tion is added to the vital registration
system, we plan to examine the causes
of death that are responsible for excess
mortality not attributable to COVID-19.
Certainly, undetected infection with
SARS-CoV-2 is responsible for a portion
of these deaths. There has also been
speculation that some of these excess
deaths may be attributable to un-
treated chronic conditions; drug over-
doses, which, once final counts are in
for 2020, are expected to exceed the
city's previous record high set in
20172>%% and homicide, which has
spiked in Philadelphia (as in other cities)
during the pandemic.? Homicide is a
leading cause of death among young non-
Hispanic Black men,?® making it plausible
that the increase in homicide is playing a
large role in the excess mortality felt by
this group during the COVID-19 pandem-
ic. While we do not yet have detailed
cause-of-death data for each death that
occurred in 2020, we do know that COV-
ID-19 appeared on the death certificate
for only 4% of excess deaths among non-
Hispanic Black men aged younger than 25
years, and for only 11% of excess deaths
among non-Hispanic Black men aged 25
to 39 years. For the population as a whole,
COVID-19 appeared on the death certifi-
cate for 77% of excess deaths.

In addition to the importance of ad-
justing for baseline mortality, our study
highlights the importance of considering
age distributions when calculating excess
mortality attributable to COVID-19, as
other demographers have argued.?’ In
Philadelphia, age structure varies sub-
stantially by race/ethnicity. As shown in
Appendix Figure D, the non-Hispanic
White population is the oldest of the ra-
cial/ethnic groups while the Hispanic
population is the youngest; among men,
31% of the non-Hispanic White popula-
tion is aged 55 years or older compared

with just 14% of the Hispanic population.
An analysis that simply calculated the
crude mortality rate in each race/ethnici-
ty group without adjusting for age might
conclude that COVID-19 mortality was
lower for Hispanic men than non-His-
panic White men, but it would miss the
dramatic differences in mortality rates
within age strata.

Limitations

A limitation of our approach is that we
relied on a simple text search of the
death certificate to determine whether
COVID-19 was the cause of death rath-
er than waiting for the Centers for Dis-
ease Control and Prevention to assign
final underlying and multiple causes of
death based on a multicriteria assess-
ment of the text of a death certificate.
However, early in the pandemic, the
Pennsylvania Department of Health
sent detailed and specific instructions
to clinicians, medical examiners, and
coroners on how death certificates
should be worded for suspected and
confirmed COVID-19 cases; this proac-
tive standardization for COVID-19
deaths may have served to minimize
the difference in death counts based
on our death certificate text scan and
assigned International Classification of
Diseases, Tenth Revision codes.

A further limitation is the delay in the
reporting of deaths: some deaths that
occurred in 2020 have not yet been
captured in the vital registration sys-
tem, especially those that happened
near the end of 2020. We examined
the completeness of the death data
from each calendar month (see de-
scription in the Appendix, section 1).
We estimated that about 119 deaths
that occurred between March 22, 2020,
and January 2, 2021, have not yet been
reported, implying that the 2020 death



count is 99.2% complete. Sensitivity

analyses (not shown) that dropped the
most recent (and, thus, least complete)
monthly data did not alter our findings.

Public Health Implications

In this study, we provided an early esti-
mate of excess mortality in Philadelphia
during the COVID-19 pandemic: 3550 ex-
cess deaths between March 22, 2020,
and January 2, 2021, an increase of 32%
compared with expectations. Of these,
COVID-19 was the cause of death for
only an estimated 77%. Excess mortality
was disproportionately felt by older
adults, people of color, and men of color.
Our study is a contribution to the lit-
erature on disparities in mortality in the
COVID-19 pandemic by sex, age, and
race/ethnicity, and our findings clearly
highlight the need to disaggregate
mortality data by these demographic
characteristics. We encourage more
researchers to do the same. 4JPH
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'he American Journal of Public Health
Tpublished an article by Tatar et al.
in the April 2021 issue that sought to
quantify the excess deaths occurring in
Florida during a seven-month period at
the beginning of the COVID-19

Letters to the editor referring
to a recent AJPH article are
encouraged up to 3 months after
the article's appearance. By sub-
mitting a letter to the editor, the
author gives permission for its
publication in A/PH. Letters should
not duplicate material being pub-
lished or submitted elsewhere.
The editors reserve the right to
edit and abridge letters and to
publish responses. Text is limited
to 400 words and 7 references.
Submit online at

Queries should be addressed to
the Editor-in-Chief, Alfredo
Morabia, MD, PhD, at editorajph@
gc.cuny.edu.

pandemic (March to September 2020)."
Although the Farrington surveillance
algorithm implemented by the Centers
for Disease Control and Prevention
(CDQ) to generate jurisdiction-specific
expected all-cause deaths for each
week beginning February 1, 2020 is well
suited to detect excess deaths,” | com-
mend the authors’ efforts to implement
and validate a more sophisticated
approach to estimating expected
deaths. The primary aim of this letter is
to express several concerns | have
regarding the authors’ analysis and
conclusions and to underscore the
importance of reporting lag in inter-
preting such data.

All-cause excess deaths are
extremely useful in providing a compre-
hensive assessment of deaths both
directly and indirectly attributable to
COVID-19.2 Moreover, focusing on all-
cause deaths overcomes concerns
regarding the accuracy of COVID-
19-specific deaths, which is dependent
on the availability and utilization of
diagnostic testing and appropriate doc-
umentation of underlying and

LETTERS AND RESPONSES AIDI‘I

contributing causes of death. For a par-
ticular time frame and locale, excess
deaths are calculated as the number of
people who have died from any cause
above and beyond what would have
been expected. Here, the authors
implement seasonal autoregressive
integrated moving average (SARIMA)
regression modeling to generate
monthly expected death estimates.
Despite differing from the CDC's esti-
mation approach, excess death esti-
mates from May to September 2020
are very similar to the CDC's reported
range.

However, despite the existence of a
publicly available electronic file from
the Florida Department of Health,*
updated daily, that captures resident
deaths by date of death, the authors
use deaths by date reported. On the
basis of reported deaths, the authors
then state that in July 2020 there were
"6315 excess deaths, of which 3338
(52.9%) were attributed to COVID-19."
They continue to argue that this
“implies an undercount of 2977 for
publicly reported COVID-19-related
deaths in July.”'(P70%)

First, the number of Florida-resident
COVID-19 deaths that actually occurred
inJuly 2020 was 5223, meaning that
the authors underestimated the num-
ber of COVID-19 deaths by 36%. In fact,
during the analytic time frame, the
authors underestimated deaths by
12.7% (16409 actual vs 14317
reported in the study). This is because,
as illustrated in Figure 1,° the death
reporting lag can mean that a signifi-
cant proportion of deaths occurring
during the authors' time frame are
actually reported well after September
30, 2020. Second, | believe it is incor-
rect to attribute the difference in all-
cause excess deaths and COVID-
19-specific deaths reported by the
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29-35 days
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Jul 1,2020 Aug 1,2020

Sep 1,2020

Oct1,2020  Nov 1,2020
Week Deaths Were Reported

Dec 1, 2020

Jan 1,2021 Feb 1,2021

I FIGURE 1— Weekly Trends in Reporting Lag for Deaths Reported in Florida Between July 1, 2020 and February 28, 2021

Note. “Reporting lag" is defined as the number of days between the date on which a COVID-19 death occurs and the date on which the death is reported.
For example, it was common in September and October 2020 for four in 10 deaths that were reported during a given week to have actually occurred more

than 30 days prior.

state as “an undercount.” The goal of
the state-reported numbers is to cap-
ture deaths in which COVID-19 was
likely an underlying or contributing
cause of death, whereas all-cause
excess deaths are intended to capture
deaths both directly and indirectly
associated with the pandemic.

As the authors point out, in Florida,
there has been “increasing controversy
regarding the accuracy of the officially
reported number of COVID-19 deaths”
despite no evidence that inaccuracies
are more severe in Florida than in other
states.'P’%®) My concern is that these
two details—(1) undercounting actual
COVID-19 deaths in Florida (by using
deaths based on date reported instead

Letters and Responses  Salemi

of date occurred) and (2) suggesting
that an undercount has occurred on
the basis of a comparison of numbers
with different purposes—uwill uninten-
tionally perpetuate a narrative not sup-
ported by these data. 4JPH
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0 ur study published in the April
2021 issue of A/PH found that Flo-

rida experienced 19 241 excess deaths
from March to September 2020." Offi-
cial numbers link 14317 of these deaths
to COVID-19, suggesting that 4924
excess deaths are unexplained. In 2020,
Florida experienced a significant
increase in all-cause mortality (Table 1),
and prior research indicated substantial
excess deaths during the pandemic.>™*
Little is known about the change in
deaths from non-COVID-19 causes dur-
ing the pandemic; however, suicidal

ideation and substance use increased
nationally, for example, which may have
led to increased deaths from these
causes.” On the other hand, studies
suggest that avoidance of health care
services, lack or restricted access to
care, limited availability of COVID-19
diagnostic tests, and severe lack of con-
tact tracing may have resulted in several
deaths that were not counted in official
COVID-19 death records, especially in
the beginning of the pandemic.>*®

Our estimates using seasonal autore-
gressive integrated moving average

I TABLE 1— Total Deaths and COVID-19-Related Deaths in Florida

From 2017 to 2020

Deaths 2017 2018 2019 2020

Total all-cause recorded deaths 206187 | 208126 | 209746 243089
SARIMA-predicted deaths based on pre-COVID-19 data 215851
Excess deaths 27238
Official reported COVID-19 deaths 21673
Estimated change in all-cause, excluding COVID-19, 5565

deaths

Note. SARIMA = seasonal autoregressive integrated moving average.

LETTERS AND RESPONSES

(SARIMA) regression modeling with his-
torical mortality trends from 2010 to
2019 are conservative and are within
the Centers for Disease Control and
Prevention range of excess death esti-
mates. Also, we do not believe report-
ing lags substantively affected our anal-
yses. However, we have updated our
analyses using data for the entire year
of 2020 (Table 1). Using the SARIMA
model predictions, Table 1 indicates
that, in Florida, there were 27 238
excess deaths in 2020 compared with
2019. Excluding the 21 673 officially
reported COVID-19 deaths, this results
in a difference of 5565 all-cause deaths
that are unexplained.

Thus, our findings suggest that all-
cause deaths in 2020 are substantially
higher than historical deaths in Florida
based on mortality data since 2010,
even when we exclude officially
reported COVID-19 deaths." Hence, the
mortality burden associated with the
COVID-19 pandemic is significantly
higher than what would be predicted
on the basis of prepandemic historical
trends. These excess deaths may have
been directly or indirectly associated
with COVID-19. We need further
research to determine specific reasons
for this. 4JPH
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3 & See also Blosnich, p. 190.

TABLE 1— Descriptive Statistics for Sociodemographic Characteristics by Sexual Orientation:

Weighted National Crime Victimization Survey Data: United States, 2017-2018

Erratum In: Violent Victimization Among Lesbian, Gay, and
Bisexual Populations in the United States: Findings From the
National Crime Victimization Survey

In: Bender AK, Lauritsen JL. Violent victimization among lesbian, gay, and bisexual populations in the United States:
findings from the national crime victimization survey, 2017-2018. Am J Public Health. 2021;111(2):318-326. https://doi.org/
10.2105/AJPH.2020.306017

On page 318, placeholder text was not updated before publication. The cross-reference entry should read:

On page 321 two row labels were interchanged in Table 1 of the manuscript. Table 1 should appear as follows:

BACKMATTER AIDI-I

Gay or Leshian (n =5380),°

Bisexual (n = 2585),%

Heterosexual (n = 418003),?

LON'LLLIOALZ0Z AN HdIY

% (95% CI) % (95% CI) % (95% CI)

Age, y

16-24 17.1 (15.3, 19.1) 49.1 (46.3, 51.9) 15.7 (15.4, 16.1)

25-39 32.1(29.8, 34.5) 30.6 (28.0, 33.4) 23.8 (23.5, 24.2)

40-54 26.7 (24.5, 29.1) 12.6 (10.9, 14.5) 24.1 (23.8, 24.4)

=55 24.1 (22.1, 26.1) 7.7 (6.4,9.1) 36.3 (35.8, 36.8)
Sex

Female 42.9 (40.7, 45.2) 75.0 (72.0, 77.8) 51.8 (51.6, 52.1)

Male 57.1 (54.8, 59.3) 25.0 (22.2, 28.0) 48.2 (47.9, 48.4)
Race/ethnicity

Non-Hispanic White 68.8 (66.4, 71.1) 64.9 (61.3, 68.4) 63.4 (62.5, 64.3)

Non-Hispanic Black 9.9 (8.6, 11.5) 10.4 (8.6, 12.50) 12.0 (11.3, 12.6)

Hispanic 15.0 (13.3, 17.0) 15.5 (13.1, 18.2) 16.4 (15.8, 17.0)

Non-Hispanic other race 6.1 (5.0, 7.5) 9.1 (7.3, 11.3) 8.1 (7.8, 8.5)
Household income, $

<25000 15.1 (13.4, 17.0) 26.5 (23.9, 29.2) 13.7 (13.2, 14.2)

25000-49 999 17.3 (15.5, 19.2) 22.3(19.9, 25.0) 19.2 (18.7, 19.7)

50000-74999 15.3 (13.5, 17.2) 13.3 (11.3, 15.6) 13.9 (13.6, 14.2)

=75000 36.3 (34.0, 38.7) 25.3(22.7, 28.1) 28.3 (27.8, 28.9)

Unknown 16.1 (14.3, 18.0) 12.6 (10.7, 14.8) 25.0 (24.1, 25.9)
Residential area type

Metropolitan central city 48.7 (45.7, 51.8) 45.1 (41.4, 48.9) 33.1 (31.7, 34.5)

Surrounding area 43.1 (40.1, 46.2) 45.0 (41.5, 48.6) 52.5 (50.8, 54.1)

Nonmetropolitan area 8.2 (6.3, 10.6) 9.9 (6.9, 13.8) 14.4 (12.1,17.1)

Population percentage®}

1.37 (1.30, 1.46)

0.69 (0.64, 0.75)

97.93 (97.83, 98.03)

Note. Cl = confidence interval.

This correction does not affect the paper’s conclusions.

https://doi.org/10.2105/AJPH.2020.306017e

?Population percentage and sample size based on persons aged 16 years and older and coded nonmissing on sexual orientation.
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 Erratum In: A Redesigned AJPH for
the Times That Are “A-Changin'"

In: Morabia A. Aredesigned A/PH for the times that are “A-Changin’.” Am  Public Health. 2021;111(1):6. https://doi.org/
10.2105/AJPH.2020.306052

The degree listing was missing from the author affiliation. It should read:

Alfredo Morabia, MD, PhD
AJPH Ediitor-in-Chief
@AlfredoMorabia

https://doi.org/10.2105/AJPH.2020.306052e
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Erratum In: People-Centered
Innovations in Data Collection: The
Oregon Experience

In: Fiala S, Landers S. People-centered innovations in data collection: the Oregon experience. Am J Public Health.
2019;109(52):S121-S122. https://doi.org/10.2105/AJPH.2019.305009

Two authors were omitted from the paper. On p. S121 the About the Authors section should read:

ABOUT THE AUTHORS

Steven Fiala is the A/PH Student Editor and is with the Oregon Public Health Division. Stewart Landers is an A/PH Associate Editor and is with
John Snow, Inc., Boston, MA. Margaret Braun is a Research Scientist at Program Design and Evaluation Services (PDES) within Multnomah
County Health Department and Oregon Health Authority. Julie Maher is Director of PDES.

On page S122 a phrase was omitted from a sentence in column 1, paragraph 2. It should read: Z
=

Given this cultural norm, Chuukese respondents may actually be in excellent (or even poorer) health, but their survey responses were =
moderated by cultural expectations relative to humility. N

o

N

The author byline should read: s
Steven Fiala, MPH g

N

Stewart Landers, /D, MCP
Margaret Braun, PhD
Julie Maher, PhD

The Contributors section should read:

CONTRIBUTORS

Each author contributed by discussing what would be written about and drafting portions of the text. S. Fiala took the lead on the Oregon data
experience with significant contributions from M. Braun and J. Maher, and S. Landers linked the articles in the Lerner supplement and shaped
the editorial overall.

The Acknowledgments section was omitted. It should read:
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