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Supplement:
From the UCLA-CDU
COVID-19 Task Force

INTEGRATED METHODS FOR APPLYING

CriTicAL RACE THEORY TO QUALITATIVE
COVID-19 EqQuity RESEARCH

Bita Amani, PhD, MHS"% Alejandra Cabral, MPH?% Mienah Z. Sharif, PhD, MPH 2%
James Huynh, MA, MPH??%; Kia Skrine Jeffers, PhD, RN, PHN?*; Shelby A. Baptista, MPH';
Breann McAndrew, MPH'; Natalie J. Bradford, MS*; Patanjali de la Rocha, MSW, MPH?*;

Background: Racism persists, underscoring
the need to rapidly document the perspec-
tives and experiences of Black, Indigenous
and People of Color (BIPOC) groups as well
as marginalized populations (eg, formerly
incarcerated people) during pandemics.

Objective: This methods paper offers a
model for using Public Health Critical Race
Praxis (PHCRP) and related critical meth-
odologies (ie, feminist and decolonizing
methods) to inform the conceptualization,
methods, and dissemination of qualitative
research undertaken in response to the
evolving COVID-19 pandemic.

Sample: Using purposive snowball sam-
pling, we identified organizations involved
with health equity and social justice advo-
cacy among BIPOC and socially marginal-
ized populations. Focus group participants
(N=63) included community members,
organizers, activists, and health workers.

Design: We conducted topic-specific

(eg, reproductive justice) and population-
specific (eg, Asian and Pacific Islander) focus
groups (N=16 focus groups) in rapid succes-
sion using Zoom software.

Methods: A self-reflexive, iterative praxis
guided theorization, data collection and
analysis. We obtained community input on
study design, the semi-structured discussion
guide, ethical considerations and dissemi-
nation. Applying PHCRP, we assessed our
assumptions iteratively. We transcribed each
interview verbatim, de-identified the data,
then used two distinct qualitative tech-
niques to code and analyze them: thematic
analysis to identify unifying concepts that
recur across focus groups and narrative
analysis to keep each participant’s story
intact.

INTRODUCTION

Racialized communities are dis-
proportionately impacted by disas-
ters and public health efforts to re-
spond to them. In the first year of
the COVID-19 pandemic, the life
expectancies of Black and Latinx
populations decreased 3 to 4 times
the life expectancies of Whites,"?
echoing early predictions that cases,
deaths, hospitalizations, and other
outcomes would be highest in the

Chandra L. Ford, PhD, MPH, MLIS*?

communities and populations most
impacted by historical and contem-
porary forms of structural racism.
Racism has been defined in many
ways. Gilmore’s definition of it,
which is widely used in Critical Race
Theory, emphasizes its structural na-
ture: racism is the “state-sanctioned
and/or extralegal production and
exploitation of group-differentiated
vulnerability to premature death.”™
Structural racism is a complex

assemblage of mutually reinforcing

Results: The praxis facilitated relationship-
building with partners and supported the
iterative assessment of assumptions. Logisti-
cal constraints included difficulty ensuring
the confidentiality of virtual discussions.

Conclusions: These novel approaches
provide an effective model for community-
engaged qualitative research during a
pandemic. Ethn Dis. 2022;32(3):243-256;
doi:10.18865/ed.32.3.243
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and interlocking ideas and practices
through which systems and institu-
tions create and maintain racial in-
justice.*” It both increases risk (eg,
by mandating essential work in high
COVID prevalence settings) and
limits access to solutions (eg, equita-
ble access to COVID testing) among
communities of color.*'” Racism se-
lectively renders some solutions (eg,
access to testing) socially and po-
litically possible, while creating the

We developed the
[framework (ie, a disaster
praxis), which draws on

applications of Critical

Race Theory to public
health.

impression that others (eg, closing
incarcerated settings) are unimagi-
nable."" Understanding the effects of
racism is important for addressing
the implications of the current pub-
lic health disaster and future ones. It
is also extremely relevant in prepar-
ing for emergent high levels of death,
disability, financial hardships, and
grief associated with it and its im-
plications for generations to come.

In March 2020, the Center for
the Study of Racism, Social Justice
& Health responded to the pandem-

244 Ethnicity & Disease, Volume 32, Number 3, Summer 2022

ic by forming the UCLA/Charles
R. Drew University COVID-19
Task Force on Racism and Equity
(“the Task Force”), which immedi-
ately launched the “COVID Sto-
rytelling Project (ie, Project).” The
Project, an ongoing, two-pronged
research study, has been document-
ing the perspectives and experiences
of diverse racialized and marginal-
ized populations and communities
(eg, immigrants, people experienc-
ing incarceration, unhoused peo-
ple, and racial justice protestors)
over the course of the pandemic.

The goals of the study are to un-
derstand how social injustices, in
particular structural racism, have
affected the health of racialized and
marginalized populations and com-
munities during the COVID-19
pandemic by prioritizing the voices
of communities that are missing from
or misunderstood within dominant
public health discourse.'”? The exis-
tence of structural and other forms
of racism is well-documented in the
health equity evidence base and in
other literatures (eg, sociology, law,
economics).'?'7 The critical meth-
odologies, specifically, Public Health
Critical Race Praxis (PHCRP), on
which the study is based, frame rac-
ism as impacting all aspects of how
society is organized; they recognize
that the oppressive, exploitative sys-
tems of White supremacy, capital-
ism, and patriarchy intersect and
mutually reinforce one another.*!*-!

Working from the understand-
ing that structural racism exists,
PHCRP-based projects pursue an-
swers to one overarching question:
How is racism operating here??**

In this Project, we spe-

cifically sought to clarify three
How
1) exacerbate the risk of acquir-
ing COVID-19 or dying from it?
2) affect efforts to mitigate and
contain the spread of COVID-19?
hardships

the communities

points: does  racism:

3) exacerbate among
already  ex-
racial,

periencing econom-

ic, and gendered inequities?

In this article, we describe the
framework and approaches used
in the Project’s qualitative arm
through which we conducted vir-
tual focus groups in rapid succes-
sion among community organiz-
ers and frontline professionals. We
also discuss lessons learned to date
about integrating Critical Race
Theory and empirical methods for

qualitative COVID equity research.

FrRAMEWORK: RACE
ConNscious INTEGRATION
OF THEORY, RESEARCH
METHODS AND
COMMUNITY ENGAGEMENT

To characterize structural racism
occurring during the pandemic and
identify ways it contributes to COV-
ID inequities for Black, Indigenous,
and People of Color (BIPOC) popu-
lations, we use the PHCRP and re-
lated critical methodologies (ie, fem-
inist, anti-colonial methodologies).
As with other critical approaches,
PHCRP requires researchers to ex-
plicate how their philosophical and
theoretical orientations shape their
methods and practice. It is very dif-
ficult to stand in our commitments
to justice and equity within the real-
ity of our institutions, which reflect



how neoliberal academia and the Re-
search Industrial Complex (RIC) op-
erate.”*” To this end, we developed
the framework (ie, a disaster praxis)
discussed in more detail below. It
draws on applications of Critical
Race Theory to public health. This
framework informs the Project’s con-
ceptual models, research methods,
translation of findings, and commu-
nity engagement activities. (Figure 1)

This frame is a sociogenic analy-
sis. We examine the larger society
within which pandemic inequities
are occurring and focus on societal,
as opposed to individual-level, deter-
minants of COVID-19 inequities.
In particular, we examine historical
(eg, indigenous genocide, enslave-
ment of Africans) and contempo-
rary state-sanctioned activities (eg,
the global mass displacement of
communities by White supremacy).
PHCRP’s theory, method and ac-
tion are built on the social justice-
oriented epistemologies described
herein, which examine the ill soci-
etal body.?**8 To adhere to PHCRP
tenets, our approach foregrounds
the primacy of racism and articu-
lates assumptions embedded within
the research methods and process.

Theory

Social, political, and health sys-
tems may undermine the capacity of
community-based workers to care-
take, organize for justice, and demand
dignity for oppressed populations.”
These community workers operate
as networked systems. They help to
build resilient social environments®
that serve as safety nets and reduce
disparities.*’* Community workers
who pursue justice and build power

Ethnicity & Disease, Volume 32, Number 3, Summer 2022

for (and within) their communities
have been recognized as essential
yet they are under-resourced, over-
burdened, d.353¢
Based on the prior evidence,
we conceptualize the COVID-19
pandemic as exacerbating the pre-

and under-utilize
33,34,37

cariousness of these networks
through losses of life, connection,
wellness, and resources. Literature
on the impact of the COVID-19

pandemic on community-based

workers supports this theory.?33437

Integrated Methods
The praxis we developed for this

project uses community-engaged re-
search practices that encourage com-
munities and professional research-
ers to partner as equals to conduct
research.’®” As with decolonizing
and Black feminist epistemologies,
the praxis also critiques conven-
tional modes of knowledge produc-
tion, which presume the inherent
objectivity of science. To support
transformative change, we use an
iterative, reflexive process that links
theory, methods and action at each
stage of the research process.!®4!

Our praxis also learns from the
indigenous practice of storytelling.
Within this practice, the informa-
tion gained from participants can-
not be reduced to mere narrative
data and/or qualitative methods.
We position the storyteller both as
master of their lived experience and
as teacher of their stories; those sto-
ries explain power dynamics in the
world around them.* The person
receiving the story is the (lifelong)
learner (ie, researcher). The deci-
sion to root the project in this way
was based on our desire to re-relate

Methods Using Critical Race Theory in Qualitative Research - Amani et al

to research with intentionality.**

We re-relate to research during the
pandemic by addressing power dif-
ferentials between the investigators,
the communities we engage and the
purpose of the research, which is to

transformation.*"4

bolster  social

The stories participants tell about
the contemporary and historical con-
ditions of their communities con-
stitute expert knowledge. The par-
ticipants are the experts sharing how
injustices shape the contexts, strug-
gles, reactions, emotions, solutions,
and underlying patterns of inequity,
which become the processes and
pathways through which COVID-19
disproportionately impacts BIPOC
communities. The integration of these
approaches for knowledge production
is appropriate and necessary to study
communities’ experiences with struc-
tural racism from their perspective.

Centering participants and their
stories in these ways helps us to: 1)
reconceptualize how we understand
reality (ie, epistemology); 2) remain
intentional about which worlds or
life experiences to prioritize; and
3) stand in solidarity with the op-
pressed by conscientiously avoid-
ing research approaches that may
colonial

inadvertently reproduce

heteropatriarchal ~ research  enter-
prises.** We dive deeper to explore
how multiple axes of oppression
impact people on the margins of
the pandemic response from within
a socio-ecological framework that
contextualizes how injustices are in-

terconnected and embodied. 444

Action
The praxis prioritizes the dis-
semination of evidence that can
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e Subvert heteropatriarchal colonial research enterprises
(eg, produce knowledge for and by marginalized
communities, process of producing knowledge involves

DECOLONIZATION redlstrlbqt!ng academic institutional resources to affected
communities)
AND BLACK ® Reconceptualize how researchers know the world (eg,

FEMINIST THEORY there are multiple realities shaped by power; not all
researchers occupy similar positions of power)
e Be intentional on what we prioritize knowing (eg, which

Epistemological Position research questions will have beneficial policy
implications to achieve health equity?)

AV 4

e Racism structures the distribution

SR'IAR?LIJSC'\'f'S:A'T_ of the social determinants of health
DETERMINANT ® Racism operates across and within
OF EQUITY social, political, health, and
economic systems
Theoretical Perspective ”
PARTNERED CONTEXTUAL community health
PARTICIPATORY RESILIENCE systems
RESEARCH ® Center community
[ INTERSECTIONALITY ] narratives in storytelling
. the inequities related to
Methodologies ” COVID-19
RAPID ASSESSMENT
METHODS (see Figure 3)
Methods for Data Collection 1
RESEARCH AS e Value communities that are typically
CEREMONY AND invisible in mainstream research approach-
SOLIDARITY es and mainstream funders

e Maintain a commitment to build community
and human relationship during the isolation
and disruption of COVID-19 pandemic

Embodied Practice ¢ Rely on storytelling to center voices from
the margins and, thus, help subvert
dominant narratives of racially and socially
oppressed populations

Figure 1. Qualitative storytelling framework: rapid assessment of COVID-19-related experiences, perceptions, barriers and
recommendations among racially and socially oppressed populations
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support communities  ongoing
movements for racial, reproductive,
environmental, and economic jus-
tice. We solicit written and oral re-
search and narratives from commu-
nity-based workers across diverse
settings. We use this information to
educate ourselves about their work
and we disseminate it to others.

An important part of action is to
disseminate the findings to the most
impacted communities. In addition
to the traditional methods of dis-
semination that include publishing
peer-reviewed articles and present-
ing at scientific conferences, we also
share key findings via social media
(eg, Twitter, Instagram, and Me-
dium), websites, newsletters, and
events (ie, panels). We present the
findings directly to community or-
ganizations, health and health care
institutions, and policymakers. We
leverage our platform to amplify the
voice of these communities, we in-
vite partner organizations to discuss
any topics of interest to them in brief
video interviews called “Task Force
Talks.” Figure 2 lists topics organiza-
tions have discussed to date. The les-
sons learned from the study results
and the feedback from community
inform the Task Force’s priorities
for future community engagement.

The framework outlined in Fig-
ure 1 is our model for integrat-
ing social justice-based methods
for the qualitative application of
Critical Race Theory, and PHCRP
more specifically, to COVID-19
equity research. As described in
the next section, the protocols used
to conduct the research integrate
standard qualitative methods and
our critical, reflexive approaches.

Ethnicity & Disease, Volume 32, Number 3, Summer 2022

QUALITATIVE
METHODOLOGY

The Project, which is ongoing,
began in July 2020 as a series of re-
curring focus groups conducted in
rapid succession among advocates
for and members of marginalized
populations. The overarching aim of
the Project is to hear directly from
those who have been working across
diverse settings on the frontline
and essential issues during the CO-
VID-19 pandemic. Applying princi-
ples of community-engagement, we
began incorporating community in-
put on study design, dissemination,
potential barriers, and ethical con-
siderations. (Figure 3) Prior to initi-
ating the study, the Task Force held
community sessions to solicit input
on the proposed research. Due to
the pandemic and COVID-19 stay-
at-home mandates, all recruitment,
consenting, and data collection were
necessarily conducted virtually (eg,
using Zoom meeting software) with
participants permitted to join either
by internet or telephone. The UCLA
Institutional Review Board approved
all study procedures and materials.

Data Collection

In collaboration with the commu-
nity partners, the Task Force devel-
oped discussion guides to lead semi-
structured focus groups. The guide
covered multiple domains including
barriers and concerns regarding com-
munity testing, COVID-19 mitiga-
tion strategies, dominant social and
economic inequities and challenges
pre-COVID-19, COVID-19 infor-
mation, and health status and ac-
cess to health care during the CO-
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VID-19 pandemic. Facilitators used
the guide to ask 10-15 questions
in each focus group. Figure 2 lists
sample questions and correspond-
ing probes from the semi-structured
interview guides. The items are in-
tended to reveal tensions between
ideas of individualism, property and
ownership with those of mutual aid,
communalism, collaboration and
cooperation in response to structural
racism. After each focus group, all
participants received a thank you
note via email and a separate email
containing compensation of $75 in
the form of an Amazon gift card.

PROCESS

Recruitment

We used a purposive snowball
sampling strategy focusing on health
equity and social justice advocates to
identify organizations from which
to recruit participants. We also re-
ceived recommendations from Task
Force members with extensive re-
gional or national social justice in-
volvement and individuals referred
by others involved in social justice
networks. Community  partners
who work on a wide range of health
equity and social justice concerns
such as prison abolition, birthing
justice, immigrant rights, LGBTQ+
human rights, and international
health were eligible to participate.
To accommodate busy schedules,
participants are provided a choice
of dates and times to participate.

Pre-focus Group Meetings

Administrative matters such as
securing informed consent and ex-
plaining how to use the technol-
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Interview Type

Interview Questions and Probes

Focus Group Interviews

How easy has it been for those with whom you work to shelter in place safely?

Where is the community with whom you work getting their information on COVID?

Such as how to avoid catching or spreading it?

In terms of COVID-19 testing, can you give us a sense of what their experiences have been

All focus around testing? Please describe the ways that people are being socially and politically
groups engaged right now.
® |n what ways is racism operating? Based on your experience with this community or
population, what are your recommendations for ensuring the optimal health of this
population during and after the COVID-19 pandemic?
Asian &
Pacific How are those with whom you work and who serve criminalized populations such as either
Islander incarcerated in a detention facility or by ICE? In terms of health status how has the health been of

Groups, also
Detention and
Incarceration

those you work with/people you serve during COVID? Has it changed or stayed the same? In
terms of health services, how has the access been of those who work with/people you serve
during COVID? Has it changed or stayed the same?

Groups
e For some communities, legitimate concerns about racism and other injustices in the health
Community care system make it hard for them to trust public health efforts and the health care system. Is
Health Worker this true for the populations you serve?
Groups ® There has been a lot of talk about pharmaceutical companies developing a vaccine quickly.
e What are the challenges in receiving reproductive health care that you've seen, heard
about, or experienced? How has the pandemic impacted reproductive health care (eg.
prenatal care, postnatal care, birth, doula, education, fertility treatment, abortion, etc.)
Reproductive ® How are people finding strength or drawing on strength right around their own reproductive
Health health needs (individual)?
® How can we integrate practices that: center pleasure, liberation, bodily autonomy, cultural
respect?
Other Interviews for Community Engagement
e What story do you want to share with us?
e \What was your work on before the pandemic?
Task Force ® How has the pandemic impacted this?
Talks ® What work is the most pressing for you right now during the pandemic?
e |f you haven’t shared already, what story do you think continues to be invisible?
[ ]

What needs to happen for this to be different?

Figure 2. Sample focus group and Task Force Talk questions on COVID-19-related experiences, perceptions, barriers and
recommendations among racial/ethnic minority and vulnerable populations

ogy to participate in the meeting,
are handled in pre-focus group
meetings. Each recruit attends one
15-minute pre-focus group session,
during which they meet the mod-
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erator, assistant moderator and dedi-
cated technology assistant who will
be facilitating their focus group. The
moderators answer questions recruits
may have, obtain informed consent,

Ethnicity & Disease, Volume 32, Number 3, Summer 2022

discuss Zoom logistics, and review the
community norms for participating
in the group discussion respectfully.

The six community norms, in-
formed by feedback from our commu-



nity partners, are that all participants
agree to: 1) allow one person to speak
at a time; 2) use the name and gender
pronouns each participant provides
on their Zoom meeting screens; 3)
turn-off cell phones (or take calls off-
screen); 4) adjust audio settings to be
mindful of background noise while
acknowledging that interruptions
may happen; 5) engage in respectful
discourse regardless of any difference
of opinions; and 6) keep confidential
the information shared during the
sessions. Participants were encour-
aged to keep their cameras on during
each 1-1.5-hour session. Zoom win-
dows include a text box with an in-
dividual’s name in it. All participants
were permitted to use a pseudonym
(if they preferred) rather than their
actual name, and asked to add their
gender pronouns to the text box.

Focus Groups

All focus groups are conducted
using Zoom meeting software, in-
cluding its video and audio record-
ing functions. The dedicated tech-
nology assistant stores all recordings
in an encrypted cloud-based appli-
cation that is compliant with IRB
protocols requiring blinded for re-
view. Each focus group has between
three and six participants; therefore
all participants are more likely to be
visible to one another at the same
time on a single screen. At the be-
ginning of each focus group, the
moderator briefly reviews the com-
munity norms with the full group of
participants and starts the recording.

Populations of Interest

The Project purposively recruited
from racially (eg, BIPOC people),

Ethnicity & Disease, Volume 32, Number 3, Summer 2022

and socially marginalized (eg, people
who were formerly incarcerated)
populations. Focus group partici-
pants include advocates for margin-
alized populations such as organiz-
ers, activists, and health workers,
who are members of these popula-
tions or work closely with them.
Thus far, their work has focused on
LGBTQ+

human rights, immigrant rights, un-

environmental justice,
documented youth, people who use
drugs, people experiencing home-
lessness, anti-gentrification, hous-
ing rights, labor rights, anti-racist
action groups, reproductive health,
mental health, international health,
community health workers, youth
within the jail system or family
members of incarcerated or formerly
incarcerated individuals, or people
impacted by policing or criminal-
ization. We collected demographic
information about participants, the
organizations they represent, and the
people they serve through a survey.

From July 2020 to March 2021,
we conducted focus groups (N=16)
with 63 diverse participants. The
focus groups were stratified by
population (ie, Asian American
and  Pacific LGBTQ+
persons, community health work-

Islanders,

ers) or topic (ie, incarceration and
criminalization, immigration and
reproductive

detention, justice).

Data Analysis

Each interview was transcribed
verbatim and two research team
members reviewed the transcript for
accuracy then de-identified the data
so that individual participants cannot
be identified from the data. After re-

viewing and revising each transcriprt,

Methods Using Critical Race Theory in Qualitative Research - Amani et al

they uploaded it into Dedoose soft-
ware for the analyses.” Subsets of fo-
cus groups, organized by topic/focus
(eg, incarceration/detention, repro-
ductive justice), were analyzed using
two distinct qualitative analytical
techniques, thematic and narrative
analyses. Thematic analysis allows
for the identification of recurrent,
unifying concepts. The themes draw
connections between issues of equity
(such as racism and social justice),
health and health care (such as test-
ing and access to a provider), and the
social determinants of health (such as
housing and employment insecurity
and loss) that endure across groups.
By contrast, narrative analysis keeps
the participants’ stories intact. It
views the participants as expert sto-
rytellers recounting the conditions
of those for whom they care and
with whom they work. Participants’
insights about inequities, commu-
nity health and the pandemic, as
well as the stories they share about
theirs and others’ struggles, values,
and identities doing the work help
illuminate how structural racism op-
erates in their communities. Thus,
treating the data as stories woven
together by participants, provides
another tool we can use to examine
existing community health networks
and the ways larger systems operate.
Evaluated in tandem, the thematic
and narrative analyses allow the
concepts to be unpacked within the
participants’ own lived experiences.

Thematic Analysis

Coding for the thematic analyses
are completed through an iterative
process.’'~ First, two to three mem-
bers of the study team review all
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transcripts corresponding to each set
of focus groups to generate a prelim-
inary codebook. This development
process was guided by the projects
and Task

Force members’ prior knowledge of

theoretical frameworks

the subject matter allowing for both
deductive and inductive code devel-
opment. The deductive strategy al-
lows the conceptual framework to be
applied across all sets of focus groups;
the inductive approach allows for the
development of unique codes specif-
ic to each set of focus group topics.
After using a consensus approach
to establish the coding scheme, the
team members independently code
the remaining transcripts for that set
of focus groups. Analytical memos
are also generated through the cod-
ing process to mark identified sub-
stantive patterns or conceptual clus-
tering that has been instrumental
in thematic development. Dedoose
data exports enumerate the frequen-
cy with which each code is used and
situate them into tables. Tables aid
in the reducing and organizing of
data across codes; the analysts re-
view them for frequency and depth.

Narrative Analysis

A team member creates the nar-
ratives for each participant by re-
viewing each transcript and com-
piling each individual participants
contributions. Two study team
members then review each narrative
to identify how the participants, as
both community-based workers and
people directly impacted by social
injustice, have made meaning of in-
equity, community-needs, and the
pandemic response and experience

what they have observed and are
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living through. Special emphasis is
placed on identifying narrative con-
nections between the current mo-
ment and longer historical trajecto-
ries. After reviewing the narratives
individually, the study team discuss-
es these preliminary findings with
one another and comes to consen-
sus on similarities and differences,
before confirming the final results.

Continuous Reflection

The aforementioned  self-re-
flective critical praxis requires the
naming and ongoing review of as-
sumptions throughout the research
process to enhance trustworthi-
ness.”*¢ Trustworthiness in the va-
lidity of study findings is established
throughout the research process, and
in the analysis phase, we confirm
the congruence between our find-
ings and the research aims using the
following techniques.>® Prior to data
collection, team members completed
a questionnaire. Study team mem-
bers then met on their own to re-
view. Throughout the analysis phase,
weekly meetings continue to provide
the opportunity for this self-reflec-
tion through dialogue on multiple
viewpoints and the sharing of salient
content specific and methodological
literature. Given the diverse exper-
tise comprising the research team,
multiple perspectives are represented
and inform these discussions. Once
the data have undergone a prelimi-
nary analysis, preliminary themes are
reviewed with representatives from
the communities sampled and aca-
demic partners in forums and meet-
ings. Finally, to solicit confirmation
and confirm the accuracy of complex
ideas and quotes, study team mem-

bers reach out to select participants
for clarification and confirmation.

DiscussioN

Thus far, we have described the
integrated, CRT-informed praxis that
guides all aspects of the project, dis-
closed assumptions embedded within
it, and described the research meth-
ods. Below, we outline lessons learned
from our broader theoretical approach
as well as logistical and ethical lessons
related to the project methodology.

During moments of acute crisis
in the pandemic (eg surges in hospi-
talizations), there is a pressing need
to generate actionable evidence and
share it with impacted communities
quickly. Therefore, we have some-
times opted to share any relevant
findings with community immedi-
ately even if doing so makes it dif-
ficult to subsequently publish the
findings in traditional “academic”
venues (ie, scientific journals). Our
team, which comprises researchers,
students, and faculty of color, is sub-
ject to many of the same social injus-
tices and health inequities that are of
interest to this research. As a result,
many members of the research team
have had to contend with challenges
within and across both professional
and personal realms. For us, the proj-
ect is a “labor of love”; therefore, we
continue conducting the work while
contending with these challenges
and we prioritize giving (back to)
the BIPOC and other marginalized
communities from which we come.

Decolonized storytelling operates
outside of conventional academic
public health research®**% in ways



that are often oppositional to it. Our
methods strive to practice decolo-
nizing methods, being useful to the
broader community while responding
to the dictates of academia).”® These
tensions often leave us dissatisfied
and feeling we are not doing either
well.””>%® Tuck and Yang cautioned
against this when describing the dis-
connect between work that claims
to be decolonizing but that is not
in service of actual decolonization.”

While Task Force members are
involved with providing mutual aid
and building grassroots community
power, the formal work of storytell-
ing is limited in how far it can extend
and break from existing institutional
norms. For example, the copyright
standards of many academic journals
are unwilling to publish work that has
been published previously in reports
or op-eds, blogs or other venues that
the general public can readily access.
This limits the ability to disseminate
findings to the public and the scien-
tific community simultaneously. To
generate empirical evidence is often
labor intensive and, therefore, access
to the evidence is biased toward those
with more resources, including time.
In short, while we seck a progressive
challenge to existing systems of ineg-
uity, we have found that institutional
and structural pressures often con-
fine the work to reformist paradigms.
lessons

Below we outline

learned related to project de-
sign that consider both logisti-
considerations.

cal and ethical

Recruitment

One central challenge the project
has faced has been recruiting, sched-
uling, and holding focus groups ex-

clusively online. Invitations may be
rerouted to junk/spam folders or
quarantined by email servers and
thus ignored or found after the re-
cruitment period. Strategies such as
marking emails as important and
copying the person who recom-
mended the potential participant
have been useful. Limited availabil-
ity due to a multitude of reasons (ie,
child/elder care), many related to the
ways COVID-19 has impacted lives,

During moments of acute
crisis in the pandemic (eg
surges in hospitalizations),
there is a pressing need
to generate actionable
evidence and share it with
impacted communities

quickly.

have also been a barrier. Addition-
ally, documenting perspectives and
experiences on local, national and
international levels has been chal-
lenging because of scheduling across
time-zones. Finally, many of those
invited to participate declined be-
cause of lack of capacity. The work in
their communities is of primary con-
cern and does not allow them to par-
ticipate, even in the online groups.
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Remuneration

Institutional restrictions limited
the types of remuneration that could
be provided to focus group partici-
pants to Amazon e-gift cards; howev-
er, spending money with this corpo-
ration contradicted the social justice
principles of many participants. Sev-
eral of the community-based organi-
zations working with immigrant and
detained communities expressed dis-
appointment about the choice of us-
ing Amazon considering the compa-
ny’s ties to immigration and border
surveillance enforcement efforts.®¢!
Representatives of an organization
focused on detention refused to par-
ticipate due to the amount of the
incentive and expressed that their
participation would lead to re-trau-
matization. Thus, they asked for at
least double the amount of incentive
and required that the study provide
self-care (eg, acupuncture) after their
participation. We were unable to ac-
commodate the request; therefore,
they declined participation. Practi-
cally, Amazon gift cards purchased in
the United States could only be used
within the United States and Canada,
making it difficult to recruit inter-
national participants. Furthermore,
and likely largely due to the pan-
demic, the study experienced signifi-
cant delays in delivering incentives.

An additional challenge was the
difficulty

many of whom are from under-re-

remunerating  partners,

sourced organizations, for their in-
volvement in the work. Historically,
NIH and other funders have provid-
ed less support for racially conscious,
community-engaged work than for
more traditional academic research
(eg, clinical or pharmaceutical re-
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Community Listening
Sessions

v

Incorporation of community input to study goals,
guides, incentives, dissemination, strategies to
minimize barriers

v

Recruitment of study
participants through purposive
referral sampling process

Pre-focus group
consenting meetings

[ Focus Groups

v

Data Analysis

Dissemination

Academic “Task Force
Talks,” community

report-back

journals,
editorials, the

Figure 3. Qualitative storytelling methods for data collection rapid assessment of COVID-19-related experiences, perceptions,
barriers and recommendations among racially and socially oppressed populations
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search). This model makes it difficult
to compensate individuals and com-
munity-based organizations fairly
for their contributions to the work.

Zoom Technology
Though the availability of Zoom

technology allowed us to enroll par-
ticipants who might otherwise be dif-
ficult to recruit in person due to, for
instance, distance to the study site,
the reliance on Zoom technology
for all stages of the project (recruit-
ment, consent and data collection)
also presents several challenges. First,
computer literacy among our partic-
ipants varied widely. To address this,
it was important to provide technical
support and instructions in one-on-
one or small group meetings sched-
uled with participants who request-
ed it before the formal focus group
and dedicated technical support for
the duration of each focus group.
Technical glitches related to internet
access/connection occurred through-
out data collection for both partici-
pants and moderators. Participants
who used Zoom’s phone-based plat-
form also had difficulty maintaining
a reliable connection using their cell
phone service providers at times.

Anonymity/Confidentiality

Even though participants were of-
fered an opportunity to use a pseud-
onym to preserve their anonymity,
many participants worked in similar
fields (social work, community out-
reach, etc.), knew each other, and
preferred that their contributions
to the discussion be associated with
(vs disassociated from) their iden-
tities. We also had concerns with
our inability to know or control for

who else might be in a participant’s
physical space and the implications
of that both for that participant’s
comfort and in terms of other study-
related considerations (eg, other
participants’ confidentiality). This
was a challenge that we addressed
by continuously underscoring the
importance of participants protect-
ing each participant’s confidentiality.

Conducting Community-
Engaged, Qualitative Research
During the Pandemic

The distinct realities of conduct-
ing community-engaged research
that emphasized storytelling as the
primary methodology are notewor-
thy. The infeasibility of face-to face
interactions during the pandem-
ic—especially the initial months—
was not ideal for conducting focus
groups. Comfort with technology
and unfamiliarity with the Zoom

62,63

platform posed challenges.
There were differing levels of famil-
iarity with the technology and access
to devices to support that technol-
ogy. It was necessary for a dedicated
co-moderator to provide technical
support, assist with name changes,
and manage the waiting room.®
Lastly, Lobe et al emphasizes a quiet
space with limited interruptions as
a requirement for successful online
gatherings. In this project, we found
that this was not feasible for all par-

6 Given the realities of

ticipants.
caretaking for elders, children, and/
or sharing living space with others,
we included the expectation of inter-
ruptions in our community norms.

Considering the aforementioned
challenges, doing this type of research

during the pandemic did create op-
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portunities. For example, the shift
to using online the Zoom platform
created flexibility and increased par-
ticipation.®*% Participants were able
to participate in the focus groups
from many locations, including
work, free time, or even while they
ran errands. Similar to others,* we
have found that online focus groups
extend the reach of recruitment ef-
forts beyond a specific geographic
area. Finally, drawing on group dia-
logues may help to heal the ongoing
effects of trauma and harm.* Focus
groups continue to be opportunities
for participants to witness the depth
of commitment to support com-
munities during COVID-19 and
to challenge the existing social con-
tracts that allow inequities to persist.

CONCLUSION

In this article, we offer a model
for integrating critical theory into
methods,
and dissemination of qualitative re-

the conceptualization,

search conducted via Zoom in rapid
response to the evolving pandemic.
Strengths of this project include
our adaptations of the methods to
accommodate the realities of the
populations of interest. The strate-
gies address the assumptions em-
bedded within the project and they
inform the process of relationship-
building among colleagues and
partners who are doing vital social
justice work for community healtch.
From a CRT perspective, a strength
of this article is the transparency
with which we disclose the assump-
tions guiding each aspect of the
work, how we see the world, and
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what position we take in the work
we do. As public health critical race
scholars, we are guided by the rel-
evancy and urgency of our work,
especially for racially marginalized
communities. The crisis of the mo-
ment necessitates data to guide the
immediate development of solu-
tions; in addition, it is important to
generate data that can support lon-
ger term equity and justice efforts.

The challenges and limitations
discussed here are likely to evolve as
the pandemic matures. At the same
time, guided by principles rooted in
equity and social justice, we find our-
selves renewed in our commitment

to support grassroots, community-

based, power-building initiatives.®’
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