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LETTER FROM THE EDITOR IN CHIEF

The Society and Genetics Research Journal at UCLA began with four
writers, two editors, two design managers, and the firm belief that
societal forces don’t exist in a vacuum. These forces act on bodies,

and the most dire of them disproportionately impact marginalized
communities. Bodies that do not fit the traditional mold imposed

by society—people of color, disabled people, LGBTQIA+ people,
incarcerated people, homeless people, and other marginalized
communities—are relentlessly targeted by the joint forces of racism,
ableism, homophobia, discrimination, capitalism, and bigotry.

Marginalized people have historically faced the forces of oppression,
forces that yield tangible physical, psychological, and emotional
consequences. The COVID-19 pandemic has amplified the unique
struggles they face so that society may no longer ignore them. Read
about the unique struggles faced by Latino communities during the
COVID-19 pandemic, and about how the racial worldview has for
centuries been used to demean people of color. Explore the unique
challenges faced by incarcerated people in a prison system that values
profit over people.

So, dear reader, we hope this inaugural edition of the Society and
Genetics Research Journal allows you to explore the myriad issues that
still plague our society. And yet we also hope that, at the same time, it
inspires you. Though all the chaos and pain our world has endured,
efforts to remedy injustices are certainly underway. Exploring and
questioning societal injustices is a foundational step in dismantling
these structures.

Slowly but surely, somberly but hopefully, we are emerging from the
pandemic that took so much from us and yet revealed so much to us.
Daybreak is underway.

With immense gratitude and optimism for the future,
Raksha Narasimhan
2020-21 Society & Genetics Research Journal Editor-in-Chief
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The Infodemic Inside the COVID-19 Pandemic:
Spread of Disease and Disinformation
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Introduction

The first human infection with the virus SARS
CoV-2 (COVID-19) was reported in December
of 2019 in Wuhan, China. As the COVID-19
pandemic spread around the world throughout the
following months, it became clear to public health
officials that they were simultaneously fighting
two intertwined pandemics —the COVID-19
pandemic and the “infodemic” of COVID-19
misinformation (Zarocostas, 2020). An infodemic,
as described by the World Health Organization
(WHO), is an excess of information, including
accidental misinformation (misinformation) and
deliberate misinformation (disinformation) that
affects individuals’ and populations” mental and
physical health (WHO, 2020). While COVID-19
spreads primarily through exhaled and inhaled
aerosol droplets, disinformation spreads in several
modes—one especially infectious mode s television
and social media, which act as platforms for
celebrity figures with cultish followings, potential

disinformation “super spreaders” (Evanega et al.,
2020). Similarly to COVID-19, susceptibility to
disinformation varies across demographic groups;
being older and conservative as well as having low
trust in science, scientists, media, and journalists
contribute to susceptibility (Barrios and Hochberg,
2020; Daoust, 2020; Roozenbeek et al., 2020).
Scientific concern about widespread susceptibility
to disinformation prompts creation of novel
research and public health strategies for infodemic
mitigation (WHO, 2020; Zarcostas, 2020; Wang,
2019). Recent studies evidence the predictability
of disinformation outbreaks and indicate an
opportunity to capitalize on trackable internet data
to capture and prevent outbreaks at their onset
(Galotti, 2020). Despite late-game efforts by the
WHO to mitigate disinformation on social media
platforms, there remain few systematic projects
to prevent infodemics as a whole (WHO, 2020).
In the following investigation, we will observe
the generation and degeneration of COVID
data and disinformation through two case studies
and illustrate key elements of infodemic spread

to provide evidence-based recommendations for
systematic infodemic prevention and mitigation.

Confusion And Doubt:
Infodemic Conditions

Hydroxychloroquine

Hydroxychloroquine is a pharmaceutical drug
with a long history of helping patients deal with
chronic conditions. Developed during World War
II as an improvement on the antimalarial drug
chloroquine, hydroxychloroquine has been used in
the United States to treat patients suffering from
rheumatoid arthritis and lupus (Rowland, 2020).
In the first quarter of 2020, the drug garnered
attention as a potential remedy for COVID-19
based on anecdotal evidence and questionable
scientific  results.  High quality research
determining the drug’s eflicacy in treating the
novel coronavirus was not available until mid-May
and June (Hinton, 2020; Tang et al., 2020), but
disinformation spread about the drug’s potential
in the months beforehand. In March and April,
flawed studies and anecdotal evidence created
hype around the medication (Gautret et al., 2020;
Rowland, 2020), capitalizing on the weak research
landscape that lacked large, randomized clinical
trials. The most prominent evidence supporting
hydroxychloroquine as a COVID therapeutic
is a study by the French scientist, Didier Raoult
and a Google Doc “study” published online by
James Todaro and Gregory Rigano. Raolt’s study,
which eventually became part of the COVID/
hydroxychloroquine  disinformation campaign,
showed the drug strongly benefited the study’s
small population of COVID-19 patients (Gautret
et al., 2020). However, research watch dogs were
quick to note Raoult’s problematic methodology,
including the lack of randomized control, the
small sample size, issues in data inclusion and
exclusion, and the unusually short timeframe

for submission and peer review (Quanch, 2020).
The similarly problematic Google Doc “study”
by Rigano and Todaro was not published in a
journal with peer-reviewing or fact checking
standards, and relies on cellular-level evidence
and regulatory standards in foreign countries,
failing to justify its claims to adopt the drug in the
United States (Todaro & Rigano, 2020). Only in
mid-May and June did the scientific community
reach a firm conclusion on the drug’s merits
after large randomized trials were conducted
demonstrating hydroxychloroquine was ineffective
at treating COVID-19 and the US. Food and
Drug Administration (FDA) subsequently revoked
it’s Emergency Use Authorization (EUA) (Tang et
al., 2020; Hinton, 2020). However, the months-
long gap between the initial problematic research
and reliable data was exploited by social media-
savvy political actors and right-leaning media
organizations who desired widespread support
of the drug, its regulatory approval in the United
States, and, ultimately, its official implementation
as a therapeutic.

Mask Use

Early in the global spread of COVID-19, there
was minimal (yet relevant) scientific literature
on the efficacy of widespread mask-wearing
to prevent the spread of airborne illness.
Literature was especially limited regarding the
general population wearing cloth face masks
to prevent airborne discase spread; however,
notable literature did exist. One 2013 study on
homemade cloth mask efficacy showed the masks
were somewhat effective protectors from influenza
spread (Davies et al., 2013). Additionally, a 2017
meta-analysis evidenced moderate protective
efficacy of mask-wearing to prevent respiratory
infection in general (Offeddu et al., 2017). Despite
this, in the winter of 2019-2020, there was little
to no evidence supporting masks as a mitigant of
COVID-19, of which the infectious modes were
relatively unknown.

Due in part to this knowledge gap, in March,
2020, the CDC (Centers for Disease Control
and Prevention) advised against the wearing
of masks by the general population (Bai, 2020).
This decision was reportedly a result of the low
perceived COVID-19 prevalence in the U.S. and
concerns about shortages of N95 and surgical
masks (Bai, 2020). Panic-purchasing by the
public had dwindled the supply of surgical and
NO95 masks, which were needed desperately by
healthcare workers, and, at the time, there were
relatively few, controlled outbreaks of COVID-19
in the US. (Bai, 2020). However, by April 3rd,
2020, a study in Nature demonstrated the efficacy
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“Media Matters
noted that between
March 23 and April
6, the network
aired 275 segments
painting the

drug in a positive
light and only 29
segments expressing
skepticism.”

of surgical masks in reducing detected SARS-
CoV-2 in both respiratory droplets and aerosols,
the two main avenues of respiratory disease spread
(Leung et al., 2020). Thus, on the same day, the
CDC began recommending widespread use of
masks when in public, a recommendation that
remains in place today as scientific consensus on
mask use efficacy continues to mount (Bai, 2020;
Leffler et al., 2020; Anfinrud et al., 2020; Lyu and
Wehby, 2020; Konda et al., 2020; Aydin et al.,
2020; Howard et al., 2020). Despite the significant
and increasing literature and scientific consensus
supporting mask efficacy, popular use of masks
to reduce COVID spread remains massively
controversial in the U.S. The present mask-use
infodemics of misinformation and disinformation
reflect broad distrust of scientific knowledge
production, systematic political polarization of
“facts” in the modern United States, and a need
to retool scientific communication to fit modern
platforms and worldviews.

In each of these case studies, key temporal gaps
existed between the intervention’s emergence in
the public spotlight and formation of scientific
consensus on the intervention’s efficacy to
prevent or cure COVID-19. In cach of these
cases, politically-motivated  individuals and
untrustworthy sources exploited the gap in
scientific knowledge. Several conservative figures
and media outlets, as well as untrustworthy
entific research, contributed greatly to the
spread of hydroxychloroquine disinformation,
and mask-use disinformation was similarly spread
by political figures..

Creators Of Misinformation And
Purveyors Of Disinformation

Traditionally Conservative Media

In the case of hydroxychloroquine, the
conservative media outlet Fox News repeatedly
spread misleading claims about the drug and
laid the disinformation groundwork that would
influence President Donald J. Trump’s statements
and policy. According to areport by Media Matters
that reviewed transcripts of Fox’s programming,
the drug was promoted at least three times before
the March 19 mention by the president, with
two instances involving appearances by Gregory
Rigano (Gogarty & Walker, 2020), the researcher
whose unsupported Google Doc “study” that
was previously discussed (Todaro & Rigano,
2020). By appearing on the Fox News show, The
Ingraham Angle, Rigano is able to fundamentally
transform his and Todaro’s work from its original
form as shaky “data” in an obscure Google Doc

to something much more credible and potent.
The data receives an institutional endorsement
from Fox News and the show’s host, Laura
Ingraham, that Rigano previously lacked, not
having published his research in a journal or held
a faculty position in an academic setting (Gregory
Rigano, esq.). Additionally, as data is increasingly
condensed to a brief clip or a headline, Fox News
artfully repackages Rigano’s weak and uncredible
data into something that seems legitimate (Figure
1). By critically analyzing these early appearances
of hydroxychloroquine misinformation on Fox
News, viewers clearly perceive the mechanisms
by which disinformation is transformed and
platformed to reach a wider audience.

In addition to bringing Trump’s attention to
the drug, Fox News and its anchors played a
critical role in the disinformation campaign by
continuing to praise hydroxychloroquine after it
was approved and launching attacks on scientists
who expressed doubt. Media Matters noted that
between March 23 and April 6, the network aired
275 segments painting the drug in a positive
light and only 29 segments expressing skepticism
(Power & Savillo, 2020). In individual segments,
the network praised the decision to secure the
FDA EUA for the drug, with Laura Ingraham
and White House officials acknowledging the role
Fox News’ anchors played in the process. These
troubling collaborations combined with anchors
discrediting legitimate concerns from prominent
scientists like Dr. Anthony Fauci, further cement
the network’s role in spreading disinformation
about the drug (Power & Savillo, 2020).

President Donald J. Trump

Three Fox News hydroxychloroquine segments
appeared within days of President Trump’s
first mention of the drug, evidencing how easily
disinformation can spread on prominent media
outlets and their staggering influence on President
Trump. No one has attested to whether President
Trump watched these particular Fox News
segments or if he was directly influenced by them,
but many note that the President’s preference for
Ingraham’s and Carlson’s shows and how the

network has influenced his political past (Enrich,
2020; Budryk, 2020). Additionally, President
Trump’s reuse of the segments’ language,
flawed data, and misleading interpretations and
implications in his verbal and digital statements
indicates the network likely played a role in
shaping his opinion. In the COVID-19 task
force press conference shortly after the Fox News
segments, Trump appears to mistakenly believe
he can directly approve hydroxychloroquine for
use, saying the drug had “very, very encouraging
carly results” and would be “immediately
approved” (Remarks by President Trump...,
2020). This aligns with the claims Fox News guest
Gregory Rigano made regarding Trump’s power
(Tucker Carlson Tonight). Another Trump/Fox
parallel is seen in the first Trump tweet on the
hydroxychloroquine, which describes the drug
as a “game-changer,” the same phrase used by
Laura Ingraham in a segment aired shortly before
the tweet (The Ingraham Angle). In a follow-
up tweet, the President calls on the FDA to act
quickly to approve the drug, directly mirroring
Ingraham’s own call to action and validating her
prediction that the President would follow her
lead (realdonaldtrump, The Ingraham Angle).
Lastly, the core of Trump’s argument regarding
hydroxychloroquine efficacy relies on the same
Raoult study used repeatedly on Fox News, which
President Trump cites indirectly in his initial tweet
onthesubject(Lagieretal. 2020; realdonaldtrump).
By dissecting the disinformation presented on Fox
News segments regarding hydroxychloroquine
and the President’s ensuing statements, one can
trace the blatantly inaccurate data as it spreads
from its source material to a prominent media
outlet until eventually reaches the President of the
United States.

After  Fox News and President Trump
presented a united front on the promises of
hydroxychloroquine in their respective news
segments and press conferences, the past
President utilized social media networks to
spread hydroxychloroquine disinformation to
a broad audience. On March 21, Trump cited
a Raoult’s study on hydroxychloroquine to his
83 million Twitter followers, arguing it had the
potential to be “one of the biggest game-changers
in the history of medicine” (realdonaldtrump).
President Donald Trump’s tweets are a new,
dangerous form of disinformation; he repackages
Raolt’s flawed study to omit the transparency,
qualification, nuance, and contradiction, and
makes an argument the data cannot (Lagier et al.,
2020; Quanch, 2020). As he condenses the study
into the confines of a Twitter character limit
and refuses to cite or even mention it by name,
Trump exaggerates the study’s implications and

prevents his audience from looking at the study for
themselves. The first Trump hydroxychloroquine
tweet gained over 350,000 likes, almost 100,000
retweets, and was quoted an additional 27,000
times (realdonaldtrump), demonstrating how the
President can use Twitter to take an obscure,
questionable paper and make its conclusions be
seen across hundreds of thousands to millions of
screens. President Trump utilized Twitter to create
and spread a potent form of hydroxychloroquine
disinformation that ignored the nuance existing
on the subject and prevented viewers from easily
fact checking his claim.

While Trump created a veneer of scientific
consensus and consistent, powerful
(though  misinformed) messaging around
hydroxychloroquine, he spouted months of
contradictory positions on mask use. Whether
he was stating he would never let the press see
him in a mask or claiming his first public mask-
wearing in July as “patriotic,” Trump continually
sowed distrust in mass media reports, scientific
recommendations, and public health reports
regarding COVID-19-related mask wuse. In
April of 2020, while he questioned the efficacy
of mask use and refused to wear them public,
Trump attempted to secure 3M surgical and
NO95 masks by redirecting Latin American and
Canadian mask shipments toward the U.S. This
gesture clearly and hypocritically demonstrated
Trump and his administration understood the
need for masks to protect from COVID while the
president continued to publically rail against their
use (Victor et al., 2020; Associated Press, 2020).
Later, in May, Trump retweeted a conservative
columnist’s tweet linking to a Federalist article,
stating “[m]asks aren’t about public health but
social control” and that a circulating photo of Joe
Biden in a black mask “endorses culture of silence,
slavery, and social death” (Relman, 2020). Trump
quoted this tweet to his 80 million followers with
the attempt at an innocuous statement, “So many
different viewpoints!”, a clear attempt to spread
anti-mask sentiment without taking responsibility
for the opinion expressed in the Federalist article
(Relman, 2020). That month, Trump retweeted
further criticism of mask use, specifically mask
use by Biden, evidencing his negative opinions on
masking and his positioning of masks as a political
pawn in his bid for re-election (Chiu, 2020).

In his first massive repositioning on the issue,
Trump was first seen wearing a mask in public in
July (Vasquez et al., 2020). This sighting resulted
in his arguably too-little-too-late attempt to anoint
himself a savior and a warrior in the fight against
climbing cases of COVID as he tweeted his first-
time mask-wearing was “patriotic” (Vasquez et

“In April of 2020,
while he questioned
the efficacy of mask

use and refused
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Modelling an
infodemic on
Twitter is extremely
logical—accounts
with large
followings pass
disinformation

to their loyal
followers, who
continue to spread
the information
on their Twitter

al., 2020). He followed up this reversal in position
with an August retweet of a White House tweet
about the importance of wearing a mask, reading:
“The single best way to defeat the disease is
personal responsibility... socially distance, wear a
mask when you cannot avoid crowded places or
socially distance, and wash your hands as often as
possible” (Trump Twitter Archive).

However, in October, Trump performed a re-
reversal of mask positioning, apparently triggered
by another disinformation-filled Fox News
segment. In September, the CDC published a
medical study which reported that of a group of
154 people who tested positive for COVID-19,
85% self-reported wearing masks often or always
while in public (Fisher et al., 2020). In his Fox
News opinion show, Tucker Carlson publicly
misinterpreted the findings of the study and the
85% statistic, stating “[a]lmost everyone—=85%—
who got the coronavirus in July was wearing
a mask, and they were infected anyway. So
clearly this doesn’t work the way they tell us it
works,” referencing the efficacy of mask wearing
(McCarthy, 2020). The characterization of the
154 study participants as “almost everyone...
who got the coronavirus in July” is clearly
inaccurate, and there is an obvious concern
with the reliability of people self-reporting their
mask-wearing (McCarthy, 2020). Carlson’s use
of “they” is notable in his statement “this doesn’t
work the way they tell us it works.” While he is not
explicitly blaming public health officials, scientists,
or democratic governors in the statement, he uses
the trite “us-versus-them” positioning to reference
a malicious, concerted “they,” likely liberal media,
politicians, and scientists, who is purposed to
misinform the public. He subtly draws a distinction
between this “they” and “us” who is assumed to
include both him and the viewer, making “us”
a team at war with the liberal COVID agenda.
As has occurred on countless occasions over the
past several years, Trump happily imbibed this
misinterpreted statistic as it was presented on
Fox News, regurgitating it at an October 15th
rally in Greenville, North Carolina, representing
the reversion in his confused messaging on mask
wearing (McCarthy, 2020).

Twitter

As indicated by Shahi et al.’s 2020 study on
COVID disinformation, Twitter is one of the
most virulent spreaders of false information.
On the platform, certain brands, celebrities, and
organizations can present anything they want
with little or no oversight regarding accuracy
or ethics, and this information can be spread
casily and widely through their massive follower

base and beyond. Modelling an infodemic on
Twitter is extremely logical—accounts with
large followings pass disinformation to their loyal
followers, who continue to spread the information
on their Twitter accounts and beyond. The
basic reproductive number Ro (used to model
virulence of pandemics, including infodemics)
for COVID-19 disinformation on Twitter is
modelled to be between 4.0 and 5.1, indicating
that one individual “infected” with COVID-19
disinformation will “infect,” on average, 4 or
5 other Twitter users with this disinformation
(Shahi et al., 2020). Other studies have also
shown disinformation travels more quickly
and spreads more widely than truth on Twitter,
further magnifying concerns about the balance
of accurate and inaccurate information on social
media platforms (Vosoughi et al., 2018). Twitter
has proven to be the fertile soil on which sprawling
disinformation networks thrive and can prolifically
produce their insidious fruits.

Twitter provides a clear view of the relentless
hydroxychloroquine  disinformation campaign
waged by conservative media and President
Trump. On Twitter, these sources generated
countless misleading claims about the drug’s
efficacy, ignoring the growing scientific consensus
of its uselessness in fighting COVID and
subsequent loss of the drug’s EUA. After Trump’s
first  tweet regarding  hydroxychloroquine,
conservative and Trump-friendly media allies
began launching tweets, articles, and a slew of
info to give Trump’s unproven claim apparent
legitimacy (Colyer & Hinthorn, 2020; Just the
News staff, OANN; DeMarche, 2020; Morrison,
2020). This disinformation campaign created
data that was specifically primed for a Trump
retweet and could effectively demonstrate that a
hydroxychloroquine consensus existed for those
isolated in conservative media or Trump social
media spheres. The appearance of consensus
can be immediately appealing to viewers
absorbing President Trump’s feed. While claims
are apparently supported by scientific consensus,
the skeptical viewer will note the uniform right
leanings of the publishers and the selective,
anecdotal research they cite (Trump Twitter
Archive; Colyer & Hintorn, 2020; Just the News
Staff, 2020; DeMarche, 2020; Morrison, 2020;
Just the News). When investigating the claims
made in the Trump retweets, one must explore the
biases and biography of the poster and the cited
publisher, and further analyze the data sources
used in the article. Altogether, this amounts to a
time-intensive and complicated process that is not
likely to occur on a platform like Twitter, which
emphasizes brevity, simplicity, and quantity (not
quality) of interactions. Trump’s series of retweets

about hydroxychloroquine is powerful in that
it increased the impact of disinformation from
conservative media outlets by spreading it to his
80 million follower base.

Although the role of the President as a
disinformation purveyor unites the two case
studies, mask use disinformation on Twitter was
uniquely aided by select physicians and political
advisors, specifically those elevated to high political
power (Tagliabue et al., 2020). For example,
Scott Atlas, White House
chief of neuroradiology at Stanford University
Medical Center, and senior fellow at Stanford’s
conservative Hoover Institution, tweeted on
October 18th that masks did not work to prevent
the spread of COVID and that there are even
significant harmful effects of wearing masks (Lee,
2020). In this tweet, Adas cites World Health
Organization (WHO) language that “widespread
use [is] not supported.” While the WHO did
controversially fail to endorse widespread mask
use until September, at the time of Atlas’s
tweet, the WHO had joined many governments
worldwide in their support for public mask use
(Lee, 2020; Mandavilli, 2020). Additionally, the
“many harms” Atlas references from the WHO
do not seem to be as severe as he implies, with
the list including “difficulty communicating” and
“potential discomfort” (Lee, 2020; Mandavilli,
2020). He also cites a supposed May 2020
CDC review which found masks did not reduce
influenza transmission (Lee, 2020). The policy
review he seems to be referring to was, however,
written by University of Hong Kong researchers
unattached to the CDC and was not related to
COVID-19 pandemic mask use (Xiao, 2020). In
this tweet, Atlas cherry-picks the few mask-neutral
or anti-mask scientific publications or public
health recommendations, reinterpreting the data
and infusing the information with his opinion in
order to misinform the public and, presumably,
the president. The tweet was removed by Twitter’s
content moderators, evidencing their recent crack-
down on harmful disinformation, but Atlas’s
tweet emphasizes a concern over the difficulties in
discerning true from false information, especially
when those delivering the falsechoods are partisan
actors masquerading as epidemiological experts.
Not only do tweets like Atlas’s contribute to
mask disinformation, they contribute to broader
issues of scientific distrust, worsening the existing
challenges of combating disinformation with
scientific communication.

ience advisor, former

In addition to pseudo-expert physician tweets,
tweets from prominent political figures like
Candace Owens, conservative commentator and
regular Fox News contributor, have been vital

in spreading mask disinformation. A prolific
Twitter user, Owens has 2.8 million followers,
providing her a massive internet reach (Owens,
2020). While many others focused their mask
disinformation on the efficacy of masks, Owens
primarily focused on positioning COVID mask
policies as unreasonable or even a socialist ploy
by Democrats and liberals, furthering a party-
polarized view of government-imposed mask
mandates (Owens, 2020). On April 14, Owens
posted a tweet questioning mask mandates as she
compared the COVID mask policy to the lack of
influenza mask policy. She incompletely compared
death tolls of the burgeoning COVID epidemic
and complete flu seasons in the past, despite the
obvious difference in these cases and the differing
scientific opinion on masks usefulness in their
mitigation (Owens, 2020). Owens later tweeted
that mask mandates were socialist and that the
COVID-19 pandemic was loved by Democrats
because it allowed them to “further their socialist
ambition” (Owens, April 25, 2020). This tweet
clearly plays into conservative American fear of
communism and socialism, and paints a villainous
picture of mask mandates. Many of Owens’ later
tweets also play into this concern for communism
and government overreach, often encouraging
her followers to avoid following mask mandates
or claiming the pandem actually over, usually
accompanied by inflammatory hashtags like
“#Scamdemic” and #UnMaskAmerica” (Owens,
August 4 and October 6, 2020). Though Owen:
Twitter messaging on masks seems scattered,
she successfully hits the most popular notes of
right-wing  conspiracy theorists, contributing
to the perception of mask mandates as nothing
but another liberal conspiracy. Each of Owens’
tweets mentioned here has 8 to 80 thousand likes
and 2 to 20 thousand retweets, indicating the
massive impact of her Twitter-facilitated mask
disinformation (Owens, 2020).

Since its 2006 inception, Twitter has provided a
platform for pseudo-experts and powerful political
figures to speak to a wide audience with minimal
checks or barriers. However, recent crackdowns
like those on the accounts and tweets of President
Trump, Scott Atlas, Candance Owens, and others
spreading anti-science sentiments have created
a slightly different environment. While Twitter
disinformation campaigns remain, the company
has been heavily targeting COVID-19 related
disinformation, adding new cover page-like labels
to tweets which are deemed to harmfully contradict
public health guidance (Culliford, 2020). As
the pandemic months continue, the long-term
impact and efficacy of these fact-checking efforts
will become more apparent, making the Twitter
disinformation crackdown one of many notable



consequences of the COVID infodemic.
Consequences of an Infodemic
Politicization of Science and Health Policy

After tracking the spread of hydroxychloroquine

disinformation by President Trump and his allies
in traditional and social media, one of the first
observable outcomes was the pressure on policy
makers to approve the drug. The politicization
of the regulatory environment surrounding
hydroxychloroquine began with Trump’s first tweet
on the issue and continued even as his position
was at odds with both scientists and policymakers.
In the tweet that launched his obsession with the
drug, Trump tagged the FDA, CDC, and the
FDA commissioner, Steve Hahn, as he argued
the drug needed to be immediately approved
(realdonaldtrump). Here, the President is making
the case regarding the potential therapeutic not
simply to his followers and to the American
people, but to the FDA commissioner, making it
clear his goals for the agency. Additionally, in the
Cloronavirus Task Force briefing two days prior,
Trump made reference to the drug’s potential and
possible FDA approval, putting the independent
regulatory organization at a political crossroads
(Remarks by President Trump..., 2020). In this
media and political landscape, the FDA granted
hydroxychloroquine emergency use authorization
(EUA), despite lacking scientific consensus on the
drug’s efficacy. This public tension between the
Trump Administration and the FDA was also
felt privately by Rick Bright, a top official at the
Department of Health and Human Services.
Bright was demoted to a lesser position at the
NIH reportedly for arguing against what he saw
as an unscientific process for requesting and
approving the hydroxychloroquine FDA EUA
(Shear & Haberman, 2020). Thus, one can sce
that the decision to approve hydroxychloroquine
cannot be dissociated from the political power
of the conservative disinformation landscape.
The creeping influence of politically-motivated
disinformation on health policy was noted not only
in the short-lived approval of hydroxychloroquine,
but also in the use of mask-related legislation
across the U.S.

Similar patterns of politicization of health policy
occurred in the case of mask recommendations,
mask wearing, and mask mandates. As shown in
our analysis of mask disinformation, there was a
political polarization of the issue, with powerful
Republican politicians and figureheads leading
the anti-mask disinformation movement. With
powerful Republicans like Donald Trump, Scott

Atlas, and Candace Owens using their power and
following to facilitate mask disinformation spread
and even discussing the “socialist conspiracy”
of mask mandates, it is unsurprising that masks
became a sticking point for conservatives. Thus,
conservative people were less likely to think masks
worked and less likely to wear masks, as well as
less likely to follow other COVID safety guidelines
(Barrios and Hochberg, 2020). While one may
argue that conservatives are inherently less prone
to public-serving actions—Ilike mask-wearing and
following public mandates—due to their values of
individual freedoms and disdain for government
oversight, it is difficult to argue that the leaders
of the Republican party taking an anti-mask
stance did not impact the conservative anti-mask
movement. In the end, this politicization resulted
in partisan differentials in governmental mask
mandates, greatly impacting health policy and
public health in the United States.

Due to the political polarization of mask use,
different mask mandates were implemented by
conservative and liberal government leaders
across US. Specifically, more conservative
counties and states had and have more lax
mask mandates (if any), a phenomenon which
can be explained in part by the anti-mask
messaging of top Republican leaders (Masks4All,
2020; Washington Post, 2020). A recent study
determined that the most important predictor of
how quickly a governor adopted a mask mandate
in their state was their political partisanship,
further evidencing the importance of the partisan
politicization of masks (Adolph et al., 2020).
Additionally, there is mounting evidence that due
in part to lacking masking mandates, Republican-
led and Republican-voting states had higher viral
spread, larger and more frequent outbreaks, and a
higher case rate (Johnson et al., 2020; Chambless,
2020). In general, the massive impacts of the
politicization of mask mandates on public health
and health institutions has become increasingly
clear.

Increased Burdens on Health and
Institutions

The politicization of masks and mask mandates
resulted in fewer mandates and, consequently,
less widespread masking, producing greater viral
spread (Lyu and Wehby, 2020). When, in Kansas,
counties were given the opportunity to opt out of a
new state mask mandate, the case rate in counties
under the mandate decreased 6% while the case
rate in counties who opted out increased 100%
in a six-week-long period (Dyke, 2020). The more
liberal counties around Topeka and Kansas City
were early to accept the mask ordinance, while

the vast majority of the counties opted out in the
beginning (the opt-out count in Kansas, which
initially stood at 81 counties, recently decreased to
43) (Fox 4 Newsroom, 2020). According to a study
from June, 2020 comparing case rates and spread
in states with and without mask mandates, even just
21 days after the signing of an order to mandate
public mask wearing, the daily COVID growth
rate declined by two percentage points (Lyu and
Wehby, 2020). While the effect may seem small,
this finding indicates that only two months into
the U.S. epidemic, mask mandates in 15 states and
the District of Columbia were modelled to have
already prevented 230,000-450,000 COVID
infections (Lyu and Wehby, 2020).

Together, this evidence indicates that a major
consequence of a lack in support for mask-wearing
was a lack of mask mandates and greater spread
of COVID-19. This increased spread of COVID
resulted in more illness, deaths, and institutional
burdens than would have occurred if mask
mandates were adopted swiftly and universally
(Lyu and Wehby, 2020). With a current U.S. case
number of over 16 million and death toll of over
300,000, it is important to consider how those
numbers may have looked different if masking was
widely implemented from the outset (CDC, 2020).
Government officials must take responsibility for
the deaths, illnesses, and medical debts resulting
from their lack of mask policies. Additionally,
there has been significant institutional burden,
with these avoidable illnesses and deaths causing
massive strain on healthcare and economic
systems. The devastating consequences of lacking
action on masking cannot be overstated, and it is
important to remember the impact on lives and
livelihoods which cannot be undone.

Similarly, the hydroxychloroquine disinformation
campaign had devastating  real-world
consequences, primarily for those who relied
on the drug for its on-label purpose. The
spread of disinformation and faulty data on
hydroxychloroquine from the President and
conservative media outlets that ultimately lead
to an FDA EUA created a tremendous amount
of hype around the drug, impacting its supply in
the United States. The resulting shortages had
devastating consequences for those who needed
the drug for its intended purposes. An author of
a column in Healthline describes her personal
experience with the shortage: she was unable to
find a single pharmacy who could provide her the
drug during the height of hydroxychloroquine
disinformation and experienced severe physical
consequences a result of missed doses
(MacKenzie, 2020). As someone who relied on the
drugaspartof a treatment for rheumatoid arthritis,

being unable to take it caused her extreme pain,
insomnia, and headaches as she tried to go about
the normal activities of her day. Her disturbing
story is likely one of many, as a survey by the Lupus
foundation noted ' of patients relying on the
drug for their treatment had difficulty obtaining
it during the COVID-19 pandemic (MacKenzie,
2020). Thus, spreading disinformation had severe
consequences evidenced by the shortage it created
and the community of people it impacted.

In addition to negatively impacting patients with
long-term  afflictions, the hydroxychloroquine
disinformation campaign slowed down the very
clinical trials that would produce clearer results
on its efficacy. The springtime lauding of the
drug as a COVID-19 cure was premature because
research circulating on hydroxychloroquine was
weak and anecdotal (Flaherty & Phelps, 2020), and
large, double-blind, placebo-controlled trials were
needed to determine its efficacy. With the drug in
such high demand and while President Trump
sings its praises, it is not hard to imagine why
many COVID-19 patients would forgo enrolling
in clinical trials and simply get a prescription
instead (Rogers, 2020; Ledford, 2020). Dr. David
Boulware, a University of Minnesota researcher
conducting a clinical trial on the drug, noted
a massive decline in the number of enrolled
patients in his study and attributed it to patients
already believing in the hydroxychloroquine’s
efficacy and being able to get it prescribed by a
doctor. If people had such strong convictions
around the drug based on this disinformation
campaign, Boulware stated, many patients would
think “[w]hy would you be in a randomized
controlled trial” where they would have a 50%
chance of being given a placebo (Rodgers, 2020).
When those randomized control trials did finally
come to fruition, they brought clarity to the
drug’s ineffectiveness (Hinton, 2020), solidifying
the deleterious consequences of institutions and
political actors approving a therapeutic before
scientific consensus.

Conclusion

The COVID-19 infodemic has had devastating
consequences on the United States” pandemic
response and has created excess and avoidable
confusion, hardship, and death. In the case of
hydroxychloroquine, our analysis found Fox News
at the forefront of the disinformation campaign,
elevating untrustworthy individuals and flawed
research from obscurity to the mainstream
(Power & Savillo, 2020). These efforts laid the
groundwork for President Donald Trump to
make exaggerated claims regarding the drug and

“The spread of
disinformation

and faulty data on
hydroxychloroquine
from the President
and conservative
media outlets

that ultimately

lead to an FDA
EUA created a
tremendous amount
of hype around the
drug, impacting

its supply in the
United States. The
resulting shortages
had devastating
consequences for
those who needed
the drug for its

intended purpos




prompt the FDA to secure a short-lived approval
of hydroxychloroquine for COVID treatment.
The disinformation campaigns of political actors
and conservative media directly manifested in the
political, rushed approval of hydroxychloroquine
for EUA, shortages of the drug for its on-label
patients, and delays in the comprehensive clinical
trials needed to analyze therapeutic efficacy
(Hinton, 2020).

Face mask and mask mandate disinformation
was similarly spread by political actors amid
the confusing scientific positioning of the carly
pandemic. President Donald Trump and the
social media platform Twitter were at the root
of mask disinformation campaigns, as powerful
figures’ tweets and retweets spread disinformation
on mask use effectiveness and conspiratorial
accusations that mask mandates were implemented
so socialist powers could gain traction (McCarthy,
2020; Owens, 2020). This digital disinformation
had several real-world consequences, including
lacking mask mandates in conservative states,
low levels of public masking, avoidable spread of
COVID-19, and excess illness and death (Lyu and
Wehby, 2020).

In each case study, bad-faith actors took
advantage of normal gaps in an evolving scientific
landscape to sow doubt in the scientific process
and spread and legitimize disinformation. For
hydroxychloroquine, this was the two month
period before large randomized control trial
data was released, while with masks, it was the
months of insufficient scientific data supporting
their public implementation and the changing
public health recommendations (Tang et al.,
2020; Meehan, 2020). Additionally, both case
studies found President Donald J. Trump to be
a massive spreader of COVID disinformation;
this is consistent with the results of a Cornell
study which found Trump was the largest single
source of coronavirus disinformation (Stolberg
& Weiland, 2020). While there were other major
politicized spreaders of COVID disinformation,
like Candace Owens and Fox News’s Tucker
Carlson and Laura Ingraham, these individuals
often seemed to be connected to, defending, or
feeding disinformation to Trump, who became
the major actor in carrying out the campaign.
Additionally, for these political actors, Twitter
provided a network primed to widely spread
COVID-19 disinformation, a role consistent
within the context of prior literature on the
subject (Shahi et al., 2020; Tagliabue et al., 2020;
Vosoughi et al., 2018).

While political actors including Trump and
his followers were the foremost disinformation

spreaders, it is valuable to consider the uniquely
positioned disinformation coming from pseudo-
officials, like  non-epidemiologist  scientists
and physicians. In examining the COVID-19
infodemic, we find some evidence of pseudo-
scientific disinformation akin to the infamous
tobacco disinformation campaigns facilitated by
scientists Fred Sietz and Fred Singer, two physicists
(not physicians) who defended the safety of tobacco
products despite massive evidence to the contrary
(Oreskes and Conway, 2010). Platforming the
opinions of scientists like Scott Atlas, who do not
specialize in the topic of discussion (in this case,
virology, epidemiology, etc.), can damage the
ability for well-supported scientific opinions and
research to be brought to the forefront. These
individuals should not be provided ample airtime
and a massive online audience to whom they may
pontificate.

As we have suggested, Twitter and other social
and traditional media platforms have provided
massive opportunities for malicious and accidental
infodemic spread. Recent research indicates
falsehoods spread more quickly and widely than
truths online, creating a need for additional
efforts by social media companies to mitigate
disinformation spread and for public health
authorities to scale-up the online shareability of
their content (Vosoughi et al., 2018). However,
research on the efficacy of fact-checking social
media posts, monitoring prominent accounts,
and promoting factual content indicates that
the current COVID-19 infodemic is escapable
and preventable. Some social media giants are
attempting to implement a real-time fact-checking
system; Twitter is linking credible sources on
tweets which contain certain disinformation-
prone topics to “provide context” and YouTube
is partnering with a network of fact-checking
organizations to provide users with a panel of
accurate information (Newton, 2020; Seitz,
2020; Pham, 2020). Research suggests these fact
checking services could help disrupt the flow of
disinformation, and can do so especially effectively
if the source debunking the original claim has
similar political leanings as their source material
(Drutman, 2020). Additionally, researchers argue
we must focus on “brand” and “superspreader”
accounts when curbing disinformation spread, as
these are the most prolific and successful sources of
disinformation (Shahi et al., 2020). Emphasizing
this point, our case studies find certain political
actors and conservative media outlets routinely
participating in the creation and spread of
disinformation, and these political actors have
especially high impacts on opinions and discourse
due to their status and large followings. This
further cements the need for content moderators

and public health communication experts to pay
special attention to celebrity and branded digital
content.

Finally, we must create a robust and predictable
network of accurate information spread across
social media platforms at the same rate and
intensity as disinformation (Shahi et al., 2020).
As disinformation routinely appeals to readers
with its shock value and is extremely spreadable
through networks algorithms, institutions pushing
invaluable factual information must consider the
algorithm of their preferred platform(s) to ensure
that the data they promote catches as many eyes
as possible. This may require a massive reframing
of the tone and content of online scientific
communication. While bland language and
perceived objectivity may be valued in science,
politicization of scientific “truths” has overhauled
public understanding of science, possibly
requiring a scientific communication overhaul of
similar magnitude. In times of social, political,
and scientific upheaval, science communicators
are asked to communicate what is known in a
time where little is known and as what is known
changes daily. This task is near-impossible.
However, to stand a chance against well-
supported, well-platformed, and well-organized
campaigns of disinformation, the WHO, the
CDC, research laboratories, scientists, and social
media conglomerates must employ carefully
researched communication tactics and well-
trained communicators to effectively, completely,
and constantly inform the public, especially in
times of great turmoil.
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The World Health Organization operates with
the goal of “health for all,” but it is often the case
that the key affected populations are not treated
as though they are equally deserving. Nearly
one out of every 100 U.S. citizens is in prison or
jail, and despite the country boasting the highest
incarceration rate in the world, its prison system
is severely underfunded, lacking in the realms
of sanitation and access to medical care. The
predisposing conditions of inmates are further
compounded by enabling systems such as income
and social organization. It is unfair to abandon
prisoners in the healthcare system on the basis
of ethics or morals dictating that those who
break the law are less deserving, especially when
there is a racial disparity in who goes to prison.
Incarcerated individuals are composed of many
groups with disadvantaged health disparities,
for example those that are impoverished, have
mental health issues, and abuse drugs. The
carceral system, plagued by overcrowding and
deleterious structural ingredients, is a brewing
pot for infectious diseases, and the COVID-19
pandemic has further fueled this concoction.
Infection-control measures that uphold human
rights principles are necessary for containing the
spread both inside and outside the bars, as prison

health should not be viewed as separate from
public health. Tackling social institutions that put
minorities at higher risk of incarceration would
attack the issue of infection susceptibility and
poor health outcomes in prisons at the root. It is
possible to reduce the inequities in our society, but
a paradigm shift in the carceral system and the
current dominant model of healthcare must be
made to prioritize human rights.

Infectious discases are those that are caused by
pathogens, including bacteria, viruses, fungi, and
parasites, and are communicable. Transmission
occurs when an individual has either direct
contact (skin or sexual) with an infected individual
or indirect contact (contact with infected blood,
bodily fluid, or an inanimate object that harbors
the pathogen). These diseases can also be spread
through modes that are food- or water-borne,
airborne, vector-borne, or perinatal. Furthermore,
reservoirs act as potential sources of an infectious
discase outbreak. A disease reservoir is an animate
or inanimate source that may harbor an infection-
causing microorganisms over an extended period
of time. There are four main types, including water,
soil, human, and animal reservoirs, such as that
of the SARS-CoV-2 virus. When understanding

the pathophysiology of infectious diseases, the
stages follow in the order of contact, adherence,
penetration, local tissue infection, proliferation,
and adaptive immune response, and there are
different host defenses and clinical outcomes at
each of these phases. The key characteristics of
infectivity, pathogenicity, and virulence also vary at
cach stage. Infectivity is the ability for a pathogen
to cause an infection in a susceptible host, and
it is determined by the number, route, mode of
transmission, and stability of an infectious agent
outside the host. Pathogenicity is the microbe’s
ability to induce disease, and virulence is the
severity after an infection occurs. Contributing
to the spread and disease outcomes, these factors
are taken into account when analyzing how
various communicable diseases are transmitted in
localized regions.

Due to the closed-setting nature of correctional
facilities, bloodborne diseases are a unique public
health crisis in this environment. There is a high
prevalence of infectious diseases affecting the
prison population despite these diseases being
preventable and treatable. Compared with the
general public, newly incarcerated inmates have
a higher prevalence of human immunodeficiency
virus, hepatitis B virus, hepatitis C virus, syphilis,
gonorrhea, chlamydia, and mycobacterium
tuberculosis. Nearly a quarter of U.S. inmates
have a latent tuberculosis infection, which is 6 to 10
times higher than that of the general population.
While approximately 0.3% of the general
population is HIV positive, the percentage for the
inmate population is 1.5%. The transmission of
blood-borne pathogens occurs through modes
of drug injection, tattooing, sharing of razor
blades, fights, consensual and non-consensual
sexual activity. The lack of access to condoms
and sterile needles in prisons is higher in prisons
than in the nonincarcerated population, as poor
prison conditions and management further
exacerbate inmate susceptibility.  According
to the Burcau of Justice Statistics, the United
States prison system currently operates above
its capacity, and with a prison population of 2.3
million, it is not surprising that overcrowding is
an issue. Many jails have an inadequate number
of single cells, forcing people into close quarters
where contagions can run wild. Hand washing
stations are not well-provided, clean clothing is
rationed and laundry products are not available,
shower access is restricted, many personal hygiene
and patient care products are contraband due
to prison policies aiming to prevent the creation
of weapons or escape paraphernalia. Inmate
postexposure management adds to the issue, as
many correctional facilities have long delays to
see clinicians and financial enabling factors such

as copayments further limit inmates seeking out
medical treatment. An environment characterized
by overcrowding, physical violence, sexual abuse,
gang activities, discrimination, and corruption
plays a significant role in the health outcomes of
those subjected to it.

United States Federal Prison Population

Society views people outside of the range of
‘normal’ as “the Other,” and devalues their
humanity. Harkening back to the postmodernist
philosophy of Michael Foucault, we live in a
disciplinary society where the goal is to produce
power and distribute individuals in a field of it. Our
obsession with “normal” has led to the creation of
a seemingly permanent class of criminal “Other”
where the treatment of criminalsisused to reinforce
normal behavior. As Western society transitioned
to capitalism, property became the key to value
and definitions regarding crime were necessary to
protect land and material goods. Modern culture
places emphasis on letting the public know what
happens to people who mess with property.
One of the elements contributing to the lack of
healthcare access in prisons is that people view
prisoners as less deserving of basic rights because
they have violated the law, and as a result their
health is not prioritized in the eyes of the general
public. However, even if their well-being is not
valued for their own sake, people should consider
the role prisons play in community spread. While
incarcerated, inmates interact with hundreds to
thousands of correctional employees and annual
visitors, and those that are eventually released will
come into contact with the general public. Viruses
that are brought into prisons can leave them in the
same way, spreading to surrounding communities.
Tor jails containing people awaiting trial and those
with short sentences, there is a higher amount
of people entering and existing, leading to an
increased opportunity for diseases to spread.

Furthermore, the context in which individuals
enter the prison system, must be acknowledged
as there are predisposing demographic and social
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is 6 to 10 times
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constituents involved. Prior to even entering the
penal system, those that are more likely to be
incarcerated are also at a higher risk of poor
health outcomes. The deep-rooted history of
racism and ongoing oppression of Black people in
the U.S. has modern implications, as Black people
tend to be distributed in poorer areas due to the
redlining of districts, even with the legal ending
of segregation. Living in crowded urban areas
with an underfunded education system and food
deserts, Black and Brown people do not have the
to resources, healthcare, and high-
quality nutrition that those living in primarily-
white regions do. The idea of a “school-to-prison
pipeline” is based in reality, as the deterioration
of public education, including the prioritization
of discipline and security over learning in public
schools located in poor communities, is directly
related to prison as the solution. Environment
plays a role in pre-existing health conditions,
as poor quality housing, water, air, and diet, in
addition to increased injury and death rates due to
accidents and guns increase the rate of mortality.

same access

Health behaviors such as substance abuse go hand
in hand with prison and the health outcomes
following. The National Association of Drug
Court Professionals reports that 80% of offenders
abuse alcohol or other drugs and 50% of inmates
are clinically addicted. There is a feedback
loop, as 60% of those arrested for crimes test
positive for illicit drugs at the time of arrest and
approximately 90% return to using drugs upon
release and 60-80% of drug abusers commit new
crimes after leaving prison. 65% of the prison
population meet the medical criteria for substance

addiction, but only 11% receive treatment while
incarcerated. There is psychiatric co-morbidity
with drug abuse, and those with mental health
problems are also more likely to engage in risky
behaviors, showing the cyclical nature of the
issue. The data regarding substance abuse and
prisoners is crucial, because drug abuse reduces
one’s overall health and immune system, and the
modes of using certain drugs can directly transmit
disease.

If these environmental elements do not slowly kill
them, the correctional policies may. In 2019, half
of the people sentenced to death were people of
color, and defendants convicted of killing white
victims were executed at a rate 17 times greater
than those convicted of killing Black victims.
Furthermore, Black people are disproportionately
sent to solitary confinement, which has been shown
to damage one’s mental health. Black people are
also disproportionately likely to be convicted with
longer sentences for the same crimes white people
commit, and more likely to be arrested repeatedly
in the same year compared to white people.
More than 70% of the incarcerated population
are Black, Indigenous, and People of Color, and
the fastest growing group of prisoners are Black
women, while Native American prisoners are the
largest group per capita. Through these statistics,
it is evident that social identities such as race play
a role in imprisonment, and thus play a role in
what occurs during the subsequent time.

The Prison Policy Initiative discloses that there is
a 10 to 1 “ratio of overrepresentation” between
incarcerated Black people and Black people in the
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surrounding county. There is a higher proportion
of prisoners that are Black than in the general
population. Black people are incarcerated at a
rate that is 5 times greater than it is for whites,
even though prisons tend to be located in areas
where the majority is white. This dissonance
propels the problem of prison gerrymandering
with racial discrimination, as some states do not
hire correctional staff that are also people of color.
Even outside the prison system there is evidence of
healthcare staff being biased when administering
treatment to Black people, so it is expected that
this pattern would occur within prisons as well.

The prison-industrial complex which has
developed and expanded in recent decades leads
to the overuse of prisons, in turn contributing
to the overcrowding and sequential increased
spread of disease. The rapid expansion and
militarization of prisons signals the birth of a new
felon class, and imprisonment is argued to be a
phase in life for certain populations. The war on
drugs and criminalization of sex workers further
puts already marginalized groups at risk of being
incarcerated, and brown and black communties
as well as those of low socioeconomic status tend
to overlap in this area. Racism and socioeconomic
inequality are embodied as disease and death,
amplified by the American phenomena of mass
incarceration.

Paul Farmer’s reports, “A Plague On All Our
Houses?” and “Structural Violence and Clinical
Medicine” discuss how social institutions restrict
marginalized groups of people from access to
healthcare, making certain people disadvantaged
based on how society views and treats their
identities. Farmer illustrates this concept through
a case study on Russian Prisons following the
treatment course of an inmate, Sergei, who was
infected with multidrug resistant tuberculosis, and
emphasizes that prisons are biological amplifiers
of disease, as they create risk factors such as
overcrowding and malnutrition that increase the
chance of exposure as well as limit the means of
therapy.

Structural violence is the idea that political,
economic, social, or cultural institutions exist that
stop individuals or groups from reaching their full
potential. By excluding certain groups from access,
such as poor people or those in prisons, resources
and power are distributed without equity. Social
structures make certain people more likely to
resort to crime, often as a means of survival, and
since these aren’t considered, people tend to view
prisoners through the lens that they are not worthy
of optimal healthcare. Prison infrastructure tends
to be inadequate and underfunded, so when

patients living in close quarters spread disease to
one other, it is often overwhelming to treat without
enough or appropriate antibiotics.

In his other article, Farmer defines structural
violence and explains how both distal and proximal
interventions must be incorporated together to
resolve disparities in healthcare. Farmer writes
about the issue in addressing inequalities in
HIV care, specifically how it impacts poor, black
people and those in developing countries. Farmer
comes to the conclusion that to deal with these
issues, structural interventions must be utilized in
medicine and public health, in order to catalyze
a virtuous social cycle and shift the burden of
infectious disease so that it doesn’t make certain
groups more vulnerable.

Since structural violence is embedded in
institutions and often invisible, it makes changing
outcomes more of a challenge. By making
treatment a public good free of charge and
providing the necessary medications to those
who most need it, while also distribution food aid
and housing assistance in less affluent areas, the
playing field can be leveled.

With the advent of COVID-19, the spread of
the virus in prisons can be used as a case study to
demonstrate the health disparities and inequities
in the US. healthcare system. According to the
COVID Prison Project, more than 270,000
prisoners and over 59,000 correctional employees
have been infected with the coronavirus, of
which more than 1,600 and 80, respectively,
have died. In 45 out of 50 states, the rate of
infection among prisoners exceeds that of the
general population. Infection rates in Hawaii and
Michigan are more than 10 times that of their
general population, and the rates are drastically
increasing in Alaska, Coolorado, Delaware, Idaho,
Utah, and Washington. A statistic worth noting is
that 13 percent of all U.S. COVID-19 cases come
from prisons. In overcrowded facilities, social
distancing is impossible. The recent introduction
of the vaccine brought a sense of hope for the
general population, but this was not the reality for
incarcerated individuals. While the public saw this
as an end to their seemingly endless quarantine,
those that have actually been isolated from
society were not granted this vision. Though the
American Medical Association recommended for
incarcerated people to be given vaccine priority
following healthcare workers and those in nursing
homes, not everyone agrees with this perspective.

“alifornia’s prison system was especially impacted
by the pandemic, and though the state has started
the inmate vaccination process, none of the
25 most-overwhelmed prisons, such as the San

“Black people are
incarcerated at a
rate that is 5 times
greater than itis for
whites, even though
prisons tend to be
located in areas
where the majority

is white.”



“The dominant
model of health
economics is
flawed, because
when medical
services are sold
as commodities,
they will only be
able to those

ava
with the ability to
purchase them.”

Quentin, Avenal State Prison, and the California
Institution for Men, were included. The facilities
that were chosen for the vaccination, the Central
California Women’s Facility in Chowchilla, the
California Healthcare facility in Stockton, and the
California Medical Facility in Vacaville, had much
fewer infections and deaths.

As previously mentioned, there is a racial
componentinimprisonmentand health disparities,
and the role of race has been magnified with
the pandemic. Black people are 4.5 times more
likely to be policed and punished for violations of
COVID-19 orders than white people. The virus is
killing Black and Hispanic people at higher rates
than they comprise in the general population, and
a disproportionate amount of inmates are of these
racial groups.  The current global pandemic’s
impact on the prison population is a microcosm of
the issue at large - the most vulnerable populations
tend to be left behind.

Due to the living conditions in the prison system,
communicable discases are more prevalent,
posing a challenge to effective disease-control.
Correctional facility—based immunization
programs, screening, treatment, and harm-
reduction must be implemented and those
administering it must be monitored. Many prisons
lack infection-control expertise, so collaborating
with local universities, public health departments,
and private infection-control consultants would
be beneficial. Furthermore, in bridging the
connection between medical education and
the real world application, the inclusion of
correctional public health and infection control in
the curricula of clinical and public health training
programs should be considered. Establishing
connections with local public health departments
would assist in the allocation of medical resources
to prisons. Jails and prisons play an important role
in national disease prevention and control efforts,
and spreading awareness to those who will be
practicing medicine is essential. Prisons need to
be adequately funded so that there are available
health staff to perform routine screenings and
deliver treatment, proper sanitation measures,
health information being distributed, drug
dependence treatment and counseling, and
comprehensive care through the entire course of
a disease.

Moreover, avoiding the unnecessary use of
imprisonment, depopulating prisons, and turning
to rehabilitation methods instead would have a
substantial impact on the health outcomes of
disadvantaged populations. The United Nations
Office on Drugs and Crime’s paper on COVID-19
preparedness and responses in prisons, articulates

this point well, with the conclusion that “concerted
and urgent action involving prison administrations
and all other relevant sectors of government
and society is of the essence. Averting outbreaks
of COVID-19 in prisons, by taking affirmative
steps to reduce prison populations, will be much
easier than controlling outbreaks once they have
occurred.” The Prison Policy Initiative describes
how at the beginning of the pandemic, prison
populations were cut by up to 30% as there were
administrative orders for release and a reduction
in jail admissions. However, many states and
counties did not keep up with these efforts as the
pandemi prolonged. Imprisonment as a last resort
rather than the default response would be ideal,
but the penetration of capitalism in the carceral
system, with the federal government delegating
parts of prison management over to private
corporations prevents this from being realized.

The prison industrial complex is galvanized
by the same greed as for-profit market-based
medicine, and in a society where money is
power, many people do not have the same
chances for self-efficacy and success. Without
health or liberty, nothing else is even perceived
to be achievable. The dominant model of health
economics is flawed, because when medical
services are sold as commodities, they will only
be available to those with the ability to purchase
them. This inequity excludes many marginalized
communities, which end up bearing the burden
of many infectious discases. Access is considered
equitable when demographic characteristics
and need variables account for differences in
the utilization of services. It is inequitable when
social characteristics and enabling resources such
as one’s income determine who receives medical
care. Many dimensions of access to care theorize
about reducing healthcare inequalities for racial
and ethnic minorities and lower socioeconomic
status individuals, but do not directly address
individuals in the prison system. Inmates often
have to finance their own healthcare through co-
pays for physician visits, medication, and testing
While the $2-$5 co-pay fees may seem small to
the general population, incarcerated people
typically earn 14-63 cents per hour. The Prison
Policy Initiative explains that this is the equivalent
of a $200 to $500 visit. Charging inmates in this
way is an enabling factor that deters people from
seeking out healthcare, further putting others at
risk. In 2019, some states recognized this issue and
eliminated co-pays, and this action can be seen as
amodel of a step in the right direction.

The United Nations Standard Minimum Rules
for the Treatment of Prisoners, also known as
the Nelson Mandela Rules, promotes the idea

that“the provision of health care for prisoners is
a State responsibility. Prisoners should enjoy the
same standards of health care that are available
in the community, and should have access to
necessary health-care services free of charge,
without discrimination on the grounds of their
legal status.” Prisoners should be treated as
patients, and the quality of care should not vary
depending on whether the individual is free or
not. The 8th Amendment prohibits cruel and
unjust punishment, and it can be argued that
depriving inmates of healthcare and allowing
them to suffer otherwise preventable discases is
a form of torture. Through policy change and
the promotion of healthcare as a right, patients
including prisoners will be able to access the
proper treatment early on and reduce the spread
of disease, which benefits everyone. The concept
that correctional health is public health must be
acknowledged in the field in order to make lasting
change.
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Changing the Narrative:
Latino Health Disparities COVID-19

BY JENNIFER NARVAEZ

Indiana N:

nal Guard

Justmonths ago COVID-19 turned US emergency
rooms into battle fields. Exhausted doctors were
forced to re-use PPE as they rushed to try and
save another coding patient. Unfortunately, these
efforts often resulted in difficult conversations, as
people were constantly dying. While COVID-19
has had a wide spread destructive effect on the
American population, black and brown bodies are
disproportionately taking up hospital beds in these
war-like scenes. This
America: minorities carry an unequal burden of
disease because they lack equitable resources and
the same protective barriers.

s an all too familiar trend in

While COVID-19 has magnified these inequities,
these problems are not new. Some neighborhoods
in Los Angeles county have as much as a 15-
year difference in life expectancy. How can
living 8 miles down the road determine whether
someone lives over a decade longer? Variation
in health outcomes, often referred to as health
disparities, are unjust differences caused by
the unequal distribution of social, economic,
and environmental resources. These resources

can be quality of education, whether someone
has access to healthcare, how much crime is in
their neighborhood, if they are exposed to toxic
substances, and if they have nearby grocery stores
instead of just fast food chains and liquor stores.
Additionally, these socioeconomic factors are often
passed down generationally, but are preventable
and could be improved through social policy and
programs.

It is a common misconception that health
disparities are linked to race. It is important to
distinguish that race itself is not a disparity but
a marker for the unfair distribution of resources.
The individual differences in health cannot be
explained away by genetic differences; the DNA
of any two individuals is 99.9% similar. Race is
not biological and so these disparities cannot be
attributed to just genetics. Even genetic diseases
cannot be caused by the race of an individual.
For example, sickle cell anemia is an inherited
blood disorder predominantly found in those with
African ancestry, but it is also found in other racial
groups in tropical regions because it provides

some resistance to malaria. Having ancestors
from areas that are vulnerable to malaria makes
you more susceptible to having sickle cell anemia.
The geographical location that one’s ancestors
resided determines a person’s genetic makeup,
not their race.

Usually, we assume minorities have worse health
outcomes because they have less resources, but
this is where the story of Latino Americans starts
to diverge. Many people are quite surprised to
learn that Latino Americans actually tend to have
better health outcomes overall than non-Latino
Whites. Public health professionals call this the
“Latino Epidemiological Paradox,”
contradicts the health disparities model of low
resources equaling worse health outcomes.

because it

While this phenomenon is not completely
understood by researchers, it is commonly
attributed to strong social networks, healthy
behaviors such as lower rates of smoking, and
good health at the start of migration. Dr. David
Hayes-Bautista, the director of the Center for
the Study of Latino Health and Culture at the
David Geffen School of Medicine at UCLA, says
“family, community, and social interactions in
Latino neighborhoods have significant positive
effects, over and beyond individual education or
income, on health outcomes for breast cancer,
cardiovascular health, birth outcomes, fall risks,
sex practice risks and mental health.

In case you are skeptical, here is some proof. In
2017, the National Center for Health Statistics
reported that the average life expectancy of
Latinos in the US was 81.8 years compared to
78.5 years for non-Latino Whites. Additionally,
compared to non-Latino Whites, Latinos had 30
to 60% lower rates for the top four causes of death
in the US: heart disease, cancer, unintentional
injuries, and chronic lower respiratory discases.
Even more astonishing, Dr. Hayes-Bautista found
that for about the last 40 years these statistics have
remained stagnant.

It became apparent early on in the pandemic that
minority groups, including Latinos, were being
disproportionately affected by the pandemic.
According to the CDC, Latino Americans are 3.8
times more likely to be hospitalized for COVID-19
related illness than non-Latino Whites. The
California Department of Public Health has
reported the Latino population makes up 56.9%
of cases and 47.8% of deaths due to COVID-19,
but only 38.9% of the population in California.

You may remember hearing from the news that
some of the risk factors for a severe case of
COVID-19 are chronic diseases. An important

question to ask is why Latinos, who are
substantially less likely to die from heart disease,
chronic lower respiratory disease, and cancer, are
not less likely to die from COVID-19? Wouldn’t
they be at a less risk for a severe COVID-19 case?

Not necessarily. While Latinos have lower death
rates from these chronic diseases, they spend more
of their later lives managing chronic conditions
than non-Latino Whites. This puts Latinos at a
higher risk for severe COVID-19 outcomes. Dr.
Ralph Casas, an expert in Latino public health,
also points out that unlike chronic diseases
that come on slowly and take years to develop,
COVID-19 hits people fast and overwhelms the
immune system. COVID-19 is transmitted from
other people unlike chronic diseases. Dr. Hayes-
Bautista has previously explained “I cannot
sneeze on you and give you a heart attack. I can

just breathe on you and give you the coronavirus.”

Many health professionals have simply concluded
that Latinos are being affected more by COVID-19
because of comorbidities. While they do have
higher rates of obesity and diabetes than other
groups, “comorbidities only come into play at the
end of a very long trajectory of COVID-19,” says
Dr. Hayes-Bautista.

So why are Latinos, who normally do not face
the effects of health disparities and in fact have
a longer life expectancy, being disproportionately
impacted by the virus?

Latinos are more likely to be categorized as
essential workers, making prevention efforts, such
as shelter-in-place, less effective for this population.
Essential workers, such as those in agriculture,
meatpacking, and grocery store clerks, experience
high exposure to COVID-19 due to their inability
to work from home. Those who are not citizens
are especially concentrated in occupations that
increase their risk of exposure. For example,
farm workers make on average $18,000 a year,
and most do not have health insurance. This
means workers do not have the luxury to take a
sick day because they won’t be able to put food
on the table for their family. Additionally, Latinos
are more likely to live in densely populated areas
and rely on public transportation to get to work,
further increasing their risk. Many families live
in multigenerational homes with several people
potentially being exposed at work everyday.
The larger households means that more family
members will contract the virus if someone tests
positive.

One story that provides an example of this is a
three-generational household in which all twelve
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“A Commonwealth
Fund survey found
that more than half
of Latinos reported
experiencing

an economic
challenge due to
the pandemic,
compared to only
21 percent of
non-Latino White
respondents.”

members tested positive for COVID-19. On
consecutive days, Luciana Ramirez watched her
son, husband, and mother separately taken to the
hospital by ambulance. Her husband, Guillermo,
unfortunately passed away. The family says they
wore gloves and masks and washed their hands,
yet it wasn’t enough.

Dr. Pauline Acosta, a medical sociologist at
Cerritos  College, said in an interview that
“Sometimes I feel as if we are invisible and so
the narrative is up to others to construct”. And
as Dr. Casas puts it, “the narrative that Latinos
are getting ill because they don’t know how to
wear a mask or because they are obese or because
we don’t know how to wash our hands is not the
reality. The reality is that no matter what we do,
we are in an environment that puts us at an even
greater risk”.

As Latinos have higher rates of poverty, they face
higher financial pressures, and paid sick leave is not
always an option. Financial stress is exacerbated
by housing instability, as the pandemic

has led to increased eviction, homelessness, and
shared housing. A Commonwealth Fund survey
found that more than half of Latinos reported
experiencing an economic challenge due to the
pandemic, compared to only 21 percent of non-
Latino White respondents. This is compounded
by the fact that Latino undocumented immigrants,
who were equally if not more affected by the
virus, did not benefit from unemployment aid or
stimulus checks.

Cloronavirus is also worsening the inequities
associated with high rates of poverty. Latino
households are more likely to suffer from food
insecurities and many families are struggling
to replace school meals for children now that
the US. has switched to remote learning
Additionally, people receiving Supplemental
Nutrition Assistance Program (SNAP) are unable
to purchase groceries online and have to go into
the grocery store, while others can avoid exposure.

Out of all racial and ethnic groups, Latinos have
the lowest rates of medical health insurance
coverage, which creates a significant barrier to
access to COVID-19 testing and care. People
with health insurance are able to get tested for
COVID-19 more frequently. While Latinos have
much more exposure, they are less likely to know
if they have the virus. Additionally, immigration
status may prevent the ability to receive care, and
mistrust of medical institutions impede access
to resources. Even those with health insurance
do not always receive adequate care. Dr. Acosta
states, “we sort of have this assumption that if you

have health insurance that life is like a bowl of
cherries and it really isn’t.” Just because someone
has insurance does not mean they can afford the
care they need or have access to it.

The Office of Minority Health reported that
29.8% of Latinos are not fluent in English.
Language barriers are correlated with worse
clinical ~ outcomes, longer and increased
hospitalizations, and decreased access to care.
These negative effects are exacerbated by social
distancing protocols that do not allow family
members to act as a translator. Poorer quality
of care in hospitals caused by these language
barriers ultimately leads to an increased risk of a
fatal COVID-19 infection. Healthcare access can
also be limited by lack of transportation, inability
to take time off of work, and discrimination in
healthcare systems.

Many Latino communities have an informal
network of medical care that protects them from
the adverse effects of poverty. Community health
workers, or Promotoras, are highly respected
leaders that don’t necessarily have credentials but
are able to provide medical care at a much lower
cost. It is also tradition for relatives to pass down
knowledge of healthy behaviors that contribute to
the protection from health disparities. However,
COVID-19 is a new disease that community
health workers do not have the resources to
treat and medical traditions are unable to solve.
Community health workers are hard at work with
contact tracing and disseminating information
and resources to prevent the spread of COVID-19,
but it has not been enough to prevent widespread
devastation.

“The narrative is we are working lower-paying
jobs, we are working without health care, we are
working more hours because we have to,” says
Dr. Casas. No matter how many precautions the
Latino community takes, there are always more
institutional barriers that prohibit their safety.
What is more disheartening is that these barriers
are completely preventable.

‘What does all this mean for the Latino community?

One study from the University of Southern
California found that Latinos are projected to
see their more than three-year advantage in
life expectancy reduced to less than a one year
advantage. The reduction in life expectancy
experienced by Blacks and Latinos is estimated to
be three to four times as large as the reduction for
Whites due to COVID-19.

Further research from Dr. Saez and Dr. Garcia

also found that older Latinos face a rapidly
diminishing advantage in mortality outcomes
compared to non-Latino Whites.

The advantageous health of the Latino
population should have protected Latinos from
disproportionate. COVID-19 cases and deaths,
but it has instead exposed the socioeconomic
disadvantages that have led to an unprecedented
increase in mortality.

How can we mitigate these consequences?

In order to prevent health disparities, there has
to be health equity. When there is health equity,
everyone has what they need to be as healthy
as possible. Unfortunately, the US healthcare
system is broken and we lack the social programs
to implement initiatives that target improving
the health outcomes in Latino communities. We
spend more on healthcare than any other country,
yet we are unable to provide universal access to
care. Widespread social and healthcare reform
must be implemented to end the disproportionate
burden of disease that communities of color face.

Additionally, we need more Latino doctors. Over
the past 30 years, the percentage of Latino doctors
have diminished while the Latino population
has substantially increased. In order to provide
adequate care for this population, there has to
be equal representation in medicine because
Latino doctors are more likely to speak Spanish
and practice in underserved areas. Dr. Casas
spoke about a presentation for pharmacists and
physicians hosted by the dean of diversity at USC.
He recalled her saying “make sure you listen to
the people, make sure they get the same care,
make sure that you talk to them as people, make
sure you have translators there.” He then said “it
dawned on me that we are looking at these big
solutions that oftentimes it is just the small things
that we do on an everyday basis that will make a
difference.” It is important to listen to the Latino
community because they know better than anyone
what solutions are needed for the issues they face
on an everyday basis.

I asked Dr. Casas how he believes health equity
will be achieved. His response was “in many ways
health equity is not going to be obtained until
people understand or see that their narrative is
completely wrong... it is personal to me to tell
the narratives that are more reflective of the truth
that I see, that I experience, that I know my family
has experienced.”
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At the Intersection of Dollar and Public
Perception: The Symbiosis of Parkinson’s
Organizations
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The ecosystem of Parkinson’s disease is diverse
and includes inhabitants such as patients,
doctors, researchers, caretakers, families, and the
pharmaceutical industry. Non-profit and charity
organizations are a unique facet of this biodiversity
that collect funding from the public and put this
towards benefitting Parkinson’s patients. These
organizations must balance the current needs
of patients with the initiation of progress in our
understanding of the disease. Some choose to do
this by focusing on disease and pharmaceutical
research. Others focus on empowering patients
and increasing public awareness of Parkinson’s.
A diversity of approaches to the problem creates
philanthropic niches, allowing organizations to
collaboratively tackle both social and biological
problems facing the Parkinson’s community.
Regardless of the strategy utilized, the most
pressing goal of Parkinson’s advocates is to

improve the lives of patients. By empowering
patients to become advocates for Parkinson’s
research, these organizations help to ensure
that patients, equipped with a comprehensive
understanding of their own condition, can fight
for the advancements that are so desperately
needed.

The Brains Behind the Advocacy:
The Biology of Parkinson’s Disease

In order to understand the social stigmas and non-
biological challenges that people with Parkinson’s
must manage, one must first understand the
biology of the disease. It originates in an area of
the brain called the substantia nigra, which stores
many of the brain’s dopaminergic neurons. These
neurons are involved in the initiation of voluntary

* Tremor (shaking)

* Rigid muscles

« Difficulty walking

* Decreased balance

* Freezing of movement

¢ Slowness and decreased
amplitude of movment

motor movements. Parkinson’s is thought to

be caused in part by the degeneration of these
dopaminergic neurons and the substantia nigra
overall. The disease has two main categories of
symptoms: motor and non-motor. The motor
symptoms include tremors, limb stiffness and
rigidity, and gait and balance problems. Some
of the non-motor symptoms include depression,
sleep  disorders, sexual dysfunction, and
constipation.

In 1961, Levodopa was discovered as an effective
treatment for the motor symptoms of Parkinson’s,
and has since remained the gold standard of
treatment for the disease. Levodopa initiates the
synthesis of dopamine and can be very effective
in preventing unprompted motor movements.
Unfortunately, the drug is only effective for a
few years, until the body stops processing it as
cfficiently and negative side effects arise. The
drawbacks to this treatment lie in the delivery of
the medication. Levodopa is taken in a pill form,
digested by the stomach, and then absorbed
into the bloodstream. The levodopa in plasma
then crosses the blood-brain barrier, where the
production of dopaminergic neurons is incited.
As with any drug, levels of levodopa in plasma
decrease with time from the last dose, but increase
again when the next dose is administered. In the
carly stages of the disease, levels of dopamine in
the brain are not contingent on plasma levodopa
levels, and patients feel relief from the motor
symptoms of the disease as long as they take the
medication as directed. In the late stages of the
disease, however, patients experience a sensation
known as the “on-off” effect, in which motor
symptoms fluctuate in conjunction with levels
of plasma levodopa. As a result, though patients
take their medication as directed, they experience
periods throughout the day where their motor
symptoms resume before they can take their

Non-Motor Impairments

* Cognitive imairment
* Depression & Anxiety
* Sleep Difficulties

* Mood Disturbances

* Decreased motor learning
ability

next dose. In addition to the inconsistencies in
symptom relief, long term use of levodopa leads
to the development of motor complications.
Commonly referred to as dyskinesia, these
complications include rapid involuntary bodily
movements such as swaying, twisting, arm flailing,
and head bobbing. There is no treatment for
dyskinesia, and thus patients must contend with
taking a drug that will initially treat their motor
symptoms but later exacerbate them.

Outside of the drug conundrum, there are many
widely held misconceptions about the disease
among the general public that impact the way
Parkinson’s is treated, both biologically and
socially. Both the general public and the medical
community acknowledge the motor symptoms
of the disease, but non-motor symptoms often
go unrecognized and untreated. There is also a
common misconception among physicians that
these non-motor symptoms are untreatable, which
causes undue suffering for patients. Non-motor
symptoms of the disease, such as depression,
memory impairment, and disruption of sleep
have a major impact on a person’s mood and
optimism, and thus can make the disease much
harder to grapple with. There is a great need for
research on these symptoms, but because these
are “invisible” problems they are not afforded
much scientific attention.

Another common misconception is  that
Parkinson’s is a disease that only affects elderly
people. While it is true that the average age for
diagnosis is 60, somewhere between 5-10%
of patients get diagnosed before the age of 50,
which is considered “early-onset.” Early-onset
patients are faced with significant challenges in
managing their condition. The age of diagnosis
for Parkinson’s has been shown to be a predictor
for the development of dyskinesia. A study

Figure 1: Common symptoms of
Parkinson’s Discase. Non-motor
symptoms of the discase often go
untreated due to misconceptions
that these symptoms are
untreatable, and a lack of
scientific recognition.

Source: Wikimedia Commons



“While it is true
that the average age
for diagnosis is 60,
wC:An(e‘Tn,H,O vCHﬁ\CDE
5-10% of patients
get diagnosed
before the age

of 50, which is
considered ‘early-

9

onset.

Figure 2: The superior colliculus
of a healthy brain shown next to
the brain of an with Parkinson’s
Disease. Parkinson’s is caused
partly by the degencration of the
substantia nigra, pictured here.

Source: Wikimedia Commons

conducted by Ku, et. al found that after 5 years
of levodopa treatment, patients with disease onset
between 40-49 years of age had a dyskinesia risk
of 70%, whereas the risk for patients with disease
onset between 50-59 years of age was only 42%.
Early-onset patients are faced with compounded
complications. The use of levodopa leads to
an increased risk of developing complications.
Simultaneously, the efficacy of the drug is
constantly waning.

There is an urgent need for PwPs to become
advocates for themselves and the wider community
by getting involved in disease research, legislation,
and efforts to shift public perception of the disease.
Public understanding of a disease is integral for
developing effective therapies and treatments,
as it is often up to scientists who are not affected
by the discase to make decisions about what
research avenues to pursue. The current societal
conception of Parkinson’s disease is problematic
and lacks patients’ critical perspective. People
with Parkinson’s (PwPs) are faced with a bevy
of problems associated with managing their
condition. The drugs used to treat the discase
can be ineffective and have adverse side effects.
Neurologists  fail to identify psychological
symptoms such as anxiety and depression in over
50% of patients. A major disconnect between
Parkinson’s patients, doctors, and researchers
leaves the Parkinson’s community powerless,
with a lack of influence on scientific proceedings.
Many organizations exist to support PwPs in their

journey to become advocates. The tactics that

these organizations use to initiate research and
patient involvement vary based on the funding
available and the priorities of the people behind

the organization.

The Michael J. Fox Foundation:
Controlling Avenues to Research

The agendas of Parkinson’s research have shifted
to favor wealthy individuals who wish to use
money to accelerate research progress. “Business-
world donors have gotten fed up with the slow,
tradition-bound world of medical research,
where scientific breakthroughs can take decades
to become treatments that people can use. These
givers expect concrete results for their cash”. This
drive for fast advancements is especially felt by
donors who are personally affected by the disease
research they fund. Michael J. Fox is a prime
example of one of these donors. Diagnosed with
Parkinson’s in 1991, Fox continued his acting
career until 2000, when he launched the Michael
J. Fox Foundation for Parkinson’s Research.

Due to his celebrity status, Fox’s announcement
of his diagnosis and the creation of his foundation
immediately launched Parkinson’s into the public
sphere. Fox has been interviewed by many famous
newspapers, magazines, and TV shows on his
experience with the disease and his foundation’s
goals. In an interview with the New York Times
Magazine, he was quoted as saying, “My
Parkinson’s is the same to my children as my being
an activist is. It's who I am”. Another interview is
titled “Michael J. Fox is Feelin” Alright After 20+
Years with Parkinson’s”. Fox is framed as a strong
man who has taken his diagnosis in stride and has
used it to enrich his life. His appearance on TV
shows give the public a light-hearted introduction
to the physical implications of Parkinson’s. In an

Parkinsons Disease

Non-Parkinson's

Nigta

Superior colliculus

interview for CBS, Fox explains that he can will
himself to sit still, but he cannot do this while
talking or interacting with other people. His
attitude on these shows is cheery and casual,
which prevents his dyskinesia from being viewed
as pitiful or uncomfortable. His public persona
is one of optimism and resolve, and he manages
to spread awareness for the disease without
garnering pity for PwPs. While this does provide
the public with an image of Parkinson’s that does
not emphasize suffering and disability, it can
also minimize the physical afflictions and social
stigmas that PwPs experience. As a celebrity,
Fox must maintain a public image that does not
necessarily reflect the experiences of every PwP.
Though Fox cannot represent the experiences of
every single Parkinson’s patient, as a famous actor
he can easily familiarize the world with the disease
as he experiences it.

At the center of Fox’s advocacy efforts is the Fox
Foundation. The overall goal of the organization
is to develop better therapies for patients and to
eventually find a cure. Research is central to the
mission of the foundation, and funds are carefully
allocated in order to maximize the foundation’s
impact on science. The process of allocating
funds begins with a board of neuroscientists and
business strategists who review research proposals
and assign grants. The foundation puts 90% of its
research funding towards translational and clinical
research in order to achieve its goal of tangible
developments in treatments for Parkinson’s. The
organization also states that its goal is to support
high-risk projects that have the potential for high
reward but struggle to acquire funding. In this
way, the Fox Foundation has addressed a gap in
the world of research and is using its resources
and reputation to fund projects that are promising
but cannot guarantee a return on investment.
The foundation aims to invest in research that is
focused on patient treatment, including projects
that aim to slow or stop disease progression, treat
under-addressed symptoms, and avoid the side
effects of current Parkinson’s drugs.

The goals and mission of an organization
can be shaped by the projects an organization
decides to invest in. A movement’s focus on
selling a cure can detract from providing tangible
solutions to patients’ problems, which is equally
integral in eradicating the disease. Until there is
a cure, a portion of resources should be invested
into maximizing the comfort of PWPs. For
Parkinson’s, this entails a focus on alleviating
the non-motor symptoms of the disease, which
lack effective treatments and can be extremely
debilitating. Out of 1914 research projects that
the Fox Foundation has funded since 2000, 614 of

these have been related to non-motor symptoms.
Though it is making a significant effort towards
researching non-motor symptoms, its allocation
of funds alludes to a cure-oriented agenda, as only
about a third of funding goes towards non-motor
symptoms.

In addition to improving patient’s lives through
research efforts, the Fox Foundation aims to
engage the Parkinson’s community “to inform
[patients] of their vital role in helping [the Fox
Foundation] achieve [its] mission by participating
in clinical trials and advocacy and grassroots
activities”. The organization emphasizes the
importance of patient involvement in research
and has taken great lengths to explain in layman’s
terms how pharmaceutical research functions.
The foundation has developed a guidebook called
“Navigating Clinical Trials” that breaks down
the different stages of clinical trials, the role of
patients in trials, and what kinds of trials exist for
patients. Once patients are comfortable with the
process of trials, they can use the Fox Trial Finder,
which connects patients to currently active clinical
trials based on their location. The foundation has
also started its own online study titled Fox Insight
that collects data from PwPs and their families
about their symptoms. The online format of the
study makes participation accessible and allows
the foundation to amass large amounts of data.
By facilitating the entrance of PwPs into research,
the Fox Foundation provides the framework for
patients to become research advocates.

Patients are also encouraged to get involved with
the foundation in areas outside of research, such
as fundraising and advocacy. “Team Fox” is a
grassroots community fundraising program under
the larger organization that connects PwPs and
their families to fundraising opportunities. A page
of the website called “Find an Event” provides
a list of upcoming fundraising events as well as
offers a link that can help PwPs plan a new event.
Outside of raising money, the foundation’s website
also has a section on advocacy which defines the
organization’s public policy priorities and provides
information on relevant bills with pre-populated
emails to send to senators and representatives.

The Fox Foundation makes a significant effort
to involve PwPs in research, legislative advocacy,
and fundraising. The foundation’s website
makes involvement in these areas accessible
and easy. The organization has compiled all
avenues to advocacy for patients, but ultimately
controls the outcome of this advocacy. The Trial
Finder guides patients towards studies that the
foundation has deemed important, and all of the
proceeds from fundraising events go directly back

“Though Fox
cannot represent
the experiences
of every single
Parkinson’s patient,
as a famous actor
he can easily
familiarize the
world with the
disease as he
experiences it.”



“In his video,
Isaacs establishes
that a Parkinson’s
diagnosis is not
just a change to a
person’s physical
being but also
the initiation of
a psychological
journey.”

to the foundation. As a consequence, PwPs do not
have as much of a voice within the organization.
The Fox Foundation provides an introduction
to advocacy for newly diagnosed patients, or
accessible advocacy for people who do not have
the means to devote extensive amounts of time
or money to the movement for better treatment.

Parkinson’s Movement:
Autonomy in Advocacy

Other organizations aim to provide a less
structured entry into Parkinson’s advocacy. One
of these organizations is Parkinson’s Movement,
which was founded in 2010 by three PwPs. Their
motivation to establish this organization comes
from their belief that “PwPs have insight that no
PhD can provide”. Parkinson’s Movement aims to
create a strong community of advocates, and to
use the community’s experiences and information
to guide scientific research. Tom Isaacs, one
of the cofounders, states: “There is a lack of
communication between scientists, clinicians,
people living with Parkinson’s, industry, and
charities... If we all worked together as a team. ..
this would unlock the gates to a wealth of new
thinking, new ideas, and most importantly pave the
way to a spate of new breakthrough treatments”.
His insight highlights a feeling shared by PwPs:
many patients do not feel that their voice is valued
in the creation of their treatment plan or in the
world of scientific research.

Isaacs aims to address this disparity by first
empowering PwPs to find their voice and become
integrated in a community of other patients. His
own journey with Parkinson’s is conveyed in a
video titled “Tom Isaac’s Advocacy Pyramid”.
There are seven layers to this pyramid that
represent the different psychological states a
person with a Parkinson’s diagnosis
culminating in the transition from patient to
advocate. At each stage, Isaacs describes what
a PwP might be feeling physically and mentally,
what challenges they experience, and the patient’s
unmet needs.

experiences,

The stage directly after diagnosis is called “shock,
anger, and denial” and is said to be marked by
introspection. Isaacs says that people can get
stuck in this stage, which bars these patients from
becomingadvocates. In his video, Isaacs establishes
that a Parkinson’s diagnosis is not just a change
to a person’s physical being but also the initiation
of a psychological journey. Because Parkinson’s
progresses over the course of several years, it is
possible that patients can remain in the stage
of denial untl they experience serious physical

symptoms, at which point it would be incredibly
difficult to accept the truth of their condition.
Acceptance follows denial, and Isaacs says that an
important aspect of this stage is “coming to terms
with the fact that Parkinson’s is part of who you
are.” In order to be fully immersed in Parkinson’s
advocacy, the patient must adopt the discase as
a facet of their identity. Isaacs recognizes that
this cannot happen unless the PwP is supported
psychologically in the beginning stages of their
diagnosis, to ensure that they have the resources
and support necessary to push past the stage of
denial.

The challenge of assuming a new identity is
addressed in the stage called “engagement and
participation.” Itis characterized by a PwP joining
a group or contributing to a forum, which benefits
the wider group but also makes the patient feel
more comfortable in their identity. This action
produces a shift in mindset, where the patient
begins to see Parkinson’s as something bigger
than the individual. Throughout this process, the
disease continues to worsen at a rate that patients
have no control over. Isaacs acknowledges this
challenge and explains that as his condition
worsened, he found himself more comfortable
with his identity and the diagnosis. Thus, the
stage of “advocacy, influence, and change” can
only be reached when a PwP has fully accepted
their condition.

The conclusion that Isaacs reaches is that in
order for a PwP to become an advocate, they
must first come to terms with the implications of
their diagnosis, develop their new identity, and
finally extend their drive for change to the greater
Parkinson’s community. In the introduction of the
Advocacy Pyramid, Isaacs asks for a paradigm
shift:  “We must make patient involvement
the rule, not an exception”. Newly diagnosed
individuals have little control over how doctors
and researchers value patient input, but over time
can become advocates for themselves and others.
By rooting the pyramid in his own experiences
with Parkinson’s, Isaacs clarifies for PwPs what
their future with the disease could look like, and
also makes the transformation from patient to
advocate seem approachable for all people.

The organization’s facilitation of advocacy and
engagement contributes to the progression of
Parkinson’s research. Parkinson’s Movement is
partnered with the Fox Trial Finder, the Journal
of Parkinson’s Disease, and other groups that
connect patients to clinical trials and surveys
that track the daily symptoms of PwPs. The
founders of Parkinson’s Movement believe that
this information is vital to the development of
new therapies and are working to also connect

researchers to these surveys and data. Beyond
participating as a subject, Parkinson’s Movement
encourages patients to direct research funding by
working with researchers on funding pitches and
grant applications. The inclusion of PwPs in the
allocation of research funding allows patients
to select and promote the research projects they
would find most valuable to themselves or their
community, ensuring that all research projects
have the goal of making tangible changes to
Parkinson’s treatment. Parkinson’s Movement also
has a group of volunteers who synthesize current
research on the disease and summarize it in blog
posts. As more PwPs are able to access current
research, they obtain better understanding of the
biological mechanisms of their discase and thus
can be better advocates for themselves and the
wider community.

Parkinson’s Movement also encourages patients
to become advocates by spreading awareness
about the disease, as well as lobbying for PwP
representation in the development of therapies.
All of these strategies collect around the same
goal: to ensure that research is directed towards
addressing the therapeutic needs of PwPs, rather
than what outside observers think would be most
beneficial to patients. Parkinson’s Movement
lowers the barrier to entry for advocacy by
identifying many different arcas in which
people can become advocates. A PwP who feels
comfortable with the science of the disease might
choose to sit in on research meetings, while a PwP
with writing expertise might choose to write a blog
to raise awareness on what life with Parkinson’s
is like. By diversifying what it means to be an
advocate, Parkinson’s Movement encourages the
involvement of a very wide community of people
with different skill sets.

The Parkinson’s Poster Child: Who
Should be the Face of the Movement?

One of the most obvious distinctions between
Parkinson’s Movement and the Fox Foundation
is the way the founders of the organizations
frame what it means to be a PwP. Isaac’s video
on the advocacy pyramid is exemplary of strong
representation. By walking patients through each
step in the journey of developing Parkinson’s, he
informs new patients of the psychological struggles
they may encounter and encourages them to
embrace their identity as PwPs. Advocates are
encouraged to incorporate the disease as a new
facet of their personhood, and acceptance of a
new identity is representative of a person’s refusal
to let the stigma surrounding Parkinson’s impact
their lives.

Tox, however, does little to dissolve this stigma.
With his celebrity status also comes an image to
maintain. In a society that has little patience for
disability, Fox must act dignified and collected in
the face of adversity. The foundation’s website has
no video representation of Fox, which obscures
the physical symptoms that he experiences.
By concealing this aspect of the disease, the
organization conveys the idea that these symptoms
are somehow unprofessional or unsavory. His lack
of openness about his physical symptoms makes
the disease palatable to donors, like Fox is the
generous champion of philanthropy rather than
a recipient of the philanthropy. There is a need
for more representation of PwPs in the media,
and while Fox has the power to achieve this, he
attempts to accommodate his affliction instead of
publicizing it.

Parkinson’s Movement attempts to serve PwPs by
providing comprehensive representation of what
Parkinson’s looks like in different ages, genders,
races, and socioeconomic backgrounds. Its website
features a page called “Advocates in Action” that
presents bios of Parkinson’s advocates all around
the world. Retired writers, lawyers, researchers,
and more are represented, and the page illustrates
how each person has applied their individual skills
to their advocacy work. The webpage also features
biographies of people who have incorporated
Parkinson’s advocacy into their careers. Many
other subgroups of the Parkinson’s community
are represented in these biographies. One woman
coordinated a conference run by women with
Parkinson’s for other female patients. Another
biography tells the story of an Indian woman
looking to dissolve the social stigmas surrounding
the disease in her country. Yet another individual
who was diagnosed at the age of 17 is working
to create support groups for young adults
with the discase. There is a great need for
representation of and support for subgroups
within the Parkinson’s community, such as non-
white or early onset patients. Providing these bios
gives these subgroups a voice and place in the
movement, which builds a stronger community
that recognizes and celebrates differences.

Parkinson’s Movement values the connection of
patients and the creation of an active community
of PwPs. This is facilitated partially through a
chat board called HealthUnlocked, in which PwPs
can post messages about their health concerns for
others to respond to. The spouse of a Parkinson’s
patient posted on the forum looking for remedies
for her husband’s chronic constipation. In just two
days, the post accumulated 61 replies, all from
other PwPs who have encountered similar troubles.

“In a society that
has little patience
for disability, Fox
must act dignified
and collected

in the face of
adversity. The
foundation’s website
has no video
representation of
Fox, which obscures
the physical
symptoms that he
experiences.”



“While it is positive
that the burden of
raising money does
not fall to patients,
the foundation’s
external sources of
revenue diminish
the importance

of empowering
patients to

become their own
advocates.”

The detailed responses recommend therapies from
vitamin Bl to laxatives to herbal remedies. When
the advice that doctors provide does not suffice,
patients can turn to their community for support
and alternative treatments. The website also offers
a page of symptom descriptions written by PwPs.
Symptoms are split into categories such as “feelings
& mood” or “sleep & fatigue.” Each of these
categories features a list of common symptoms, as
well as multiple videos of patients offering tips on
how they manage the specific symptom. When it
comes to non-motor symptoms of the disease that
lack therapies and treatments, the advice that PwPs
have to offer could prove more helpful than that
of a doctor, as patients are innately familiar with
their symptoms and know how to alleviate them.
Parkinson’s Movement recognizes the expertise of
patients and makes a concerted effort to highlight
the insight of PwPs on their symptoms.

Does Money Talk? Allocation of Funds
as a Measure of Impact

As a celebrity, Michael J. Fox’s philanthropic
efforts are wildly lucrative, but the foundation’s
focus on high profile donors can have the effect
of excluding PwPs. The Fox Foundation has an
extensive donation base and accrues a staggeringly
large sum of money annually, most of which comes
from contributions, gifts, and grants. In 2018, the
foundation accumulated $122,000,000 in revenue
and spent $109,000,000. About $88,000,000
of the money spent went to grants, which is
consistent with the organization’s dedication to the
advancement of research. One source of revenue
is Team Fox, the organization’s community-based
fundraising initiative, which raises money through
grassroots events such as fun runs, bake sales,
and raffles. Since 2006, Team Fox has raised $80
million. While this is certainly no small sum of
money, when compared to the $800 million that
the foundation has raised since its launch in 2000,
it is obvious that the organization does not rely on
Team Fox for most of its revenue. Its main source
of revenue comes from an annual gala that has
raised a total of $92 million since its invention.
The event attracts big name celebrities such as
Joan Jett and Dave Matthews. In 2019, the gala’s
celebrity pick was Sheryl Crow, and in one night
raised $4.6 million. Compared to lavish galas and
multi-figure checks, individual fundraising efforts
on the part of PwPs might feel insignificant. While
it is positive that the burden of raising money
does not fall to patients, the foundation’s external
sources of revenue diminish the importance
of empowering patients to become their own
advocates. Regardless, the Fox Foundation is
transparent about where its funding goes and

spends most of the money it makes, which reflects
its commitment to serving PwPs.

Unlike the transparency displayed by the Fox
Foundation, there is very little information available
on where the funding for Parkinson’s Movement
comes from. The organization does not offer any
opportunities to donate money on its website,
nor is fundraising an action that is expected of
advocates. Thus, its parent organization, the
Cure Parkinson’s Trust (CPT), is assumed to be
a major contributor to the funding of Parkinson’s
Movement. The organization gained $4,000,000
in revenue in 2018 and had a total expenditure of
about $2,800,000.

The vast difference in funding between these
organizations can be put into perspective by
looking at the percent of annual funding spent in
the same year. The Fox Foundation spent about
90% of its annual funding in 2018, while the CPT
spent around 70%. The difference in allocation
of funds for the two organizations is one measure
of the organizations’ dedication to improving the
lives of patients.

If only the percentage of funding spent is analyzed,
it could be argued that the Fox Foundation is
doing more for PwPs than Parkinson’s Movement.
The research the Fox Foundation conducts is no
doubt important, as it will one day lead to better
treatments and a cure for the disease, but there is no
clear understanding of when these breakthroughs
will occur. Parkinson’s Movement is using its
resources in a way that supports research but does
not constrain patients to simply waiting for a cure
to materialize. It is important for the organizations
to fund support and patient services outside of
research efforts, in order to benefit patients now
and not just in the future.

Conclusion:
Wallet, Meet the People

The differences between the strategies of the Fox
Foundation and Parkinson’s Movement reflect
the symbiosis that organizations can achieve with
distinct interests and sources of funding. The Fox
Foundation is run as a top-down organization,
which suits its research-oriented goals. Fox’s
celebrity status means that the foundation can
fundraise large sums of money very quickly,
most of which goes to grants and support for
the surveys organized by the foundation. In
contrast, Parkinson’s Movement has a bottom-up
structure, in which advocates control most of the
organization. This encourages the creation of a
diverse community of PwPs, which helps recruit
people who might otherwise feel excluded from the

movement. Additionally, Parkinson’s Movement
has created a large network of people with varied
interests and involvements in the community,
which can serve to inspire and guide new patients
on how to become active advocates. The two
organizations experience mutual benefit if each
utilizes its most abundant resources. The Fox
Foundation invests in research, and Parkinson’s
Movement works to support PwPs and encourage
them to become advocates. Ultimately, the work
of both organizations is essential to the crusade
against Parkinson’s disease.

Can the work of one organization be deemed
more important than the other? Money
alone cannot change the pace of discovery. A
combination of funding, public attention, and
desire for change is necessary to initiate rapid
progress. Though it may sound dismal, it scems
highly unlikely that we will achieve that perfect
combination. Parkinson’s disease currently affects
only 1% of the population, and this is simply not
a large enough percentage to initiate widespread
mobilization. Given this, it might be in an
organization’s best interest to direct a significant
portion of its funding to patient services outside
of research. The research and scientific progress
will eventually materialize. In the interim, let us
put patients first.
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Abstract

Asian Pacific Islanders (APIs) are a frequently overlooked ethnic group in healthcare due to the model
minority myth that promotes a positive health stereotype. Current studies often overlook ethnic and
socioeconomic disparities experienced by many APIs who face multi-level barriers to healthcare access,
including language, immigration status, and cultural preferences. As a result, many APIs do not receive
routine Western medical care and instead prefer traditional medicine. This study aimed to evaluate
traditional medicine attitudes and behaviors among older APIs in the Greater Los Angeles Area (LA)
to investigate potential cultural barriers to healthcare access. A total of 347 participants were surveyed
at two health fairs organized by the Asian Pacific Health Corps (APHC) in 2018. Surveys evaluated
traditional medicine preference and usage, demographic information, and screening measurements.
Attitudes and behaviors were analyzed using chi-squared tests, and linear regression analyses were
used to compare traditional medicine usage with screening results. Around 75% of participants were at
least somewhat likely to choose traditional medicine over Western medicine. Individuals who preferred
traditional medicine were more likely to have used traditional medicine before immigration (n = 202,
p < 0.001) and have children who also use traditional medicine (n = 197, p = 0.0496). A preference
for traditional medicine before immigration also correlated with participants’ children using traditional
medicine (n = 197, p < 0.001), herbal medicine usage (n = 240, p = 0.009), and a decreased ability to
communicate health concerns to their Western physician (n = 50, p < 0.001). These findings demonstrate
that traditional medicine is prevalent in the API community that APHC: serves and has a long-lasting and
inter-generational influence. APHC and other medical services in LA may consider providing traditional
medicine recommendations to enhance cultural sensitivity, healthcare access, and long-term health
among the API community.

Introduction

The Asian and Pacific Islander (API) community
is frequently overlooked in healthcare due to the
model minority myth that perpetuates a positive
health stereotype. While AP s the fastest growing
ethnic group in the US., with an estimated
population of 22.6 million in 2018 (1), there is
a paucity of studies on API community health.
Furthermore, most of the present studies in the
literature are aggregated and do not reflect the
diversity in API populations. This generalization
overlooks specific ethnic and socioeconomic
health disparities among underserved APIs, who
disproportionately face multi-level barriers to
healthcare access, including language, health
insurance, cost, immigration status, and cultural
beliefs (2-4).

In particular, cultural barriers must be considered
to enhance healthcare access for the underserved
APl community, especially  first-generation
immigrants. API individuals who have recently
immigrated are often skeptical of or unable to
access Western medicine and the healthcare
system. API immigrants also face greater barriers
to accessing healthcare, such as obtaining
insurance, routine medical care, and treatment,
compared to American-born APIs (5). Therefore,
the traditional cultural practices and beliefs of
APl immigrants may be the first resort for medical
care rather than profc
Conscquently, many API immigrants prefer
traditional alternatives over Western medicine
for their health problems and frequently cite
philosophical or personal values as reasons instead
of actual medical benefits (6).

onal medical treatment.

Traditional medicine includes various techniques
such as acupuncture and herbal medicine
which differ among Asian cultures. Traditional
medicine has evolved over thousands of years,
providing an improved understanding of human
physiology, pathology, and pharmacology during
its popularity in many Asian countries. While
traditional medicine focuses on natural materials,
Western medicine often utilizes relatively invasive
therapies to treat diseases and conditions.
Traditional medicine and Western medicine
differ in not only their treatment methods but also
their views on health and illness (7). Traditional
medicine explains the concept of health through
the idea of balance within the body. Illnesses,
therefore, are a byproduct of an imbalance of
natural elements, such as chi, within the patient
(8). In order to restore balance and improve
health, various non-invasive methodologies
were developed. However, traditional medicine
practices have not been scientifically evaluated

as much as Western medicine, leaving a gap in
evidence-based ecffective, safe, and dependable
traditional medicine practices that may impact
APT health.

In addition to a reliance on traditional medicine,
API immigrant elders are also unlikely to seek
regular medical care until symptoms arise due
to fear, distrust, and preference for self-care over
professional treatment (4). These behaviors are
accompanied by alarming trends showing that
API adult immigrants in the US. experience
a significant decline in health not explained
by increasing age alone (9). In the Greater Los
Angeles Area (LA), many underserved APIs who
do not have regular access to healthcare rely on
free health fairs for medical resources and services.
However, alack of studies evaluating the particular
needs and characteristics of the underserved
API community in LA may limit the efficacy of
healthcare organizations in providing pertinent
health information and resources. Therefore, it is
crucial to investigate cultural factors that impede
API access to professional medical treatment,
particularly traditional medicine attitudes and
:mmfﬂﬂ.

In this study, API participants were surveyed at
free health fairs organized by the Asian Pacific
Health Corps at the University of California, Los
Angeles (APHC), an undergraduate volunteer
organization that aims to promote healthy
lifestyles among disadvantaged API communities
in LA. Since 1980, APHC has organized free
health fairs and assisted at free health fair sites
to provide preventative screenings, educational
presentations,  take-home  resources,  and
informational pamphlets to encourage healthy
living and increase access to affordable medical
care for underserved API communities.

In order to characterize the cultural barriers to
healthcare access among the API community
that APHC serves, this study aims to investigate
traditional medicine attitudes and usage
among older API members in LA and identify
correlations with demographic, socioeconomic,
and health characteristics. In this study, we expect
to observe significant relationships between
traditional medicine preference and usage and
factors characteristic of API communities. This
study would inform APHC and community
healthcare providers on the particular beliefs and
choices of the API community in LA to enhance
cultural sensitivity, healthcare access, and long-
term health and well-being.

“Traditional
medicine explains
the concept of
health through the
idea of balance
within the body.
Illnesses, therefore,
are a byproduct of
an imbalance of
natural elements,
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Methods

API older adults were prospectively surveyed
from November 2018 to December 2018 at two
free health fairs organized by APHC at Monterey
Park and Rosemead, California. A standard
questionnaire was used to assess traditional
medicine attitudes and usage and evaluate
preferences compared to Western medicine.
Traditional medicine was defined as acupuncture,
cupping, massage, and herbal medicine. Additional
surveys evaluated demographic and
measurements indicative of health status. This
study received approval from the University of
California, Los Angeles, Institutional Review
Board.

eening

Health Fair Setup

Upon entry to the health fair, informed consent was
obtained from all service recipients. At registration,
participants were given a demographics survey that
evaluated ethnicity, primary language, education
level, employment status, and immigration year.
Participants were informed about the study and
subsequently received a standard questionnaire
with five carefully designed questions to assess
traditional medicine preferences currently and
before immigration and whether their children
use traditional medicine. Traditional medicine
usage was quantified by surveying the usage
frequency for acupuncture, cupping, massage,
and herbal medicine per year. Inside the health
fair, participants had the freedom to explore all the
screening stations. APHC undergraduate student
volunteers administered blood pressure and body
mass index/body fat percentage screenings, and
medically trained professionals administered
blood glucose and cholesterol screenings. Each
stage of data collection was available in English,
Mandarin, and Spanish and translated by APHC
undergraduate student volunteers. All questions
and screenings were optional, and recipients were
not provided any compensation for participating
in the study.

Statistical Analyses

Responses on  traditional medicine attitudes
and behaviors were analyzed using chi-squared
tests. Linear regression analyses were used to
evaluate the correlation between the frequency
of traditional medicine usage and screening
results. Since participants completed the survey
questions at their discretion, most participants
left some questions blank, resulting in missing
data. Participants with missing data in variables
of interest were removed for each analysis. The
data were analyzed using IBM SPSS Version 26

(IBM Corp., Armonk, N.Y.) with an alpha level
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Results

A total of 347 individuals were surveyed at the
two health fairs (Table 1). Participants were on
average 59.1 * 13.8 years of age and mostly
Chinese (83.3%). Nearly half of the respondents
were unable to communicate their health
concerns to their physicians. While 72.2% of
the respondents reported having insurance, only
43.2% of the respondents regularly visited a
doctor. Furthermore, nearly half did not receive
an annual income, and 39.3% of the participants
were retired. Most participants were at least
somewhat likely to choose traditional medicine
over Western medicine (Table 2). 44.9% of
respondents who were immigrants preferred
traditional medicine over Western medicine
before immigration. The most common reason
for choosing traditional medicine was tradition,
followed by preference and comfort. Among the
respondents with children, 28.6% had children
who used traditional medicine. Additionally, the
majority of participants who used traditional
medicine were introduced to traditional medicine
before twenty years of age.

Traditional Medicine Attitudes And
Behaviors

Traditional medicine preference was correlated
with  whether participant’s  children  used
traditional medicine (n = 196; p = 0.0496).
Older API participants who preferred traditional
medicine over Western medicine were more
likely to have children who also used traditional

medicine (Figure 1A). Among the participants
who indicated they would likely choose traditional
medicine over Western medicine, 33.9% of them
had children who also used traditional medicine.
On the other hand, only 20.3% of individuals
who were not likely to choose traditional medicine
had children who used traditional medicine.

Traditional medicine preference currently was
significantly ~related to whether individuals
preferred traditional medicine before immigration
(n = 202; p < 0.001). Specifically, individuals
who preferred traditional medicine over Western
medicine currently were also more likely to have
preferred traditional medicine before immigration
(Figure 1B). While 55.1% of individuals who were
likely to choose traditional medicine over Western
medicine preferred traditional medicine before
immigration, only 22.7% of individuals who were
not likely to choose traditional medicine preferred
traditional medicine beforehand.

Traditional ~ medicine  preference  before
immigration was also strongly associated with
whether children of participants use traditional
medicine (n = 197; p < 0.001). Participants who
preferred traditional medicine before immigration
were more likely to have children who also use
traditional medicine (Figure 1C). 49.5% of
individuals who preferred traditional medicine
before immigration also had children who use
However, only 12.3%
of individuals who did not prefer traditional
medicine beforehand had children who use
traditional medicine.

traditional medicine.

Furthermore, a significant association between
preference before immigration and a participant’s
ability to communicate health concerns to their
physician was observed (n = 50; p < 0.001).
Individuals unable to communicate their health
concerns to physicians were more likely to have
preferred traditional medicine before immigration
(Figure 1D). In particular, 69.6% of participants
who were unable to communicate with their
physician preferred traditional medicine before
immigration. Meanwhile, 14.8% of participants
who could communicate with their physician
preferred traditional medicine.

There was also an association between herbal
medicine usage and traditional medicine
preference before immigration (n = 240; p =
0.009). Herbal medicine users were more likely
to prefer traditional medicine before immigration
(Figure 1E). While 55.6% of herbal medicine
users preferred traditional medicine before
immigrating, 35.8% of individuals who did
not use herbal medicine preferred traditional

medicine beforehand.

Herbal medicine usage was also positively
associated with the use of massage therapy (n
= 181; p < 0.001). 70.8% of individuals who
used herbal medicine also used massage therapy,
whereas only 29.2% of individuals who did not
use herbal medicine used massage therapy (Figure
1F).

No significant trends were found between
traditional medicine attitudes and behaviors and
other patient demographics, including insurance,
education, and sex. Additionally, linear regression
analysis demonstrated that the traditional
medicine usage frequency did not correlate with
screening measurements.

Discussion

Traditional medicine is an important and
underestimated part of health care globally.
Under the WHO Traditional Medicine Strategy
2014-2023, traditional medicine has contributed
to public health and well-being while increasing
access to health care. The rising popularity
of traditional medicine, however, can also be
attributed to the increase in cultural barriers to
Western medicine and healthcare access among
the API community. APl immigrants tend to
experience greater unmet healthcare needs
without access to a primary care provider or
preventative services, in large part due to cultural
beliefs and practices (10). In this study, we explored
traditional medicine attitudes and behaviors
among the API community by investigating the
relevant social and cultural circumstances.

Number of “
Participasts
Traditxcmal madicinc pecfererce
Very likely 1 139
Likety «Q W2
Somewhat likity «Q W2
Nt likely 0 L]
Prioe o immigrason
Traditional 108 449
Wostern 120 s51
Remon
Tradition ” 6
Preference ol 160
Comdort bl 140
Other s 9
Children use
Yos “ 26
No 160 T4
Ape fint used traditional medicine
109 B ¥0
10w 19 33 165
0029 s ”s
10w 39 M 120
30w 39 7 LR
S0+ 2 108

¢ 2. Traditional Medicine

among participants’ children.



Figure 1A-F. Traditional Medicine
Attitudes and Behaviors. Among
the 347 participants surveyed at
the Monterey Park and Rosemead
health fairs from 2018 to 2019,
wraditional medicine preference
was associated with children’s

-ate with their phy
and herbal medicine

ge. In
ne usage
and massage therapy usage were
related.

Our results revealed that most participants were
introduced to traditional medicine before the
age of twenty, and the most common reason
for choosing traditional medicine was tradition,
followed by preference and comfort. Cultural
practices and transmission from generation to

generation are a vital part of the API community
and have been good predictors of traditional
medicine usage among older API members. Such
traditions are ingrained in API members from a
young age. As a result, many APIs perceive that
traditional medicine is generally on par with, or
better than, Western practices due to traditional
medicine’s non-invasive and curative nature (11).
Similarly, this study found that the current use
of traditional medicine was strongly associated
with its usage before immigration. In addition,
older APIs who preferred traditional medicine
were more likely to have children who used
traditional medicine. Tradition may, therefore,
play a major role in predicting whether the
practice of traditional medicine would continue
after immigration to the U.S. and cross between

Prrtoreme Before dremiatae

familial generations. This study confirms previous
findings that traditions in API cultures play a
significant and continuous role in an individual’s
beliefs and practices.

Given the importance of tradition and its
assimilation between generations, studies have
shown that API individuals want healthcare
providers to respect their culturally-based health
beliefs and practices (12). However, patients tend
to avoid consulting or informing physicians of
their use of traditional medicine due to the fear of
anegative response, disapproval from their doctor,
or lack of inquiries about it (13, 14). Therefore,
cultural sensitivity and an understanding of
community health practices among providers
could enhance patient satisfaction and quality
of care. Providers could ask patients directly
about their preferences, traditional medicine
usage, and Western medicine concerns to prevent
assumptions or stereotyping. Cultural awareness
is especially important considering our findings
indicate that over 75% of the API participants

F. Herbal Modicine and Massage Usage

Heba! Medcne Usage

are at least somewhat likely to use traditional
medicine. However, APIs have also experienced
significant language barriers when trying to
discuss their traditional medicine beliefs and
practices with their physician (12). Our study also
showed that nearly half of the APHC health fair
participants were unable to communicate their
health concerns to their physicians. As a result,
many traditional medicine users undergoing
treatment may utilize traditional medicine without
sufficient information and before consulting their
physicians (15). Such omission may lead to adverse
outcomes due to interference between traditional
medicine and standard treatment. For older
APIs, onsite bilingual and bicultural interpreters,
social workers, and healthcare workers may play
a crucial role in improving healthcare access and
culturally sensitive medical care.

In addition to cultural barriers, many API
community members face other multi-level
barriers to accessing Western healthcare (5). To
investigate the role of affordability in traditional
medicine preferences, we evaluated insurance
status among the participants. The results
indicated no significant association between
traditional medicine preference and insurance
status. Similarly, other studies found that traditional
medicine preference was associated with cultural-
specific variables and health philosophies, rather
than insurance status (16). On the other hand,
this study also observed that participants facing
language barriers had a higher preference
for traditional medicine than those who can
communicate with their physicians. This finding
suggests that traditional medicine may have been
used to potentially mitigate issues arising from
language barriers, which have been associated
with fewer clinic visits and follow-ups and a lower
understanding of physicians’ explanations and
satisfaction with health services (17). Therefore,
the underlying drivers of traditional medicine
preference and usage could arise from barriers to
medical access and have a detrimental impact on
health status.

After evaluating specific types of traditional
medicine practices, we observed a significant
association between the use of traditional medicine
before immigration and herbal medicine usage.
Herbal medicine is one of the most common
types of traditional medicine and has garnered
increasing support from the scientific community
(18, 19). API participants in this study who used
herbal medicine were also more likely to use
massage therapy. While this study did not find any
associations between the frequency of traditional
medicine usage and screening measurements,
other indications of physical and psychosocial

health status have been shown to correlate with
traditional medicine usage. Previous studies have
found that poor health was associated with greater
use of massage therapy, and lower quality of life
correlated with greater herbal medicine usage
among older API (19). Therefore, increased use of
traditional medicine among the API community,
particularly  herbal medicine among API
immigrants, may indicate poor health and low
quality of life that require medical interventions.

Our work is limited by the diverse ethnic and
socio-cultural backgrounds of the API community
(20). Among the 347 total participants, a majority
identified as Chinese, with low participation from
other API ethnic groups often underrepresented
in the literature. Health fair participants were
also informed of the voluntary nature of the
questionnaire and screening measurements.
Therefore, most participants did not answer at
least one question, varying the sample size for
cach analysis and potentially introducing selection
bias.

Future studies to better understand traditional
medicine attitudes and practices among various
API cthnic and demographic subgroups could
expand investigations to a larger and more
diverse sample of APIs in different regions in
LA. Subgroup analysis would also allow for the
evaluation of particular cultural and demographic
differences and their association with traditional
medicine beliefs and usage. While this study did
not observe a correlation between the frequency
of traditional medicine usage and screening
measurements, future studies could evaluate other
indications of health status in a larger population
of older APIs to clucidate the effects of traditional
medicine usage.

The present study demonstrates that traditional
medicine is prevalent among the older API
community in LA that APHC serves. Attitudes
and preferences toward traditional medicine
tended to remain consistent before and after
immigration and between generations. While
this study evaluated relatively non-invasive forms
of traditional medicine, reliable and evidence-
based therapy remains crucial to ensuring that
individuals receive sufficient medical resources
and services that serve their specific needs. Given
the prevalence of traditional medicine among
the API community in LA, APHC health fairs
and healthcare providers may consider providing
traditional medicine recommendations and
guidelines that could enhance quality of care,
healthcare access, cultural sensitivity, and long-
term health.

“Opur study also
showed that
nearly half of

the APHC health
fair participants
were unable to
communicate their
health concerns to
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their physicians.”



Acknowledgements

We would like to sincerely thank Dr. May
Sudhinaraset, Dr. Benjamin Woo, Justine Chau,
Dillon Pham, Cynthia Tsang, Mindy Zhang, and
Minh Nguyen for their invaluable contributions
to the initial stages of this study. We would also
like to extend our appreciation to our community
partners, the City of Monterey Park and the
Fitness Day and Health Fair, and contacts,
Robert Aguirre and Mary Su, for their support
in organizing the health fairs. Lastly, we greatly
appreciate the APHC student volunteers who
translated questionnaires and collected data at the
health fairs.

References

1. 2018 American community survey, 1-year estimates,

table B02018: Asian alone or in any combination and table
B02019: Native Hawaiian and other Pacific Islander alone or
in any combination. (2018).

2. W. Kim, R. H. Kcefe, Barriers to healthcare among Asian
Americans. Soc. Work. Public. Health. 25, 286-295 (2010).

3.]J. Clough, S. Lee, D. H. Chae, Barriers to health care
among Asian immigrants in the United States: a traditional
review. J. Health. Care. Poor. Underserved. 24, 384-403
(2013).

4.K.J. Aroian, B. Wu, T. V. Tran, Health carc and social
service use among Chinese immigrant elders. Res. Nurs.
Health. 28, 95105 (2005).

5.J. Ye, D. Mack, Y. Fry-Johnson, K. Parker; Health care
access and utilization among US-born and foreign-born
Asian Americans. J. Immigr. Minor. Health. 14, 731-737
(2012).

6.J. Kim, M. M. Chan, Factors influencing preferences for
alternative medicine by Korean Americans. Am. J. Chin.

Med. 32, 321-329 (2004).

7.J.J. Tseui, Eastern and western approaches to medicine.
West. J. Med. 128, 551-357 (1978).

8.2 0. Im, R. L. Yolton, Concepts of traditional Oriental
medicine. Optometry 71, 621-629 (2000).

9. D. Acevedo-Garcia, L. M. Bates, T. L. Osypuk, N.
McArdle, The effect of immigrant generation and duration
on self-rated health among US adults 2003-2007. Soc. Sci.
Med. 71, 1161-1172 (2010).

10. C. H. K. Ou, 8. T. Wong, J. F. Levesque, E.
Healthcare needs and access in a sample of Chinese young
adults in Vancouver, British Columbia: A qualitative analy
Int. J. Nurs. Sci. 4, 173-178 (2017).

aewyc,

11. R. P. Lee, Perceptions and uses of Chinese medicine
among the Chinese in Hong Kong. Cult. Med. Psychiatry. 4,
345-375 (1980).

12. Q. Ngo-Metzger et al., Linguistic and cultural barriers to
care. J. Gen. Intern. Med. 18, 44-52 (2003).

13.S. Hori, I. Mihaylov, J. C. Vasconcelos, M. McCoubrie,
1 and alternative medicine use

Patterns of com

amongst outpatients in Tokyo, Japan. B.M.C. Complement.
Altern. Med. 8, 14 (2008).

14.]. S. Cauffield, The psychosocial aspects of
complementary and alternative medicine. Pharmacotherapy

20, 1289-1294 (2000).

15. 1. Hyodo et al., Nationwide survey on complementary
and alternative medicine in cancer patients in Japan. J. Clin,
Oncol. 23, 2645-2654 (2003).

16. R. M. Gyasi, Relationship between health insurance
status and the pattern of traditional medicine utilisation in
Ghana. Evid. Based. Complement. Alternat. Med. 2015,
717926 (2015).

17. 8. Yeo, Language barriers and access to care. Annu. Rev.
Nurs. Res. 22, 59-73 (2004).

18. J. L. McQuade et al., Utilization of and attitudes towards
traditional chinese medicine therapies in a Chinese cancer
hospital: A survey of patients and physicians. Evid. Based.
Complement. Alternat. Med. 2012, 504507 (2012

19. X. Dong, S. M. Bergren, E. ang, Traditional
Chinese medicine use and health in community-dwelling
Chinese-American older adults in Chicago. J. Am. Geriatr.
Soc. 63, 2588-2595 (2015).

20. S. Srinivasan, T. Guillermo, Toward improved health:
disaggregating Asian American and Native Hawaiian/Pacific
Islander data. Am. J. Public. Health. 90, 1731-1734 (2000).




UPU

Autoimmune disease

Commonly diagnosed between
age 15 and 44

90% of patients are women
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Black people have a higher risk
Treated by a rheumatologist

Most people test positive to
an ANA blood test

Hydroxychloroquine is most
common medication
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Systemic Lupus Erythematosus (SLE), commonly
known as lupus, is a systemic disease that affects
the lungs, kidneys, and other vital organs in
our body. Lupus is a disease that is not easily
diagnosed, is highly expensive, lacks support
groups, and financial resources. People with
lupus struggle with economic, physiological
and institutional problems. These struggles are
especially evident in a person with lupus because
they affect the way a person is involved in the
community around them. The time of diagnosis
also impacts a patient’s ability to cope with the
disease. If a person is diagnosed at a later stage
or misdiagnosed, they will likely experience worse
symptoms, which leads to poor quality of life.
For example, symptoms like fatigue and pain will
increase, which will prevent them from completing
their daily life activities and isolate them from the
community.

Thelack of community supportand understanding
that family members and friends have for the
disease causes lupus patients to feel depressed.
It is important to bring awareness to the social

challenges that people with lupus experience and
provide funding for more research in this area
so that people with lupus can find help for their
symptoms. At the same time, increased research
and awareness will help people with lupus feel
understood by their community.

Disease Biology

More than half of the population in California is
unfamiliar with lupus, and those who are aware
know very little about this disease (CDC, 2018).
Lupus is a chronic inflammatory autoimmune
disease that affects multiple organ systems
(William & Olga, 2012). Many people with lupus
misinterpret their symptoms as a stomach flu,
cold, skin rashes, fevers and more. Those who do
not seek treatment on time may develop chronic
conditions like heart problems, arthritis and
kidney problems (CDC, 2018). Unfortunately, if
lupus is discovered at later stages, patients may
not respond to the course of treatment, leading to
their death (Editorial Team). Lupus silently attacks

Most commonly reported symptoms

o S P &
ﬂv Ofbfﬂvzf/

"FEE

40
30
20 - u Male
10 i _
o H ol

8 Femalke

%@oo% m#o&

S E % ,,% %%M ,ﬁ,% € o
~v

A&v

the patient’s immune system and slowly increases
their vulnerability to infection. This vulnerability
to new infections may lead to the diagnosis of
the new infection, but can prevent a patient from
receiving a Lupus diagnosis. According to Dr.
Petri from the Lupus Center at Johns Hopkins,
“people with lupus can experience symptoms like
hair loss, fever, fatigue, anemia, which can happen
to anyone” (Linda, 2021). As a result, people who
have lupus can experience their symptoms for
a long period of time before they are properly
diagnosed. More research about lupus would
prevent misdiagnosis for this dangerous discase
that has early symptoms similar to other diseases.
For patients with lupus who are not well informed
of the complications and initial signs of lupus,
research will provide a better understanding of
this disease which can significantly improve their
way of living.

Individual Economic Challenges

Alack of economic support can lead to significant
challenges for a person diagnosed with lupus. It is
estimated that a person with lupus will spend an
average of $33,223 annually on their treatment
(Erin E. et al., 2016). Because there is no test to
diagnose a patient with lupus, doctors oftenl
misdiagnose patients and suggest the wrong
course of treatment for their symptoms. This
means patients must spend large sums of money
on recurring lab tests, x-rays and assessments (Erin
E. et al,, 2016). As a result, a person with lupus
will most likely be prescribed a highly expensive
regime of medication thatis ineffective in treating
their condition. Research shows that “Lupus has
an impact on patients quality of life and ability
to work, this may determine high indirect costs”

(Giuseppe et al., 2012). If a person with lupus is
unemployed because of their chronic symptoms,
they will struggle to pay for their treatment. Lupus
patients experience recurring symptoms that can
sometimes require the person with lupus to miss
constant work days. Because of this, a person
with lupus may “not be able to complete higher
education or manage to stay in employment,
which may lose 50 or more years of working
life” (Stephanie et al., 2018). Therefore, a person
with lupus may have to rely on their own medical
providers and family for financial support.

Another important financial factor that affects
lupus patients is an inability to receive medical
attention from a doctor. Research shows that
financial situations and limited access to medical
attention are a principal cause of mortality in a
person with lupus (Jeri, 2020). Lupus is a disease
that requires special attention from a group
of specialists to prevent any complications or
emergencies from this disease. A report shows
that the mean expenditure for each outpatient
service is $71.50, and an expenditure for each
hospitalisation of $1,922.30 (Giuseppe et al.,
2012). Patients who are not below the poverty
line and are able to afford these bills can worry
less about receiving the medical attention they
need:“People with higher income and those with
private insurance show to have better mortality
outcomes than those with lower income or not
having private insurance” (Giuseppe et al., 2012).
People with lupus who cannot afford to pay for
private insurance to receive medical attention
from specialists have a harder time coping with
their medical complications. For a person who is
unable to afford medical attention and does not
have easy access to healthcare, the struggles they

Figure 1: Common mental and
physical symptoms of Lupus.

Source:

“Because there is
no test to diagnose
a patient with
lupus, doctors
oftenl misdiagnose
patients and suggest
the wrong course of
treatment for their
symptoms.”



e 2: Mean cost of treatment
of mild patients, compared to
moderate and severe patients,

insufficient access to medical care.

Source: acrabstracts.com
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experience in their daily life will be much more
intense.

For example, not only do minority communities
struggle to get access to health care, but have
difficulties with communication barriers when
seeking medical attention. If a person with lupus
is unable to communicate their symptoms to
a doctor, it is much more likely that the doctor
will misdiagnose the patient (Jeri, 2020). A study
analyzed the socioeconomic status of Whites,
Hispanics and African Americans. It was
observed that hispanics and African Americans
have an active disease for a longer period of time
compared to whites (Jeri, 2020). The high costs
of medical specialists and language barriers
can cause those of low socioeconomic status
with lupus to have a difficult experience seeking
medical attention. Increased research funding
and awareness of lupus is important because this
would allow doctors to understand the financial
barriers that minority communities experience
when secking treatments for the disease. As a
result, doctors would be able to better assist
patients and provide the necessary resources to
prevent misdiagnosis.

The Ineffective Aid of Institutions in
the United States

Many people with lupus are unable to completely
rely on the US government systems -- such as
medical insurance companies, funding assistance
programs, and community healthcare foundations
-- to receive the resources they need. While lupus
patients come from different socioeconomic
backgrounds, a limited number of patients are
able to receive treatment from these government
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systems. For example, Medicaid has provided
benefits only to those who are 65 years of age
or younger than 21. Studies have found that
Lupus is more prevalent in people ages 15-44, but
people of all ages may be at risk of suffering from
lupus (CDC, 2018). A large majority of people
with lupus are unable to count on the resources
provided by Medicaid for the simple reason that
they are not eligible based on their age. As a
result, a majority of patients who rely on systems
like Medicaid do not receive the services that they
need for their condition.

Another example is The Assistance Fund, which
provides financial support for people with lupus
and other chronic conditions. However, people
with lupus can only be eligible for TAF if their
income is under a certain level and if their
insurance plan covers it (n.d., 2021). It is hard
for a person with lupus to reach out for assistance
programs like these because if they were unable
to be covered by government insurance programs,
it is unlikely that they will satisfy the eligibility
requirements for the Assistance Fund. Even if
a person is accepted to TAF, studies show that
TAF can only cover 19-23% of the total expenses
of lupus treatments (Editorial team, 2021). This
means that it is unlikely that people would be
eligible for The Assistance Fund program, and
thus cannot fully rely on such programs for
support.

The Lupus Foundation is a nonprofit organizations
that provide support groups, education programs,
and individual services for people with lupus.
According to the Lupus Foundation of America,
support groups are important for people with
lupus because the support groups environment

allows people with lupus to ask questions, listen
to cach other, and receive mutual support from
each other (Find support near you, 2021).
The Lupus foundation’s research is important
because it allows the foundation to continue
implementing support groups and understand the
needs of people with lupus. Often, it is difficult
to implement participation in support groups
for people with lupus if they are experiencing
symptoms of isolation. However the foundations
have extended their support groups online, which
is able to better suit the needs of each person and
still allow them to be engaged (Adrienne, 2021).
Therefore,

It is important to advocate and fund nonprofits
whose main goal is to provide support groups for
people with lupus. This is because support groups
will not only improve the patients’ experience
living with lupus, but create a more effective
support system in their life.

Psychological Effects of Lupus

The symptoms that people with lupus experience
have been affected by the lack of support
from community foundations and government
institutions. For people with lupus, the individual
challenges they experience are doubled because
in addition to their physical symptoms, patients
experience psychological problems that alter their
way of living. From a biological perspective,
people with lupus experience daily fatigue, pain,
and rashes that must be constantly controlled.
If the person is not responsive to their new
medication, they can experience side effects like
weight gain, cataracts and osteoporosis (Agata
& Marzena, 2018). These side effects can be
debilitating and make it difficult for patients to
continue their daily life activities.

A person with lupus may be unable to do their
daily life activities like going for a run and
planning activities with friends or family because
of their consistent symptoms like fever, fatigue,
and anemia (Agata & Marzena, 2018). People
with severe lupus who are unable to continue their
daily life activities may develop emotional and
relationship problems. These emotional problems
include sadness due to the inability to continue
their daily life activities, fear of feeling alone and
isolated, and anxiety and anger due to a lack of
understanding from community members about
their disease (Agata & Marzena, 2018). This often
leads to people with lupus to feel unaccepted
in their community or invisible because of a
common lack of understanding of the disease,
which can cause patients to feel depressed. In a

psychological study, it was concluded that patients
with lupus have much higher scores of depression
than those who are healthy patients and do not
suffer from any chronic conditions (Figueiredo-
Braga et al., 2018). Although it is a very complex
disease, community members must be aware
of the challenges people with lupus face so that
patients can feel supported and less isolated
through their life with lupus.

Conclusion

Lupus is a systemic disease that many people do
not know about. A lack of research on the disease
means that doctors also lack information on how
to treat the disease. As a result, people with lupus
are frequently misdiagnosed by doctors and can
have a difficult time affording their long list of
medications. If research was focused on finding
a more accurate diagnostic test, misdiagnoses
would be reduced and doctors would be better
equipped to treat this disease.

People with lupus are also unable to rely on
government systems and lupus foundations.
Insurance companies run by the government
do not provide adequate medical coverage and
specialists to diagnose and treat lupus patients.
Lupus foundations lack the financial and personal
resources necessary to provide a supportive
environment for people with lupus. Increased
funding for research and a greater number of
support groups would allow lupus foundations
and institutions to provide an environment where
people with lupus have better access to resources.

Most importantly, people living with lupus have
to adapt to individual challenges like feelings
of isolation and lack of support from their
community. These symptoms of depression can
cause patients to feel even more isolated, and can
make communicating with people who do not
know about lupus very difficult. Providing mental
health services and informational sessions to
lupus patients and their communities would allow
the scientific community and family members
understanding of the support that people with
lupus need. There is a gap in knowledge on
the effects of the lack of economic, social and
psychological resources on people who experience
chronic conditions. Patients with lupus would
benefit from a new healthcare policy that can
include funding for research among the scientific
community and that insurance companies can
expand their eligibility requirements. This
will provide a more effective, economic, and
comprehensive and can help patients with
chronic illnesses like lupus. More importantly, to

“Increased funding
for research and

a greater number
of support groups
would allow

lupus foundations
and institutions

to provide an
environment where
people with lupus
have better access

to resources. ”’



allow them to afford their medication so they can  n.d.(2021). Are there financial assistance programs for people
follow their treatment and support researchers by ~ M2"asing

. . L . Lupus?. Editorial Team. Retrieved from
implementing more education in these diseases s0 g //lupus net/living/financial-assistance-programs
that there is no more misdiagnosed.
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Background

Undocumented immigrants face a unique set
of challenges entering and assimiliating into the
United States. The United States Department
of Homeland Security classifies undocumented
immigrants as people who migrate to the United
States and are not classified as permanent resident
alien (ICE). In 2018, over 44 million people in the
United States were immigrants or descendants of
immigrants, accounting for about 14% of the total
population. Of those 40 million, approximately
10.5 million, or about 23% of those immigrants in
2017 were undocumented (Budiman, 2020). The
significant size of the undocumented immigrant
population underlies the impact that policies
addressing undocumented immigrants have on
their health and wellbeing

Traditionally, migration studies have implemented

the push and pull framework, which classifies
possible migration motives at countries of origin
and countries of departure as either positive or
negative (Lee, 1966, pg. 4). Pull factors are the
benefits migrants seek in the countries they
move to, including economic and educational
opportunities and reunification with family
members. Meanwhile, “push” factors can include
violence in their home country and economic
instability. More recent studies of migration
theory highlight that migrants often express
multiple motives for migration, and that those
motives can change throughout the process of
migration.

While the motives of migrants display similarities
across  undocumented and  documented
immigrants, undocumented immigrants faced
significantly more restrictive policies under the
Trump administration, hindering their access

to security. These policies reflected the Trump
administration’s framing of immigration as
a threat to the United States’ economy and
culture (Pierce et. al, 2018). One notable federal
policy, the Migrant Protection Protocols (MPP),
relocated migrants to unsafe areas, exposing them
to violence and stress. In response to significant
backlogs in immigration processing systems and
difficulty removing undocumented immigrants in
the United States, MPP was designed to provide a
more structured system for asylum. Migrants who
applied for asylum were placed in Mexico, rather
than staying in the United States, until their
asylum court trial date. The policy was designed
to discourage migrants who do not qualify for
asylum from moving to the United States and to
limit human smuggling.

Humanitarian concerns arose after the bill’s
implementation because many migrants were
placed into cities with high crime rates (Semple,
2019, para. 10). From January 2019 to February
2021, over 1544 cases of violent attacks, including
kidnappings, rape, murder, and assault, have
been recorded among migrants temporarily
placed in Mexico (Details on MPP (Remain
in Mexico) Deportation Proceedings, 2021).
This crisis worsened after the United States
suspended hearings for immigrants from March
to July of 2020 in response to the COVID-19
pandemic. MPP is similar to numerous Trump
administration policies that delayed immigration
processing and deterred immigrants from secking
asylum, ultimately encouraging many immigrants
to migrate to countries other than the United
States (Fox, 2020).

In contrast, the Obama administration left a
mixed legacy on immigration, as demonstrated
by strict enforcement of deportations for
undocumented immigrants and the extension of
deportation protections to young undocumented
immigrants (Hennessey, 2016). One such policy
that seeks to protect undocumented immigrants is
the 2012 Deferred Action for Childhood Arrivals
program (DACA), which provided employment
authorization in the form of work permits and
deportation relief to qualified undocumented
immigrants  (Benenson,  2020).  Amuento-
Dorantes and Antman (2017) mecasured the
populations of DACA-eligible undocumented
immigrants in school and in the workforce from
2000 to 2014, finding larger proportions of
undocumented immigrants were employed and
fewer were enrolled in school. Amuento-Dorantes
and Antman suggested that more migrants felt
confident pursuing labor and decided to maximize
their time by working instead of attending
school. In a similar study, Ortega and Hsin

(2017) recorded DACA-cligible undocumented
immigrant student enrollment in a metropolitan
higher education network. Ortega and Hsin found
that students were more likely to drop-out of full-
time enrollment or reduce their course load in
four-year colleges after DACA’s implementation
in 2012. These studies highlight that DACA was
successful in expanding undocumented immigrant
students’ economic opportunities.

These legislative pieces alter undocumented
immigrants’ behaviors regarding health and their
access to healthcare, ultimately impacting their
health outcomes. A social determinant of health
framework posits that non-health factors influence
individuals’ exposure to factors that affect health,
and their decisions regarding their health
(Braveman et. al, 2011). Immigration itself can
be classified as a social determinant of health, as
immigrants transition from different regions and
are exposed to different sets of social, economic,
and political contexts (Castenada et. al, 2015).

Within the United States, legislation addressing
undocumented immigrants can be considered
upstream factors that either limit or promote
healthy choices. Upstream factors are like the
headwaters of a stream -- influencing the water
quality in the headwaters will impact how life
downstream will grow. Meanwhile, the factors
that affect the quality of water downstream can be
considered downstream effects or determinants.
Downstream determinants more directly impact
health outcomes (House et. al, 2009).

While literature on MPP’s health impacts on
undocumented immigrants remains limited, it
appears that MPP placed migrants in unhealthy
environments, which led to increased risks of
disease. For instance, several migrant camps in
Mexico lacked access to clean drinking water
and adequate sanitation systems (Merchant,
2019). With the spread of COVID-19, migrant
camps experienced higher rates of COVID-19
because of high housing density and limited
access to sanitation. Furthermore, throughout
the pandemic, migrants also faced increased
stress from racial discrimination and strong anti-
immigrant rhetoric, which have lead to depression
and anxiety (Valentin-Cortés et. al, 2020).

On the other hand, the protections granted by
DACA provide a more supportive environment
for migrants, leading to better health outcomes
among recipients. In a 2017 study investigating
DACA participants’ mental health and wellbeing,
participants reported experiencing less fear of
deportation when engaging in activities such as
work, college, and driving. Yet, many participants

“In contrast,

the Obama
administration left
a mixed legacy on
immigration, as
demonstrated by
strict enforcement
of deportations
for undocumented
immigrants and
the extension

of deportation
protections

to young
undocumented
immigrants.”



“However, a 2017
study conducted
by Hainmueller

et al. found that
children of single
undocumented
mothers, born
around the time
DACA was
implemented,
experienced
significantly

lower prevalence
of anxiety and
adjustment
disorders, compared
to children

born before the
implementation of
DACA.”

also noted feeling additional stress from taking
care of their undocumented family members, who
were still at risk of deportation, and from worries
about losing their legal status in the United States
(Siemons et. al). Siemons et. al concluded that
DACA led to mixed effects on the mental health
and wellbeing of its recipients. However, a 2017
study conducted by Hainmueller et al. found
that children of single undocumented mothers,
born around the time DACA was implemented,
experienced significantly lower prevalence of
anxiety and adjustment disorders, compared
to children born before the implementation
of DACA. Hainmueller et. al stipulated that
undocumented status increased the mothers’
stress, which was transmitted to the children
through structural disadvantages associated with
undocumented status.

These pieces of legislation demonstrate
that  different  administrations’  approach
to immigration can lead to tangible health
outcomes for undocumented migrants. The
Biden administration has expressed support
for modernizing the immigration system and
addressing push factors for many migrants
(insert source). This study aims to use the social
determinants of health framework to predict the
effects of the Biden administration’s policies on
immigrants’ health.

Methods

This study included major administration policies
from January to May 2021. Major immigration
policies often significantly impact immigrants’
health, and many United States immigration
advocacy groups and migration groups are
aware of this. To first understand what policies
were released under the Biden Administration,
policies released during the observation window
were pulled from the Immigration Policy Tracker
(IPTP). IPTP is a policy tracking project that
captures all immigration policies created under
the Trump administration. In addition, the
American Immigration Council, an organization
that secks to protect the rights of all immigrants,
was referenced to determine what major policies
were made under the Biden administration. The
Immigration Policy Tracker provides background
to the Biden policies, in
particular how they interact with Trump-era
policies. Meanwhile, the American Immigration
Clouncil’s press releases summarize recent Biden
administration policies.

administration’s

After obtaining a list of policies released, each
policy will be analyzed to conclude which social

determinants of health are and are not addressed.
These social determinants of health categories
were created by the Kaiser Family Foundation,
an organization that publishes commentary
and news regarding national health issues. The
social determinants of health will be classified
across: access to healthcare, access to economic
opportunities, access to nutrition, access to a
safe environment, access to education, access
to community, or none of the above. While
undocumented immigrants face different health
issues compared to documented immigrants,
these social determinants of health are universal
to all people.

For cach policy, social determinants of health
groupings were counted by observing keywords
related to those groupings, or proxies that
indirectly lead to one of those groupings. The
findings of these policies will be compared across
several immigration advocacy groups, such as
the National Immigrant Justice Center, National
Immigration Law Center, and the American
Migration Council, each of which specialize in
different perspectives. Each advocacy group that
remarks on the policy’s SDH will be noted in the
table.

After classification, the policy will be placed in
Table 1, which contains the policy title, date,
sources that analyze its SDH, and what categories
of SDH it fits under.

After all policies have been classified, the figure
will be created to demonstrate the relationships
between policies and potential health outcomes.
Figure 1 demonstrates a cause-effect relationship
between upstream factors and downstream
factors. Based on the SDH framework, structural
policies, which these legislation pieces fall under,
are more likely to be upstream factors rather
than downstream factors. Since legislation alters
undocumented immigrants’ access to a healthy
life, legislation also limits their abilities to make
decisions about their health.

Notes:

Note there is a difference between refugees and asylum seckers:
Refugees: person who flees their country because they fear
their country will not protect them

Asylum secker: person who migrates, seeking protection, but is
not yet recognized as a refugee

When a migrant who is about to be deported expresses fear
of persecution at home, they can request a credible fear
interview, where they will be asked questions about their safety
by an asylum official. If the asylum official determines that the
migrant has a valid fear for returning to their home country,
the migrant is allowed to apply for asylum and make their case
before an immigration judge

Does Policy Meet
Biden’s Promises?

Policy (index # SDH Groupings (index includes

includes parentheses) Date Sources Summary Covered special character)

Deferred enforced departure (DED) prevents deportation of eligible migrants from

Liberia for 18 months (from Jan. 20, 2021 to June 30, 2022)

Grants emp ization and empl (EADs)

DED applicants need to apply for EAD

Extends employment authorization application window for Liberian migrants eligible

for lawful permanent residence under the Liberian Refugee Immigration Fairness Act
(I)Reinstating Deferred (LRIF) Access to
Enforced Departure for economic *13
Liberians 01/20/21 |AMC, FR | LRIF was passed in 2019 to grant green cards to Liberians opportunities None
(2)Designation of Temporary protected status (TPS) grants immunity from deportation for those who
Venezuela for cannot return to their country of origin
Temporary Protected
Status and Like DED, TPS recipients can receive EADs
Implementation of
Employment However, DED is not an official immigration status
Authorization for *13
Venezuelans Covered Public charge is not factored in admission Access to Could be improved by
by Deferred Enforced IF, IPTP, granting citizenship to
Departure 03/09/21 |ILRC, FR | Provides EAD instructions for Venezulan migrants under DED opportunities TPS holders
(6)Secretary Mayorkas *13
Designates Burma for Access to Could be improved by
Temporary Protected economic granting citizenship to
Status 03/12/21 |DHS Grants TPS to Myanmar migrants residing in the United States opportunities TPS holders

Extension of TPS for Syrians starting March 30, 2021 to September 30, 2022

Re-registration period opened for 60 days, starting 03/19/21

The classification of Syrians as eligible for TPS from March 30, 2021 to September 30,

2022 allows migrants from Syria who resided in the United States before March 19, *13

2021 to apply for TPS Access to Could be improved by
(13)Extension of TPS cconomic granting citizenship to
for Syrians 03/1921 |FR Registration period opened for 180 days, starting 03/19/21 opportunities | TPS holders

Extension of TPS by 18 months applies to all Haitian migrants who resided in the *13

United States as of May 21, 2021 Access to Could be improved by
(21)Extension of TPS economic granting citizenship to
for Haitians 05/22/21 |AP,DHS |EAD and travel authorization can also be requested by opportunities TPS holders

CAM was created in 2014, when a surge of children migrants reached the United

States” southern border

Restarts the CAM program; all eligible applications received when the program closed

have begun to be processed, and new applications will be accepted

Begin case processing after Bureau of Population, Refugees, and Migration (PRM) and

United States Citizenship and Immigration Services (USCIS) contacts parents in the

United States

Eligible parents already in the United States must have a status of:

Permanent Resident Status

Temporary Protected Status

Parole

Deferred Action

Deferred Enforced Departure *¥2, %10

Withholding of Removal

Policy does not

Through the Affidavit of Relationship status, parents can apply for their child(ren) and necessarily meet either

their family’s protection in the United States. Two protection options exist for category, but reflects

qualifying migrants: Access to safe  [similar desires to

environment reunify families and
: grants EAD and admission to US increase asylum

(16)Restarting the Access to eligibility for migrants
Central American Refugee: grants case management support, financial assistance, and a pathway to economic fleeing persecution in
Minors (CAM) Program NIF, other | ci ip. Must qualify as a refugee opportuniti their home countries

Table 1: Extending Deferred Enforced Departure (DED), Parole, and Temporary Protected Status (TPS) (Promise *13)

Trends:

Employment authorization and protection from departure are commonly granted in these renewal policies

With the

eption for Liberia, many migrants with DED and TPS status do not have a pathway to citizenship

Biden promised to grant citizenship for those who have lived in the United States for an extended period of time
The Central American Minors Program, like DED and TPS, also grants protections to migrants from dangerous backgrounds

Potential social determinants of health not satisfied by these polic

: access to community

The uncertainty of the migrants’ status might lead to fear reaching out to community resources and support



Policy (index # SDH Groupings
cludes parentheses) | Date | Sources Summary Covered

Does Policy Meet
Promises? (index includes
special character)

(4)DHS Statement on Halts new admissions into MPP program 10,12
the Suspension of New Access to a safe environment.
Enrollments in the COVID-19 travel restrictions remain in place Could be improved upon by
Migrant Protection IPTP, AMC, Access toasafe | ending prolonged detention of
Protocols Program __|01/20/21_|DHS Migrants already relocated to Mexico remain until further notice environment migrants
(5)DHS Announces *10

Process to Address
Individuals in Mexico
with Active MPP

Processes asylum cases for migrants placed in Mexico under MPP policy
Access to a safe

Access to a safe environment.
Could be improved upon by
ending prolonged detention of

Cases 1 |IPTP, DHS | Travel restrictions between US-Mexico border will be enforced environment | migrants
Two Texas family detention centers have traditionally been used to detain families before their deportation.
However, the redesignation of these facilities changed their purpose.
No more asylum screenings in these facilities *12,%21,~3
Falls short of Biden’s promise
No credible fear interviews are held there -- information about whether the interviews have been stopped 1o end detention of child
completely or will be held elsewhere is not available migrants completely
Facilities will be redesignated as screening centers, where migrants will receive COVID-19 and other Both Dilley and Karnes are
(12)ICE Redesigns health tests run by for-profit companies
Long-Term Migrant
Family Detention Other, AMC, | After screenings, transportation and shelter services will be provided to migrants while they wait for Access toasafe | Risk of abuse and trauma in
Centers 02125021 |AILA asylum and/or deportation proceedings environment | detention centers
Carrizo Springs holding facility was previously used under the Trump administration and was shut down in
July 2019
Reopened in February 2021 to accommodate up to 1008 unaccompanied child migrants
Children are placed here until their sponsor picks them up 12
Access to safe environment
Services provided at facility include mental health care, health care, education, legal services, and case Potential for abuse at HHS
management facilities; HHS facilities are
(17)Reopening of not required to meet licensing
Carrizo Springs Influx Carrizo Spring’s ICF accepts children directly from the border, instead of accepting children from Customs standards
Care Facil HHS, AMC, Access tosafe | HHS facilities should not be
Others other COVID testing and prevention protocols remain in place throughout the facility environment | used for long-term detention
12
Human and Health Services (HHS) authorized funding for of Access to safe environment -

child migrants from holding facilities to their sponsors

(18)Expedited Release
of Unaccompanied 02124121 Access to safe
Children 05/13/21 | AP, other | Unaccompanied child minors were confined to buses used to transport migrants environment

Historically, sponsors had to pay for transportation fees, which can surpass $1000 per child

buses are not a safe
environment for children;
HHS holding facilities should
not be used for long-term
detention

Section 3

Review refugee resettlement processes for Northern Triangle migrants and identifies ways to increase
access and efficiency

Consider reinstituting Central American Minors Parole Program (see (16))

Encourage family members of migrants who have immigrant visa petitions
them

the United States to join

Section 4

Develop policies to start processing asylum claims and admitting asylum seckers while maint
COVID-19 health guidelines

Consider revoking “Order Suspending the Right To Introduce Certain Persons From Cou
Quarantinable Communicable Discase Exists” and “Control of Communicable Discases; Foreign
Quarantine: Suspension of the Right to Introduce and Prohibition of Introduction of Persons into United
States from Designated Foreign Countries or Places for Public Health Purposes™

Consider revoking or changing MPP and exploring methods of admitting migrants placed under MPP

Consider revoking “Aliens Subject to a Bar on Entry Under Certain Presidential Proclamations; Procedures
for Protection Claims” and “Asylum Eligibility and Procedural Modifications™

Consider revoking “Implementing Bilateral and Muli
Immigration and Nationality Act’

teral Asylum Cooperative Agreements Under the

(10)Executive Order on
Creating a
Comprehensive
Regional Framework to
Address the Causes of
Migration, to Manage Revoke “Executive Order 13767, 9880”, * of April 29, 2019”,
Migration Throughout identi of April 6, 2018”, “Presidenti of April 4, 2018” Access to
North and Central cconomic
America, and to Provide Review Prompt Asylum Case Review program and Humanitarian Asylum Case Review program opportunities,

borate with Northern Triangle governments on whether to rescind agreements related to protection
ims

Safe and Orderly access to safe
Processing of Asylum WH, AMC,  |Review “Designating Aliens for Expedited Removal” and determines if it is appropriate for revocation | environment,
Seckers at the United AP, access to
States Border 02102121 |AILA Review standards for classifying migrants under a “particular social group” (see *10) community

#10 - Revocation of ACA,
HARP, and PACR supports
migrants’ health

Revision of classifications of
member of a social group can
help grant asylum to more
migrants

Table 2: Reforming the Asylum System and the Asylum Applicant’s Experience (Promises *10 and *12)

Trends:
Biden halted implementation of the Migrant Protection Protocols and started processing asylum cases for those placed under MPP
Biden has attempted to reduce migrants” detention perio

Converted several ICE detention centers into “reception” centers, which only hold screening tests before migrants are released elsewhere; credible fear interviews

are not held in these facilities anymore

Opened up several influx care facilities, managed by the Human and Health Services in response to a surge in the number of unaccompanied child migrant

crossings

Reports of child migrants being neglected

Potential

social determinant of health that can be addressed if these promises are met: Access to a safe environment

Biden promised to expand the United States” asylum eligibility, invest in case management programs, and add protections for child migrants. However, the

expansio

n of HHS facilities does not represent a shift towards implementation of case management programs

BACKGROUND TABLE

“Aliens Subject to a Bar on Entry Under Certain Presidential Proclamations; Procedures for Protection Claims” [Proclamation 9822]
o When a migrant crosses the border without going through a port of entry, they are deemed ineligible for asylum.
o Proclamations restricting migrants” entry along the southern border were designated to alleviate difficulties in
processing larger numbers of migrants
m  The interim rule optimizes expedited removal proceedings by including asylum ineligibility status in expedited
removal considerations (which likely would lead to a choice of deportation)
o Unaccompanied minors are also subject to the rule
o Migrants who are rendered ineligible for asylum can still apply for a withholding of removal under the Immigration
Nationality Act or the Convention Against Torture
m  To qualify, migrants must establish a “reasonable fear of persecution” if they return to their home country, or a
“reasonable fear of torture”, which are higher standards than the “credible fear of persecution” needed to gain
asylum

”

“Asylum Eligibility and Procedural Modifications”
e  Established as a result of a large influx of migrants that have overburdened the DHS’ ability to process migrants
o Assumes that many migrants who apply for asylum in the United States have meritless claims, and want to use the
asylum system to remain in the United States
e Migrants who applied for asylum in the United States without applying for asylum in a third country they pass through would be
ineligible for asylum in the United States
e Asylum officers will apply this rule to migrants in credible fear interviews; migrants must state whether they have a fear of
persecution or torture or want to apply for asylum
e  Migrants who are rendered ineligible can still apply for a withholding of removal through INA or CATAsserts that the asylum
system will prioritize migrants who migrants who were subject to human trafficking and those who face legitimate fear of
persecution that cannot be managed by other countries
e The rule claims to grant the United States a stronger position as it negotiates agreements among Central American countries to
process asylum-seeking migrants

“Implementing Bilateral and Multilateral Asylum Cooperative A s Under the Immigration and Nationality Act”
e Under Asylum Cooperative Agreements (ACAs), the United States can deport a migrant seeking asylum in the United States to
another country in the agreement that can provide asylum
o Requirements to sending a migrant to a country include: country must be in an ACA with the United States; that country
must be a “third country” to the migrant [not the country the migrant came from]; the migrant will not be discriminated
in that country on the basis of race, nationality, religion, membership of a “particular social group”, or political opinion;
and the receiving country has a “full and fair” procedure for processing asylum claims
e In expedited removal proceedings, DHS asylum officers must consider whether a migrant is eligible for asylum in other countries
under the United States” ACAs.
e Established in response to strain placed on the DHS from a large number of asylum claims

Executive Order 13767
The policy made the following orders:
e Fund and construct a border wall to deter illegal immigration and maintain border security
e Construct detention facilities near the southern border
o Assign asylum officers to accept migrants seeking asylum and to conduct credible fear interviews; assign immigration
judges to oversee asylum cases
Detain undocumented migrants in detention facilities during their removal proceedings; end the policy of “catch and release™
Return of deported migrants to their country of origin
Hire more border patrol agents
Report on the amount of foreign aid given to Mexico
Enter agreements between the federal government and local and state governments; authorize state and local enforcement
authorities to conduct immigration enforcement
e Ensure that parole and asylum systems are not abused; grant parole only to those in great humanitarian need and those with great
public benefit; ensure all DHS officials are trained in managing human trafficking and unaccompanied child migrants
e Regularly report data on migrants apprehended at the border

Proclamation 9880
The proclamation made the following orders:
e Extend the policy changes of Proclamation 9822 after injunctions against Proclamation 9822 are lifted
e Consider extending Proclamation 9880 after its 90 day deadline if circumstances at the border do not change
e Discuss with Mexico how to address increased migration through Mexico to the United States
e Ensure that if any part of Proclamation 9880 is rendered invalid, other parts of the policy are not affected



Presidential Memorandum of April 29, 2019
Made the following orders:

o

Place migrants who meet the credible fear req
removal proceedings

o Prevent migrants from applying for other forms of immigration relief such as withholding of removal
Require all asylum proceedings to receive final results from immigration courts within 180 days after the asylum application is
filed
Set fees for asylum applications and employment authorization applications for migrants waiting for their asylum case decision
Restrict migrants who did not enter the border through a port of entry from obtaining an employment authorization document.
Revoke employment authorization for migrants denied asylum and migrants under removal proceedings
Allocate more immigration officers to adjudicate credible fear interviews, strengthen enforcement of immigration laws, and
enforce

into asylum prc and those who do not meet the requirement into

Presidential Memorandum of April 8, 2018
Made the following orders:

Require that officials report on their progress ending “catch and release” policies, including:

o Allocation of resources to building and maintain detention facilities

o Assignment of asylum officers to immigration detention facilities to process asylum cases

o Detention of undocumented migrants

o Ensuring asylum and parole policies do not illegally protect migrants

o Asylum referrals and credible fear determinations follow set procedures by the INA

o Collection of fees and penalties from undocumented migrants and those who help them

o Listing of military facilities near the border available for use as detention facilities
“Catch and release” policies allow the release of asylum applicants into the country while their cases are being processed
Report to the president on their progress implementing sanctions against countries that do not accept their deported migrants

Presidential Memorandum of April 4, 2018

Requested National Guard troops to secure the border; requested training for troops

wésﬁ Asylum Case Review (PACR) and Humanitarian Asylum Review Program (HARP)

‘When a migrant is placed under expedited removal, they usually can go through the process of a credible fear interview if they
express concerns that they will be persecuted if they return to their home country
Usually before an interview is held, the migrant is transferred to an ICE detention center
Through Humanitarian Asylum Review Program (HARP) and a similar program, Prompt Asylum Case Review (PACR), these
credible fear interviews take place in CBP’s short-term detention centers, without the transfer to an ICE detention center
o As aresult, migrants receive limited access to legal counsel before the interview, which can be detrimental to a
migrant’s chances to apply for asylum
o If the migrant fails the credible fear interview and requests an appeal, the appeal takes place over the phone
o In addition, many of these migrants stay in short-term detention facilities longer than the allowed three days, which can
expose them to unhealthy environments

Background information on legal proclamations with regards to immigration, asylum claims, and deportation.

Table 4: Establishing Safer Communities and Economic Opportunities for Migrants Residing in the United States

Biden has made efforts to reinstate protections for undocumented migrants in the United States

Strengthened DACA, but does not specify what “fortify” means

Included undocumented migrants in the census, which can direct federal funding to undocumented communities

Revised deportation criteria prioritizing undocumented migrants who are risks to public, border, and national security, which may help relieve stress of deportation
among many migrants. However, since border officials can use individual discretion in deportation proceedings, the fear of deportation may not have changed
Biden can make more concrete changes to his promises

Should provide additional financial aid to DACA recipients currently in higher education and ensure their families are not separated through deportation
Should expand deportation protection to places of worship, hospitals, workplaces, and schools

Relevant social determinant of health: Access to community and access to economic opportunities

The stress of deportation can negatively affect migrants’ health

Policy (index # includes

SDH Groupings

Does Policy Meet Biden’s
Promises? (index includes

Date Sources. Summary Covered special character)
Access to 4
‘economic Promise to provide additional
(8)Preserving and Orders the DHS to “preserve and fortify" DACA opportunities financial aid to Dreamers has
Fortifying Deferred yet to be met. Should provide
Action for Childhood Reaffirms that migrants who were brought to the United States as children and went to school or the Access toa safe | more protection for Dreamers’
Arivals (DACA) 01/2021 |WH not be priorities for deportation families
Section 5
Makes naturalization more accessible and efficient to green-card holders
Establishes the Interagency Working Group on Promating Naturalization to promote naturalization
Section 4 *6,%9,~2,°8
Reviews the Immigration and Naturalization Act's public charge condition Met completely, though no
progress on the Task Force
Promotes public communication of public charge policies has been noted yet
Section 2 Public charge rule of 2019
revoked in (11)
Reconvenes Task Force New Americans to welcome immigrants
Concern that some military
Section 6 veterans would not qualify for
naturalization because they
Revokes Enforcing the Legal Responsibilities of Sponsors of Aliens, which attempted to strengthen enforcement on have been convicted of a
sponsor's liability and sponsor deeming felony and thus cannot have
(9)Executive Order on Access to “good moral character”
Restoring Faith in Our Sponsors must be able to provide financially to their beneficiaries, and reimburse the government for any federal | healthcare
Legal Immigration benefits an immigrant takes Concern that Biden might only
Systems and Access to safe | consider veterans deported
Strengthening Migrants who want federalistate benefits must inform the goverment of their sponsor's income and resources i under Trump
Integration and and not those under the
Inclusion Efforts for WH, NILC,  [Bill considered consequences for sponsors who cannot reimburse the government (i.e. removal of sponsor status | Access to Obama, Clinton, and Bush
New Americans 02/02/21 |NAFSA and collection of debt by government) ‘community
(19)Executive Order on
Ensuring a Lawful and
Accurate Enumeration Orders Secretary of Commerce to report census of all people residing in the state at the time the census was
and Apportionment administered, regardless of immigration status Access to
Pursuant to the economic ~1
Decennial Census 01/20/21 |WH Revokes Executive Order 13880, which ordered the census to exclude immigrants Met completely
DHS deems the 2019 Public Charge rule an inefficient use of government resources. In addition, the DHS
acknowledges that the rule likely discourages migrants who are eligible for federal benefits from accessing them due
to fears that their visas would not get approved Access to
healthcare,
US Department of Justice also denied appeals over the 2019 rule, effectively solidifying the revocation access to
(11)Revocation of 2019 nutrition, access
Public Charge Rule DHS reverts to 1999 public charge policies, which do not consider migrants' use of federal benefits in their toa safe 6
(DHS) 04/12/21 |DHS i i Met completely
Section 1
Classifies travel bans primarily targeting Muslim and African nations as harmful to migrants' emotional wellbeing,
and discriminatory towards people of different ethnic backgrounds and faiths
Revokes Executive Order 13780, Proclamations 9645, 9723, and 9983
Section 2
Begins developing a plan to review visa for those whose ‘were denied under
9645 and 9983
Section 3
Reviews what information foreign countries give to the United States regarding immigrants and nonimmigrants, and
determine methods to accurately and reliably vet those who seek entry
(14) Proclamation on
Ending Discriminatory Strengthens vetting processes
Bans on Entry to The Access to 13
United States 01/20/21 |WH, other Evaluates whether social media should be considered in vetting ‘community Met completely
Revokes Executive Order 13768, which:
Prioritized all undocumented immigrants for deportation
Blocked federal funding for jurisdictions that have sanctuary policies.
Ordered hiring of additional immigration officers
Reinstituted Secure Communities program, which checks the immigration status of every person in custody; if a
person is undocumented, they will be prioritized for deportation by ICE
Encouraged countries to accept deported individuals
(3)Executive Order on Created the Victims of Immigration Crime Engagement (VOICE), which assisted victims of crimes committed by
the Revision of Ci undocumented immigrants
Immigration
Enforcement Policies AMC, IPTP, " |Ordered the Secretary of Homeland Security to regulary publish a list of crimes committed by undocumented Access tosafe |4, ~1
and Priorities 01/20/21 |DHS, WH immigrants None
Recommends ICE officials exercise n ‘whether an migrant is a priority for
deportation
|Amigrant is considered a priority for deportation if they are a risk to national security, border security, and/or publi
safety
*1
Note: any migrant who was apprehended while attempting to cross the border on or after November 1, 2020 is a These deportation criteria do
(15)Interim Guidance: priority not grant protection of
Civil Immigration deportation at workplaces,
Enforcement and Deportation of any migrant who does not fall under the priority criteria must be pre approved by Field Office Access to places of worship, schools,
Removal Priorities 02/18/21 |ICE Directors or Special Agent in Charge community and hospitals




Does Policy Meet Biden’s

Policy (index # SDH Groupings | Promises? (index includes
includes parentheses) | Date Sources Summary Covered special character)
Task Force on of Families

Attempts to reunite parents and separated children

Provides health and mental health services to affected families

Considers granting humanitarian parole to deported parents

Revokes Executive Order 13841, which:

Authorized detention of undocumented migrant families (parent(s) with children) that

attempt to cross the border
(7)Executive Order Access to a
on the Establishment Criminalized border crossings that do not occur at ports of entry safe
of Interagency Task environment .
Force on the Ordered Secretary of Homeland Security to use detention facilities to hold fai 2 B
Reunification of FR, WH, Access to Desire for faster
Families 02/02/21 |other First four families were reunited in early May 2021 healthcare reunification process

Increases annual refugee cap from 15000 to 62500 22

al goal was 125,000

(20)Biden Raises AP, WH, | Originally was set at 15000 to reflect “humanitarian concerns” and difficulties in Access to safe |migrants/year, which is
Refugee Cap 05/03/21 |other reversing Trump'’s refugee policy environment | well below 62,500
(10)Executive Order Section 2
on Creating a
Comprehensive Create a plan that addresses causes of migration in the Northern Triangle promotes
Regional Framework democratic government
to Address the
Causes of Migration, addresses economic inequality
to Manage Migration
Throughout North preserves human rights Access to
and Central America, econom
and to Provide Safe combats domestic, sexual, and gender-based violence opportunities,
and Orderly access to safe | )
Processing of Asylum WH, AMC, I Ce Strategy to provide asylum, lawful immigration |environment, 14 ..Emr U,E no major
Seekers at the United JI, AP, pathways, and aid. These will be i in multiple countries to access to meetings with leaders
States Border 02/02/21 |AILA grant migrants the option to resettle closer to home community have been held yet

Table 5: Other Policies
Biden has made progress towards reversing Trump’s immigration policies, which appears to be an underlying theme among his promises with regards to migration
Began process to reunify families separated at the border
Raised refugee cap to pre-Trump administration levels
Proposed meetings with regional leaders of Northern Triangle countries to discuss solutions to curb migration
However, Biden can improve by achieving the following:
Speed up reunification processes

Set a higher annual refugee cap

Meet with regional leaders to find diplomatic solutions

Results

In the table, each policy was categorized into
the most relevant social determinants of health
based on their implications for undocumented
migrants. To ensure simplicity in reading

the table, most policies were assigned to one
predominant social determinant of health. Each
policy was also matched with promise(s) made
by Biden during his 2020 presidential campaign
regarding immigration. When the policy’s
implications did not meet Biden’s corresponding
promise, the gap between the policy and Biden’s
promise was noted in the right-hand column.
One potential source of bias introduced into

the results is that policies were compared to
pro-immigration rights advocacy groups. These
advocacy groups were chosen because their
reports regarding the policies provided opinions
on whether the policies meet Biden’s promises.
However, these organizations’ opinions might
have led to a less optimistic view on Biden’s

progress towards meeting his promises for
immigration because the organizations want
policies to protect more rights for migrants.
To minimize bias, all policies were read
independently first before the organizations’
critiques were reviewed.

After categorizing all of the policies to their
promises, each policy was then grouped into
thematic groups. Three major thematic groups
arose among the policies: “Reforming the
Asylum System and the Asylum Applicant’s
Experience”, “Establishing Safer Communities
and Economic Opportunities for Migrants
Residing in the United States”, and “Extending
Deferred Enforced Departure (DED), Parole,
and Temporary Protected Status (TPS)”. These
groupings corresponded to similar policy
groupings for a set of policies. For instance, the
group “Extending Deferred Enforced Departure
(DED), Parole, and Temporary Protected
Status (TPS)” covered policies that extended

parole, DED, and TPS to migrants, granting
employment for them.

In addition to policies pertaining to
undocumented migrants, policies pertaining
to legal migrants were included because

they provide a fuller picture of the Biden
administration’s general attitude towards
migration, complementing the administration’s
attitude to undocumented migrants. In the
table, policies related to legal migration

have a blue background. Furthermore,
introductory backgrounds to policies from
previous administrations referenced in the
Biden administration’s policies were included
throughout the table.

The figure was assembled according to three
major social determinants of health covered
by Biden’s policies relating to undocumented
immigrants: access to community, access to

a safe environment, and access to economic
opportunities. Major policy implications
related to these social determinants of health
were placed to the left, while potential health
outcomes predicted by these policies were placed
on the right. When read from left to right, the
figure provides a causal relationship between
the Biden administration’s policy implications
and potential health effects for undocumented
migrants.

Conclusion

This paper provides a comprehensive view of
policies regarding undocumented migrants
enacted by the Biden administration, and
attempts to predict health outcomes for
undocumented migrants based on the policies
collected, using a social determinants of
health framework. The results illustrate the
Biden administration’s supportive attitude to
undocumented immigrants, which is predicted
to create positive health outcomes for migrants.
A significant portion of Biden’s policies focused
on revoking Trump’s policies that restricted
undocumented migrants’ protections as
asylum seckers and limited the number of
asylum applicants passing through the border.
However, Biden also adapted to the rapid influx
of migrants at the southern border in spring

of 2021, increasing the number of Human and
Health Services care facilities to accommodate
unaccompanied children, and reopening the
Central American Minors program to reunite
more unaccompanied children with their
families in the United States.

According to the social determinants of

health framework, Biden’s policies increased
economic opportunities for undocumented
migrants residing in the United States, stronger
protections from deportation, and greater
access to safer environments provided by the

Biden’s Policy
Implcatons

Relovant Social
Deterrinant of Heaith

“However, a 2017
study conducted
by Hainmueller
et al. found that
children of single
undocumented
mothers, born
around the time
DACA was
implemented,
experienced
significantly
lower prevalence
of anxiety and
adjustment

disorders, compared

to children
born before the
implementation of

DACA.”

relevant social determinants of
health, and their potential health
outcomes.



“While the Biden
administration’s
policies might
address racial
discrimination,
policies will

not address the
underlying social
contexts that create
discrimination.”

government. These policies will likely improve
migrants’ wellbeing in the near future by
reducing the stress of deportation for migrants
and increasing their access to high quality
health infrastructure.

However, this paper does not address other
significant factors that might affect migrants’
overall wellbeing. For instance, rampant
discrimination and xenophobia due to racial
associations of COVID-19 might increase the
stress people of racial minorities experience.
This stress also applies to undocumented
migrants of color, as stereotypes pervade across
all members of certain racial groups. While the
Biden administration’s policies might address
racial discrimination, policies will not address
the underlying social contexts that create
discrimination. The stress experienced by
undocumented migrants of color can produce
negative health outcomes, such as stress-related
illnesses, which cannot be predicted by the
policies from this project.

Future projects should continue to explore

the Biden administration’s stance towards
undocumented migrants, and how changes in
their stance might influence migrants’ social
determinants of health. Also, emphasis should
be placed on state and local policies, since
those policies have a more direct impact on
undocumented migrants’ access to resources
and healthcare. These projects might analyze
how one region’s population of undocumented
migrants experience different health outcomes
than a population in a different region, and
whether structural factors such as sanctuary
policies and availability of healthcare contribute
to the disparities.
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