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Key points:

e American Indian/Alaska Native, Black, and Hispanic/Latino children in the United
States have had disproportionately higher case rates, hospitalizations and deaths
related to COVID-19. They also have had less access to medical care throughout the
pandemic.

e American Indian/Alaska Native and Black children are significantly underrepresented
in COVID-19 vaccine clinical trials.



ABSTRACT

Coronavirus disease 2019 (COVID-19) is an important cause of morbidity in children in the United
States (U.S.). Moreover, the U.S. has witnessed significant disparities affecting American
Indian/Alaska Native, Black, and Hispanic/Latino children, stemming from systemic racism and
social-structural inequalities and not differences in innate biological susceptibility.

We review what is known on COVID-19 and health disparities in disease burden, access to care,
pharmaceutical interventions, and clinical research in children, with a focus on the U.S. context. In
addition, we propose strategies to communicate scientific data in ways that do not promote racism and
biological susceptibility themes, and to address pediatric disparities in clinical infectious diseases
research.



Introduction

In the United States (U.S.), the health impacts of the novel coronavirus disease 2019 (COVID-19)
pandemic has been unevenly distributed by race and ethnicity.[1] These disparities may have
deepened during recent COVID-19 surges attributable to the Delta and Omicron variants.[2, 3]

Race and ethnicity are socially constructed, historically determined, and culturally reproduced
categories. Health disparities reflect the effects of systemic racism and should not be misconstrued
as evidence of biological determinism (the concept that human characteristics are rigidly determined
by hereditary factors largely unaffected by environmental factors).[4,5] The authors acknowledge
that race and ethnicity as categories of analysis are deeply complicated, potentially reductive, and
often problematic. Nonetheless, in many contexts, and especially in the U.S., they provide a useful
lens for tracking and understanding health disparities, as they are frequently measured and closely
intertwined with other social-structural determinants of health, including poverty and healthcare
access. For this reason, we chose to utilize the racial/ethnic categories used in the U.S. Census for
the purposes of this review. When comparing groups throughout this manuscript, White race is
often use as the reference as we are following the data reporting per the primary studies cited, but
we do not recommend utilizing White centering language when reporting original data.

The published literature on disparities by race and ethnicity in COVID-19 outcomes in the U.S. have
focused largely on adults. There have been limited published manuscripts focused on pediatric
health disparities observed during the COVID-19 pandemic.

In this article, we summarize what is known on COVID-19 and pediatric health disparities in disease
burden, access to care, pharmaceutical interventions, and clinical research related to COVID-19, with
a particular focus on the U.S. We chose the U.S. as a very large, diverse geographic context with
which we are most familiar, and this is further justified by the fact that, as of this writing, the U.S.
has reported more confirmed COVID-19 cases and deaths than any other country in the world.[6]
Finally, we propose strategies to communicate scientific data in ways that do not promote racism
and biological susceptibility themes, and to address pediatric disparities in clinical infectious diseases
research.

Health disparities in the burden of COVID-19 in children

Acute COVID-19

Between February 2020 and January 2022, approximately 8.5 million children were infected
with SARS-CoV-2 in the U.S.[7] Centers for Disease Control and Prevention (CDC) data
show that the case rate per 100,000 population among American Indian/Alaska Native
children has been consistently higher than other racial groups across all ages. During the peak
of the Omicron surge in early 2022, children from all non-White racial groups had higher
case rates when compared to White children.[8] (Figure 1) These disparities reflect the
impacts of poverty, social vulnerability and systemic racism, which are manifested as
differences in household crowding, healthcare access, and caregivers’
occupation/employment.[9-11]




In the U.S., approximately 0.02% of children infected with SARS-CoV-2 have required
hospitalization.[8] Hospitalization rates due to COVID-19 have been higher among Black and
Hispanic/Latino children when compared to non-Hispanic White children. During the earliest
phase of the pandemic, COVID-NET data indicated hospitalization rates of 16.4 per 100,000
among Hispanic/Latino children and 10.5 per 100,000 among Black children — corresponding
to 5- to 8-fold higher rates than White children.[11] According to the National COVID
Cohort Collaborative, increased odds of severe disease and hospitalization among Black
children persisted with the advent of the Delta variant, and COVID-NET data indicated that
Black children accounted for 47.1% of children hospitalized at the beginning of the Omicron
surge in December 2021.[13, 14]

As of April of 2022, the U.S. registered 1,484 COVID-related pediatric deaths. Hispanic/Latino
children comprise 32.4% of all pediatric deaths despite representing approximately 26% of U.S.
children and non-Hispanic Black children comprised 19.4% of pediatric deaths despite representing
13.7% of the pediatric population. American Indian/Alaska Native and Native Hawaiian/Other Pacific
Islander children, in particular, have experienced disproportionate risk for mortality, comprising
1.5% and 1.2% of pediatric COVID-related deaths, respectively, despite representing 0.8% and 0.2%

of U.S. children.[8, 15]

Multisystem Inflammatory Syndrome in Children (MIS-C)

MIS-C is a rare but serious condition that typically occurs within 4 weeks after SARS-CoV-2
infection.[16] As of May 2, 2022, CDC reported cumulative totals of 8,210 MIS-C cases and
68 deaths.[8]

During the early phase of the COVID-19 pandemic in the U.S., MIS-C incidence per
1,000,000 person-months was 9-fold higher among Black and Hispanic/Latino children, and
3-fold higher among Asian or Pacific Islander children, versus White

children.[17] Hispanic/Latino and Non-Hispanic Black children have continued to be
disproportionately affected by MIS-C, comprising 57% of reported cases with available race
and ethnicity information as of May 2, 2022. [8]

Moreover, severity of MIS-C may differ by race or ethnicity. One national surveillance study
reported increased odds of intensive care unit admission and decreased cardiac function
among non-Hispanic Black children versus non-Hispanic White children with MIS-

C.[18] Though the exact cause of these disparities is not known, potential contributing factors
from the cited study include insufficient access to health care, increased prevalence of
underlying medical conditions, and increased exposure to environmental pollutants.

It remains unclear if the disparities in the burden of MIS-C are entirely attributable to
disparities in SARS-CoV-2 infection. Some studies have reported that the observed burden of
MIS-C in Black and Hispanic/Latino children exceeded expected burden based on
corresponding SARS-CoV-2 infection rates.[17, 19] Undercounting of COVID-19 cases,
however, probably differs by race and ethnicity due to disparities in testing access. Although
measures of poverty, social vulnerability and systemic racism have not been routinely
collected in MIS-C surveillance data, one small case-control study from the first year of the
pandemic found that MIS-C patients hospitalized at three academic centers had lower
neighborhood socioeconomic status, had increased social vulnerability, and were more likely
to be Black or Hispanic/Latino.[20] Larger, high-quality studies are needed to understand the
complex interactions between race, ethnicity, other social-structural determinants of health,
and risk for MIS-C over time.




The pandemic’s impact on other health and social outcomes

Disparities in health and social outcomes not directly attributable to SARS-CoV-2 infection
itself have also been observed in children from racial and ethnic minority groups during the
COVID-19 pandemic. These disparities reflect collateral damage of the pandemic and the
societal response: school closures, social isolation, reduced access to in-person healthcare,
impact on caregivers, and large-scale diversion of public health and social safety net
infrastructure to the pandemic response. These outcomes include rates of prematurity,[21, 22]
congenital syphilis,[23, 24] long-term breastfeeding,[25, 26] incomplete routine childhood
vaccination coverage,[27, 28] diabetic ketoacidosis,[29, 30] food insecurity,[31, 32] inability
to engage in virtual learning,[33] adherence to treatment for chronic conditions,[34] mental
health emergencies[35] and suicide attempts,[36] among others.[9, 32] These are
compounded over the loss of loved ones including parents and grandparents causing burdens
of bereavement and grief that have disproportionately affected children from specific racial or
ethnic minorities.[37] Paradoxically, child poverty in the US fell to historic lows during the
first two years of the pandemic due to aggressive policy initiatives,[38] but rollbacks may
disproportionately affect children from racial and ethnic minority groups.

Health disparities in pediatric COVID-19 access to care and pharmaceutical interventions

Access to SARS-CoV-2 testing

Disparities in testing rates have been reported across the United States, primarily impacting racial
and ethnic minorities, and rural and low-income communities.[39-41] Using publicly available state-
level dashboards, Pond et al found that only 8 states reported testing data by race and ethnicity, and
that Hispanic/Latino individuals received significantly fewer tests per case than non-Hispanic/Latino
individuals.[42] The Health Resources and Services Administration’s Health Center Program showed
that among persons with known race/ethnicity who received testing, 36% were Hispanic/Latino, 38%
were non-Hispanic White, and 20% were non-Hispanic Black; however, the percentage of positive
test results were 56% Hispanic/Latino, 24% non-Hispanic White, and 15% non-Hispanic Black.[43]
Other studies have shown larger differences in testing by preferred language and insurance
status.[44] Identified challenges to achieve equitable testing are insufficient number of walk-in
testing sites in the most affected communities, no access to private transportation to drive-up
testing sites, and lack of accurate information on testing criteria, availability, and cost.[39] It has
been shown that increasing access to testing in highly affected communities can increase outpatient
evaluations and concomitantly decrease test-positivity and hospitalizations.[45]

Access to telehealth

The COVID-19 pandemic prompted the rapid expansion of telehealth services in the U.S., with slower
uptake among pediatric populations.[46]

Access to technology, internet connection, digital literacy and English proficiency are essential to
receive telehealth services.[47-49] Recent studies have identified disparities in the delivery of
telehealth services to historically underserved communities.



National survey data on telehealth use among adults and children in 2021 showed that telehealth
utilization was lowest among the uninsured (9.4%), and highest among those with Medicaid (29.3%)
and Medicare (27.4%).[50] Yet, the lowest rates of video-enabled telehealth services were reported
among respondents who self-identified as Asian American/Pacific Islander, Black or Hispanic/Latino;
and those with lower education and income.[50] Medical providers practicing in areas with a high
social vulnerability index were more likely to use telephone (audio only) as the primary telehealth
modality than providers in low social vulnerability index areas (41.7% vs 23.8%; P <.001).[51]

Limited English proficiency is another important barrier to access telehealth services, and in
particular video telemedicine.[52] Patients with limited English-proficiency have half the odds of
using telehealth services compared with English-proficient patients, even after accounting for
sociodemographic factors and health status.[52] Incentivizing and requiring integration of
interpreter services into telehealth platforms may contribute to telehealth equity.

Access to COVID-19 therapeutics

Therapeutic options for children with COVID-19 remain limited. As of this writing, remdesivir and
dexamethasone are mainstays for hospitalized children with severe disease.[52] In the outpatient
setting, remdesivir, ritonavir-boosted nirmatrelvir and the-anti-SARS-CoV-2 monoclonal antibody
(mAb) bebtelovimab can be considered.[54] Other mAbs were available prior to the emergence of
the Omicron variant. Administration of remdesivir and mAb therapy require most patients to travel
to major pediatric centers as they are not available in all hospitals or pediatrician offices. In addition,
the supply of ritonavir-boosted nirmatrelvir and mAbs has been distributed on allocation through
federal and state public health agencies.[55] As a result, not only availability but also access for
children is limited.

Even when indicated, access to therapies in the US may differ by race and ethnicity. A study that
assessed COVID-19 treatment by race and ethnicity between November 2020 and August 2021
among 41 different U.S. health care systems found that Hispanic, Black, and Asian patients received
mAb therapy 22-58% less often than did non-Hispanic White patients. Though less dramatic,
differences were also noted in inpatient settings, where Asian, Black, and Hispanic/Latino patients
received dexamethasone less often than did White patients.[56] In another study among kidney
transplant recipients, Black and Hispanic/Latino patients were less likely to receive mAb therapy for
COVID-19.[57]

Aside from logistical difficulties in accessing outpatient therapies, several social and cultural factors
have been noted to influence a person’s decision to accept these therapies even when
recommended by their medical provider, including White race, non-Hispanic ethnicity, English as a
primary language, and social support.[58-60] Data on disparities in access and parental acceptance
of COVID-19 therapies among U.S. children are lacking.



Access to COVID-19 vaccines

Disparities in the receipt of COVID-19 vaccines exist based on race and ethnicity and rural versus
urban populations. Since August of 2021, full vaccine coverage in people 12 years and older has
remained lower among those identified as American Indian/Alaska Native (45.1%), Black (44.4%),
Hispanic/Latino (41.8%), and Native Hawaiian/Other Pacific Islander (45.1%) versus Asian (68.5%)
and White (59%).[61] Given the efforts from federal, state, local organizations and pharmacies, >90%
of eligible children lived within 5 miles of an active COVID-19 vaccine provider within 4 weeks of the
vaccine becoming available[62] which suggests that alternative reasons may explain persistent
disparities in vaccine hesitancy and medical mistrust, which disproportionately affect
Hispanic/Latino and non-Hispanic Black adults in the U.S.[63, 64]

It is also important to note that people living in urban areas have a higher rate of full vaccination
coverage than those living in rural areas (67.2% versus 49%, respectively, as of April 17 2022).[65]
Access to healthcare has been an important problem for rural communities during the COVID-19
pandemic in the U.S., but other factors are likely to play a role in this vaccine coverage gap.[66] One
survey reported that 40% of parents living in rural areas did not receive the recommendation to get
the COVID-19 vaccine from their child’s primary care provider compared to only 8% of parents living
in urban areas.[67]

Health disparities in pediatric COVID-19 research

Clinical trials have historically lacked diversity, enrolling predominantly White, male
participants, and therefore, have not been representative of the general population.[68]
Information on the safety and efficacy of therapies among a variety of racial and ethnic
groups has been one hypothesized benefit of more diverse clinical trial enrollment,[69] but
we are not aware of contemporary recommendations that modify indications or dosing of any
anti-infective agents solely on the basis of race or ethnicity. Such hypotheses run the risk of
medicalizing socially constructed categories and misapprehend the true benefit of diversity in
clinical trial enrollment during a pandemic caused by a novel pathogen: improved and
accelerated access to new and repurposed drugs among historically underserved populations
that are also at highest risk for poor outcomes.

Some reasons clinical trials may lack diversity include mistrust of the team or process, stigma
of participation, time and transportation constraints, and unclear understanding of the
potential value of participating.[3, 69, 70] Some participants may need accommodations to
participate, such as information provided in their preferred language, flexible time to
participate, and transportation.[70] Importantly, the potential costs of clinical trial
participation are an underappreciated barrier that may prevent low-income individuals from
enrolling in clinical trials. Medicare recipients and private payers have been able to get these
costs covered by insurance for several years. In December of 2020, Congress passed the $900
billion COVID-19 relief package and $1.4 trillion omnibus spending bill which includes
legislation that now guarantees coverage of such costs for all Medicaid recipients for the first
time in the program’s history, which may help address the cost barrier for some
individuals.[71]

In addition to lack of racial and ethnic diversity in clinical trials, children are not typically
included in the initial phases of clinical trials which often leads to extrapolation of adult data
for treatment of children. However, it is well known that children have complex
pharmacokinetic characteristics that vary with age and are unique from adults.[72] Like adult
trials, there is a lack of diversity in pediatric clinical trials.[73]



This lack of diversity in clinical trials seems absurd given the disproportionate burden of
cases, hospitalization and death among American Indian/Alaska Native, Black, and
Hispanic/Latino populations.[74, 75] The proportion of people from racial and ethnic
minority groups included in many of the major COVID-19 vaccine and therapeutic trials has
not been representative of the proportion of these groups in the general US population.
Additionally, children were excluded in the early vaccine and therapeutic trials. This has led
to a paucity of data for optimal therapeutic management of children with COVID-19 and has
resulted in off-label use of treatments.[76]

The COVID-19 vaccine trials of the BNT162b2 vaccine in children and adolescents included
a great majority of White participants. American Indian/Alaska Native and Black children
were underrepresented in both trials[77,78]; notably there were no American Indian/Alaska
Native children in the vaccine trial for 5-11-year-olds.[77] A summary of the initial vaccine
trials (for children and adults) and racial/ethnic characteristics of participants is included in
Table 1.

Most of the randomized controlled trials on COVID-19 therapies are limited to patients aged
18 years and above. The racial and ethnic make-up of each trial, when available, was highly
variable and is summarized in Table 2. Of note, this table is not intended to be inclusive of
all studies conducted but highlights pivotal trials and the participants who were included. For
comparison, we provide the racial and ethnic breakdown of the general U.S. population in
Supplementary Table 1.

Conducting clinical trials during a pandemic is difficult, and these studies have provided
information that has saved countless lives. However, these studies did not always have
participants reflective of the racial and ethnic make-up of the U.S. Though some studies were
multi-national—and global equity in pharmaceutical access is certainly a laudable goal—
ensuring diversity in trial enrollment should have been a major priority given the
disproportionate impact of COVID-19 on racial and ethnic minority groups. Indeed,
normalizing the collection and reporting on other social-structural determinants such as social
vulnerability index[79] and Medicaid beneficiary status may represent simple and efficient
steps towards ensuring equity in clinical trial enrollment and early access to novel therapies.
Recommended strategies to decrease disparities in clinical research

It is important that investigators address racial and ethnic equity throughout the different
steps of clinical research to decrease disparities and inequality. This should be considered
while formulating a research question, applying for funding, collecting and analyzing data,
and reporting data to both the scientific community and the public. We summarize some
practical strategies to decrease disparities in clinical research, and for investigators to
communicate data without promoting racism in Figure 2.

Conclusion

Our review of the evidence indicates that morbidity attributable to acute COVID-19, MIS-C,
and a variety of other adverse health and social outcomes have not been evenly distributed
among all U.S. children. Unequal availability and access to vaccines and therapeutics further
contribute to health disparities, and it is urgent that such disparities be described and
addressed by the pediatric infectious diseases and public health communities. Disparities in
clinical trial enrollment represent a missed opportunity to afford early access to new,
potentially beneficial therapeutics in the face of novel and emerging pathogens. We hope this
manuscript serves to summarize and highlight the ongoing health disparities in the impact of
the COVID-19 pandemic among U.S. children but also as a call to action to work towards
decreasing these disparities and mitigate its effects on children’s health.
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TABLES/FIGURES

Table 1. Racial and ethnic make-up of several key COVID-19 vaccine trials

Vaccine Trial design Agg o Racial & Ethnic make-up of participants®
manufacturer participants
American
Indian or Asian Black  Hispanic/Latino  White
Alaska Native n (%) n (%) n (%) n (%)
n (%)
Phase 2/3 randomized placebo-
controlled trial assessing safety, 147 1790
immunogenicity, and efficacy of 5-11 years Not reported 137 (6%) (65%) 478 (211%) (79%)
BNT162b2 vaccine[77]
Phase 3 randomized, placebo-
controlled, observer-blinded trial
. . i fety, immunogenicity, 109 1933
Pfizer-BioNTech = 3°°¢5°!N6 sately 12-15 years 7 (0.31% 143 (6.3% 262 (11.6%
and efficacy of BNT162b2 y ( ) ( ) (4.8%) ( ) (85.5%)
vaccine[78]
Phase 2/3 multinational, placebo-
controlled, observer-blinded pivotal
1608 3492 31266
efficacy trial assessing safety and >16 years 201 (0.5%) (4.3%) (9.3%) 10543 (28%) (82.9%)
efficacy of BNT162b2 vaccine[80]
Phase 3 randomized, observer-
blinded, placebo-controlled trial to
1382 3090 24024
Moderna assess efficacy and safety of mRNA- >18 years 233 (0.8%) (4.6%) (10.2%) 6235 (20.5%) (79.2%)
1273 SARS-CoV-2 vaccine[81]
Johnson & Phase 3 international, randomized, >18 years 187 (0.4%) 1430 8515 19837 (45.4%) 25696
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Johnson’s double-blinded, placebo-controlled (3.3%) (19.4%) (58.7%)
Janssen trial assessing safety and efficacy of
single dose Ad26.COV2.S vaccine
against COVID-19[82]

*The total within each row may exceed 100% if study participants reported multiple races/ethnicities.
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Table 2. Racial and ethnic make-up of several key COVID-19 therapeutic trials

Medication type Medication Trial design A_g(? of Racial & Ethnic make-up of participants®
participants
American
Ir'IA(\JII;aSnkgr Asian Black  Hispanic/Latino  White
0, 0, 0, 0
Native n (%) n (%) n (%) n (%)
n (%)
Double-blind,
randomized, controlled
’ 135 226 566
trial of intravenous 218 years 7 (07%) (127%) (213%) 250 (235%) (533%)
remdesivir vs placebo[83]
Randomized, open-label,
phase 3 trial comparing 5
Not 45 44 276
days to 10 days of 212years onorted  (11.5%) (11.2%)  NOtreported 76 400
remdesivir[84]
Anti-viral Remdesivir R?ndom{zed controllefj
trial: patients randomized
to one of four trial
medications (including >18 years Reported by geographic region, not by race and ethnicity
remdesivir) or local
standard of care[85]
Double-blind, randomized
controlled trial comparing
i 14 36 42 0 452
3 days of outpatient >12 years (2.5%) (6.4%)  (7.5%) 235 (41.8%) (80.4%)

remdesivir vs placebo[86]
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Phase 2/3 open-label
study evaluating safety,

28 days — .
tolerability and <18 y)(/aars Not currently available
pharmacokinetics[87]
Phase 2/3, double-blind,
randomized, controlled 191 315 110 0 1607
Paxiovid  trial of Paxlovid vs 2IBYears  ggor) (140%) (a9%) OHLUS0%) 7 gy
[90] [90] [900]  [90] [90] [90]
placebo[88-90]
Phase 3, double-blind,
domized trolled 18
MOINUPIATI T £l of metmaoiavir v >18 years 29 g AT 452 (583%) 003
p trial of molnupiravir vs 2loy (3.7%) (2.3%) (6.1%) 070 (52.0%)
placebo[91]
Phase 2-3, randomized,
double-blind, placebo-
controlled trial of
Bamlanivimab - 0 38 83 0 896
& etesevimap ~ Pamlanivimab & >12years  3(0:3%) (3.7%)  (8.1%) 304 (29.4%) (87.4%)
etesevimab vs
placebo[92]
Mon_oclo_nal Phase 1-3, randomized,
antibodies ;
double-blind, controlled
Casirivimab & trial of low-dose vs high- 0 3 35 0 224
imdevimab  gose casirivimab & 218years  2(L0%) (4 505)  (13.0%) O3 (O60%) (g1 o)
imdevimab vs placebo[93]
i Phase 3, randomized, 1 34 38 506
0,
Sotrovimab double-blind, control trial >18 years (<1.0%) (6.0%) (7.0%) 368 (63.0%) (87.0%)
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of sotrovimab vs
placebo[94]

Bebtelovimab

No clinical data from
placebo-controlled trials
published at this time.
FDA authorized for use, as
it retains activity against
the omicron variant[54,
95]

*FDA
authorized
for >12
years[53]

Not currently available

Corticosteroids &
Immunomodulators

Dexamethasone

Randomized, open-label,
controlled trial of
standard of care alone vs
standard of care plus
dexamethasone[96]

>18 years

4689

Not specified (73.0%)

Blinded, parallel group,
stratified, randomized
controlled trial comparing
12 mg/day to 6 mg/day of
IV dexamethasone[97]

>18 years

Reported by country, not by race and ethnicity

Tocilizumab

Randomized, open-label,
controlled trial of
standard of care alone vs
standard of care plus
tocilizumab[98]

>18 years

3127

Not specified (76.0%)

Baricitinib

Phase 3, double-blind,

>18 years

316
(21.2%)

174 75
(11.7%)  (5.0%)

920
(61.6%)

100 (31.3%)
*Reported in

15




randomized, controlled the U.S. only
trial comparing baricitinib
vs placebo[99]

*The total within each row may exceed 100% if study participants reported multiple races/ethnicities.
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Figure 1. COVID-19 weekly cases per 100,000 population among children in the U.S. during the peak of
the Omicron sublineage BA.1 surge (01/15/2022) by age group and race and ethnicity.[8]

Figure 2. Suggested strategies to decrease disparities in research and for investigators to communicate
data without promoting racism.
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Figure 2

Increasing presence of underrepresented populations in clinical trials

« Investigators should be aware of the inequities in social determinants of health that affect racial and ethnic minorities.
* The research workforce should be representative of diverse racial, ethnic, and socioeconomic backgrounds.[100, 101]
« Ensure diversity in Institutional Review Board (IRB) and engage community members in local IRBs.[102]

« Academic institutions should value faculty investment in community-engaged research.[102]

+ In clinical trials, strive to provide flexible hours, transportation, and offer telehealth visits when appropriate.[70]

* Make research teams accessible via several platforms (e.g., website, email, landline).[102]

Best practices for funding research [102]

« Funding agencies should diversify their scientific committees to implement a more inclusive research agenda.

* Priority should be given to study proposals that include a representative population and engage community partners.

« Funding agencies should acknowledge the increased efforts and financial resources needed to recruit/retain diverse
study participants.

Generating new research questions with an equity-focused perspective

+ Research teams should have members from diverse backgrounds with a connection to the study population.[103]
« Research teams should foster relationships and community engagement early during clinical trials.[70, 101]

+ Community representatives should have input into the research question(s) to ensure their needs are addressed,
preferred methods of inquiry are determined, and that the proposed research will benefit the community.[103,104]
+ Research questions should reflect the community’s values and perspectives of the study participants.[105]

+ Research should be aimed at promoting equity[104] and ensure that recruiting protocols do not potentiate
inequities.[103]

« Ensure culturally relevant measures are used.[103]

Analyzing data from an equity standpoint

« Prioritize analyses that can impact action, such as changes in practices and policies.[103]
« Investigators should consider how some data may increase vulnerabilities. [103]

« Investigator should explore within-group variation.[103,104]

« If disparities are noted, the structural factors responsible should be named. [103]

Reporting data to the scientific community

« Investigators should promote the use of non-stigmatizing terms when referring to certain groups of people.[106]

* Race and ethnicity differences should be considered and interpreted in the context of other sociodemographic factors,
cultural practices, and social determinants of health and reported in a way that reflects all these factors.

* Increasing diversity on editorial boards of medical journals can help minimize biases in publication.[102]

Reporting data to the public[105]

Collaboration with the community is important to identify audiences and best platforms for result dissemination.

* Stereotyping and victim-blaming the study participants should be avoided.

Language utilized to report data should be appropriate for the identified audiences, considering a communication team
and/or outside expert consultation if needed.

Report of findings should be accompanied by a plan to maintain interest and engagement in the future, so commitment
with the community does not end with the conclusion of the research study.
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