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Abstract

Objectives: To describe the use of a Theory of Change to meaningfully engage
community members from or support underserved communities in two National
Institutes of Health-funded implementation science projects aimed at promoting
equitable access to COVID-19 testing and vaccination for underserved communities.
Study setting: Both projects focused on Latino, Black, and immigrant and refugee
communities in South/Central San Diego and/or individuals accessing care at a
federally qualified health center near the US/Mexico border during December
2020-April 2021.

Study design: By using a participatory action research design, Community Advisory
Boards (CABs) were established for each project with 11 and 22 members. CAB
members included community organizers, promotores de salud (community health
workers), clinic providers and administrators, and public health researchers. The CABs
were guided through a seven-session Theory of Change process, focused on identify-
ing necessary conditions that must exist to eliminate COVID-19 disparities along with
specified actions to create those conditions and a blueprint for assessing the impact
of those actions.

Data collection: Each session lasted 2 h hosted virtually and was augmented by
interactive web-based activities. There was a live interpreter who facilitated the
participation of Spanish-speaking CAB members. A Theory of Change for each
project was completed in approximately 4 months.

Principal findings: Nine necessary conditions were identified related to (1) accessible
and available services; (2) culturally and linguistically competent programming;

(3) investment in trusted community and faith leaders; (4) social safety nets to
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1 | INTRODUCTION

provide ancillary services. Corresponding actions to create these conditions and mea-
sures to indicate success in creating these conditions were operationalized by
the CAB.

Conclusions: While resource-intensive, a CAB-led Theory of Change process yielded
a rich opportunity to engage diverse groups that typically are not invited to inform

these processes.

KEYWORDS

community engagement, COVID-19, implementation, methods, testing, Theory of Change,
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What is known on this topic

o Meaningful and representative community engagement is essential to equitably and inclu-
sively maximizing impact, scalability, and sustainment of public health interventions.

e There are a few examples of how to respectfully incorporate and amplify the lived experience
and wisdom of underserved communities when addressing public health emergencies such
as the COVID-19 pandemic.

o The Theory of Change approach adds value to such efforts by amplifying community voice in
the framing and design of research aims, conduct of research, and development of programs

beyond enlisting community members as active participants in predefined studies.

What this study adds

o We describe a generalizable Theory of Change community engagement method to identify
necessary conditions, actions, and measures to reduce disparities in health and access to care
associated with COVID-19 testing, clinical trial participation, and vaccination among immi-
grants, refugees, Latinos, and people of color communities.

e Suggested actions highlighted by the CAB were materials translation in multiple languages
and native-speaking interpreters, extended hours and mobile clinics for testing and vaccina-
tion, low-technology solutions for scheduling, and culturally appropriate target outreach by
trusted messengers.

o The methods and findings reported in this paper offer solution-oriented, community-driven
strategies to address the well-documented inequities in health outcomes and access to care

associated with COVID-19 experienced by underserved communities in the United States.

and mortality from COVID-19 related to poor access to healthcare

and chronic medical comorbidities that are common among BIPOC

The COVID-19 pandemic dramatically illustrated widening health dis-
parities among immigrant, refugee, and Black, Indigenous, People of
Color (BIPOC) communities nationally in the United States and within
specific geographic regions.! These communities were significantly
more likely to experience mortality and morbidity from COVID-19
along with lagging testing and vaccination rates compared to White
individuals in the United States.? Drivers of these disparities were
multifactorial, multilevel, and often intersected with cumulative and
compounding impacts.>* For example, racial and ethnic minority com-
munities had a higher likelihood of COVID-19 exposure from living in
crowded conditions or in multigenerational households, being
employed in jobs that could not be performed remotely, or relying on
public transportation for commuting to work. Once infected, individ-

uals from underserved communities experienced greater morbidity

communities. A contributing factor to both COVID-19 exposure and
health disparities is structural racism experienced by and observed
within minority communities.” These health disparities are particularly
evident in Southern California, particularly South and Central
San Diego, where a significant proportion of residents are BIPOC,
experience poor housing and employment conditions, and suffer from
co-occurring chronic health conditions that increase their risk of
COVID-19 and negative sequalae.®”

For achieving health equity in COVID-19 testing and vaccination
access and uptake, public health interventions must have high accept-
ability and uptake across population groups, especially those that
experience high rates of health disparities. Meaningful community
engagement throughout phases of design, implementation, adapta-

tion, and evaluation provides a critical, evidence-based, albeit
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resource-intensive approach to increasing vaccination access and
uptake.®-1° Health promotion interventions and their implementation
are likely to have greater reach and impact when the focus is on inter-
weaving health promotion strategies, practices, programs, and policies
to fit within or enhance existing settings and environmental contexts
rather than focusing solely on individual changes.'* These principles
are at the heart of implementation science, community-based partici-
patory action research, and public health. In particular, the use of a
Theory of Change framework and participatory cocreation methods
through an assembly of Community Advisory Boards can ensure
meaningful engagement of community stakeholders and maximize
public health impact for underserved communities. Integrating these
methods can accelerate accounting for the complex, dynamic, real-
world contexts in which these strategies need to be implemented to
promote equitable access and engagement.’

Theories of Change have been broadly used to guide the plan-
ning, implementation, and evaluation of public health programs for
underserved communities*? and provide a comprehensive description
and illustration of how and why a desired change is expected to hap-
pen in a particular context. Theories of Change provide a means for
advancing “community science,” that is, a community-university rela-
tionship where community knowledge contributes to the coevolution
of the research questions asked, plus ideas for understanding and
improving the methods of inquiry involved.*®> Community Science is a
civically engaged approach to scientific inquiry and discovery that
“flips the community-university dynamic, asking communities to iden-
tify civic priorities ripe for innovation and then to partner with
researchers to address those priorities.”*® There is increasing empha-
sis on the importance of community engagement as a way to tap use-
ful insights for research purposes.2*1°

Theories of Change are customized to the specific community
project, needs, and context and involve seven general steps. These
include: (1) identify the long-term goal(s) (i.e., the “North Star”);
(2) specify the contributing factors preventing the long-term goal(s)
from happening; (3) map and connect the essential conditions neces-
sary to achieve that goal; (4) identify basic assumptions about the con-
text; (5) identify the implementation strategies needed to create the
desired change; (6) develop indicators to measure outcomes; (7) write
a narrative to explain the logic of the initiative. Theories of Change
guided by the voices of diverse Community Advisory Board members
can inform opportunities for refinement, as well as document gener-
alizable lessons for future scale-up. The Theory of Change approach
adds value to such efforts by amplifying community voice in the
framing and design of research aims, conduct of research, and devel-
oping programs beyond enlisting community members as active par-
ticipants in predefined studies.

In response to the alarming health disparities experienced by
underserved communities related to the COVID-19 pandemic, the National
Institutes of Health heavily invested in community engagement research
efforts to eliminate disparities in testing, clinical trial participation, access to
care, and vaccine uptake.X® Two of these programs are the Community
Engagement Alliance Against COVID-19 Disparities and the Rapid

Acceleration of Diagnostics for Underserved Populations. Our objective is
to describe the use of a Theory of Change process to meaningfully engage
community members from or support underserved communities in two
implementation science projects funded by the Community Engagement
Alliance Against COVID-19 Disparities and Rapid Acceleration of Diagnos-
tics for Underserved Populations National Institutes of Health programs
aimed at promoting equitable access to COVID-19 testing, vaccination, and
inclusion in clinical trials. The two projects are: (1) Community-driven Opti-
mization of COVID-19 testing to Reach and Engage underserved Areas for
Testing Equity (CO-CREATE) and (2) Share, Trust, Organize, Partner: The
COVID-19 California Alliance (STOP COVID-19 CA).

2 | METHODS

21 | Community-driven Optimization
of COVID-19 testing to Reach and Engage
Underserved Areas for Testing Equity

CO-CREATE is a 2-year study initiated and funded through the
National Institutes of Health Rapid Acceleration of Diagnostics for
Underserved Population. The key objective is to understand practices,
barriers, and facilitators to access and uptake of COVID-19 testing
and follow-up for underserved community members from the per-
spectives of patients, providers, and organizational leaders at a feder-
ally qualified health center with clinics in South San Diego near the
US/Mexico border.

2.2 | Share, Trust, Organize, Partner:
The COVID-19 California Alliance

The STOP COVID-19 CA project is part of the National Institutes
of Health Community Engagement Alliance Against COVID-19 Dis-
parities. The Community Engagement Alliance Against COVID-19
Disparities program includes community-academic teams in
11 states throughout the United States, and focuses on COVID-19
awareness and education research, especially among Black, Latino,
Indigenous, refugee, and immigrant populations. These groups
account for over half of reported US cases. The California Commu-
nity Engagement Alliance Against COVID-19 Disparities team is
locally known as STOP COVID-19-CA and involves a network of
11 institutions in California, including UC San Diego. The aims of
the UC San Diego Community Engagement Alliance Against
COVID-19 Disparities project are to conduct a rapid community
engagement project to assess multilevel barriers, facilitators, and
processes to engage individuals from underserved communities,
particularly BIPOC, African, Asian, and Middle Eastern immigrant
and refugee communities, in COVID-19 screening and vaccine tri-
als, as well as to advance vaccine uptake.

The University of California San Diego Institutional Review Board

approved both studies.
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TABLE 1 Community Advisory Boards for CO-CREATE and
University of California San Diego STOP COVID-19 CA

CO-CREATE STOP COVID-19 CA
9 community partners 11 community leaders
e Promotores e Comite Organizador Latino de City
Coalition Heights
e Latinos y Latinas o Karen Organization of San Diego
en Accién e Kupanda Kids

e Partnership for the Advancement of
New Americans

e Refugee Health Unit/Center for
Community Health

e Somali Bantu Community

e South Sudanese Community Center

e The Humanity Movement

e Unity in the Community

e Youth Will

6 public health

research partners

o University of
California San
Diego

e San Diego State
University

e Loma Linda
University

2 policy partners (nonvoting CAB
members)
e San Diego City Council, District 9,
Community Empowerment

7 clinic partners
e Providers
e Administrators

Note: STOP COVID-19 CA is the Community Engagement Alliance Against
COVID-19 Disparities in California.

Abbreviation: CAB, Community Advisory Boards; CO-CREATE,
Community-driven Optimization of COVID-19 testing to Reach and
Engage Underserved Areas for Testing Equity.

2.3 | Community Advisory Boards

Both CO-CREATE and STOP COVID-19 CA projects relied on the
expertise of diverse stakeholders through the creation of Community
Advisory Boards (CAB). Identification and initial engagement of CAB
members for both projects were led by the Global Action Research
Center (ARC), a nonprofit social change organization with expertise in
conducting participatory action research to address public health and
environmental justice needs. The Global ARC has strong ties within
the broader San Diego area and is considered a trusted resource to
many of the grassroot organizations. The Global ARC was in an excel-
lent position to engage key members of the community, considering
the target communities' familiarity with Global ARC, knowledge of
community culture, and existing formal and informal community lead-
ership. The composition of the CAB differed across the two projects
and reflected the specific focus and goals of each project. Table 1
provides a summary of the CAB members for each project.

The CO-CREATE CAB included 22 members representing community
residents, public health partners (i.e., public health researchers), and clinical
partners (i.e., clinicians and administrators). The goal of the CO-CREATE
CAB was to directly inform cocreated implementation strategies for a

tailored COVID-19 testing program that is currently being implemented.

The STOP COVID-19 CA CAB was composed of 11 community leaders
representing 10 local grassroots community organizations and two policy
partners. The goal of the STOP COVID-19 CA CAB was to inform mate-
rials and resources needed to support vaccine clinical trial participation
and equity initiatives in underserved communities. Each CAB member
was offered a $100 stipend per meeting for their participation.

CAB meetings were conducted virtually using the Zoom and Miro
platforms. Sessions lasted an average of 2 h every other week at a set
late afternoon/early evening time. Professional Spanish translators were
hired and participated in each CAB session to provide live, concurrent
interpretation. A bilingual community outreach specialist from the Global
ARC produced written translations of materials that were provided for
both CAB prior to meetings, during meetings, and in follow-up communi-
cation, as needed. Participants were invited to complete an online
engagement survey after each session to share their experience with the
quality and extent of engagement. Data from the community engage-

ment surveys will be reported in a separate publication.

24 | Theory of Change sessions

A total of seven sessions were conducted for each project to com-
plete the Theory of Change process. Table 2 summarizes the goals,
agenda and activities, and outcomes for each session. Sessions used a
combination of large and small group activities using the breakout
room function of the Zoom platform. The process for each session
followed a similar consensus-building agenda: (1) a focus question
was posed related to a component of the Theory of Change; (2) CAB
members were asked to develop individual responses to the focus
question; (3) CAB members were divided into small groups (virtual
breakout rooms), and a scribe who was a non-CAB member of the
research team encouraged the small group to share their individual
responses and transcribed them on the Miro platform; (4) CAB mem-
bers rejoined the full group where the Theory of Change facilitator
guided the CAB to sort all small group responses into thematic cate-
gories that operationalized the components of the Theory of Change
(e.g., the Contributing Factors or Necessary Conditions); (5) the Theory
of Change facilitators engaged in a final round of consensus-checking
to ensure that the small group responses were accurately sorted, and
CAB members agreed on the wording of all text. By the end of each
CAB meeting, at least one component of the Theory of Change was
completed. Each subsequent CAB meeting was dedicated to
codesigning another Theory of Change component, culminating in the

final products displayed in Figures 1 and S1 of Supporting information.

3 | RESULTS
3.1 | Findings from CO-CREATE Theory of
Change

The CAB identified five factors contributing to disparities in COVID-19
testing and access to treatment for families with children and/or
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TABLE 2  Structure and content of CO-CREATE and STOP COVID-19 CA Theory of Change sessions with Community Advisory Boards

Session # Goal Agenda/activities Outcomes
#1 o Introductions to CAB and research team e Round robin introductions e Shared understanding of goals and

e Review project goals and roles e Brief presentation by research team and processes

e Review Theory of Change project the Global ARC

e Review logistics (meeting, incentives,
ground rules)

#2 e Review long-term goal (i.e., North Star) e Large group review of long-term goals e Contributing factors preventing the long-

o Identify contributing factors and basic o Individual brainstorming and small group
discussion of contributing factors

assumptions about the context

term goal identified

e Sorting contributing factors into themes

in a large group

#3 o Name groups of contributing factors e Name groups of contributing factors e Contributing factors preventing the long-

based on themes reflected o Small group discussion and prioritization
of newly named contributing factors

o Prioritize groups of contributing factors

term goal named, defined, and prioritized

e Each small group's rankings aggregated
and factors prioritized based on priority

#4 e |dentify necessary conditions needed to e Large group review of contributing e Necessary conditions identified, named,

address contributing factors factors

and defined

e Individual brainstorming and small group
discussion of necessary conditions
needed to address contributing factors

e Sort necessary conditions into themes in

a large group

o Name groups of necessary conditions
based on themes reflected

#5 o Identify actions needed to create e Large group review of necessary e Actions needed to create each necessary

necessary conditions conditions

condition identified and defined

e Individual brainstorming and small group
discussion of actions needed to create

each condition

#6 o |dentify measures and indicators of e Large group review of actions e Set of measures and indicators of

success e Individual brainstorming and small group

success identified and defined

discussion of measures and indicators of
success for the identified actions

#7 e Review and validate completed Theory e Detailed review of Theory of Change e Necessary revisions to Theory of Change

of Change

through CAB member input using a large
group format

identified and incorporated

e Discussion of next steps

Abbreviation: CAB, Community Advisory Board.

pregnant women: (1) socioeconomic factors; (2) inconsistent adherence
and enforcement of COVID-19 health guidelines and public rules;
(3) the need for in-person human connection; (4) housing disparities;
and (5) conflicting and confusing communication about COVID-19 pre-
vention and intervention practices. Four necessary conditions were
defined to eliminate these disparities: (1) inclusive community centered
accessible COVID-19 testing; (2) culturally and linguistically competent
COVID-19 programming with bilingual staff prepared with accurate
materials and information; (3) available and accessible health and social
resources and service for vulnerable populations (inclusive of BIPOC,
refugee, and immigrant communities); and (4) available and accessible
health and social resources and services for families. Based on the nec-
essary conditions, four sets of actions to create these conditions were
agreed upon. Examples from each set of actions included increasing the
number and location of testing sites such as shelters, mobile testing,

work, and home-based testing; use of existing formal and informal

community networks to reach out and run programs; increased
resources to reach the hard to reach population; offering basic needs
such as childcare, supplemental income, and wrap-around services.
Measures and indicators of success were also identified for each neces-
sary condition by our CAB and included: increase the number of testing
sites by 20; decrease case positivity rate; increase vaccination rates
among underserved communities; a greater number of family units fully
tested; availability of childcare during testing; in-person education for

90% of children; and more children playing in parks.
3.2 | Findings from STOP COVID-19 CA Theory
of Change

Through the Theory of Change process, the CAB reached a consensus
on five factors contributing to disparities in clinical trial participation and
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Socio-economic

Access Barriers to COVID-

19 Care

Barriers

\ (Inclusive community-centered\
accessible testing

I—{ ® A healthcare system that is
COVID-19 focused with

accessible services

- J

(0 Available and accessible
resources/services for
families and vulnerable
populations

® Social safety net for
immigrant and refugee

K populations

mcrease the #, location, am

types of testing sites with

low-tech registration

| | e Expand locations and hours
of vaccination centers

e Invest in ethnically-based
community organizations as
trusted voices to design
materials and reach out to

\their communities /

\

(o Provide for basic needs

® Provide technology and
technical support

o Greater investment in
engaging small, grassroots,

trusted organizations

KMeasures of employment rate}

o Changes in people’s housing
status

o Distribution of services by
geography and socioeconomic
indicators

K# people served by age, \
ethnicity, and income —

e Increases in rates of testing in
vulnerable populations

o Case positivity rate

e Rates of COVID-19 and e # children returning to school

Kvaccination / \in-person /

\ ( Lower case positivity in \
specific zip codes
| ® Increase in testing sites —]
o Decrease in # hospitalizations
® More appointments available

(Decrease in unemployment
o # people completing services
and using navigators for support
o # families tested
o Increase in in-person education
for children

\ J

Common Language and Cultural Information and Communication
Themes Barriers Barriers and Mistrust
(nvest in high quality Ianguag) (Invest in trusted, diverse
Necessary access, bilingual staff, and communit?l/faith leaders to inform
Conditions | | trusted cultural and linguistic Pe°P|e of importance about
messengers vaccines
o Access to trusted/truthful
\_ ) information from government
sources
/ ® High quality \ \ j
interpretation/translation K Use existing formal and \
services provided by informal networks to reach
Actions || native speakers —{ out a'nd run program's
o Create an accessible o Provide access to reliable
system that connects information from multiple
people to interpretation sources in multiple languages
and translated materials that give consistent messages
o Offer materials in multiple addressing people’s fears and
\_ languages / kquestions about vaccines /
KSatisfaccion measures in \ (Observation of interactions and\
Measures || multiple languages — material shared
o # bilingual staff o Rates of vaccination
® Increased vaccination rates representative of the general
among underserved population
communities o Informative community meetings
® Interpretation at every o Community members’ comfort
\meeting / \ /
(#/% services accessed by N (Increase from benchmark
Indicators of non-Eninsh. languages vaccinatit.)r) points in underserved
Success L_| e Comparative survey results communities -
across populations served ¢ Increased knowledge of vaccines
o Lower rates of COVID-19 e Change in barriers
infections o Lower rates of COVID-19
\o Higher rates of vaccmat|on/ \
FIGURE 1
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vaccination: (1) medical racism; (2) distrust of government's ability to
handle pandemic and vaccinations; (3) information not accessible—not
comprehensible to all people due to cultural diversity; (4) fear due to
mixed communication of the science behind vaccines; and (5) trusted
cultural/linguistic messengers not included in the design of outreach and
educational materials. There were five necessary conditions described to
eliminate these disparities: (1) healthcare system focused on COVID-19
services accessible for all; (2) social safety net/services for immigrant and
refugee populations; (3) invest resources for high-quality language access;
(4) access to trusted/truthful information from government sources; and
(5) investment in trusted community leaders/faith leaders and workers
from diverse communities to inform people of the importance of
vaccines. The actions to create these conditions were summarized as five
main sets. Examples from each set of actions included expanding
locations and hours of vaccination centers and bringing vaccines to
people (mobile clinics, door-to-door, etc.); increasing investment in and
expanded Safety Net services; using Zoom to provide interpretation
services at vaccination sites; more leadership and engagement by elected
officials; expanding investment in community health workers; employing

community members and investing in their education. Measures and

Integrated Theory of Change for CO-CREATE and UC San Diego STOP COVID-19 CA [Color figure can be viewed at

indicators of success were also identified for each necessary condition by
our CAB. Key measures and/or indicators of success included community
members being more at ease and comfortable with information received;
community concerns addressed by those with information and power;
informative community meetings with interpretation at every meeting;
lower rates of COVID-19 infections; increased knowledge of vaccines;
higher vaccination rates; more appointments available in the clinics; and

measuring success through community member stories.

4 | DISCUSSION

This paper summarizes the process and findings from two parallel
Theory of Change processes engaging underserved communities to
increase equitable COVID-19 testing, clinical trial participation, and
vaccination. In our two projects, we were able to engage a diverse set
of representatives from underserved communities to ensure that the
perspectives and priorities of the members of these communities are
amplified and that we are ethically valuing, making strong use of

community knowledge and wisdom in cocreating our strategies.
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4.1 | Integrated findings from project Theories
of Change

Several common themes emerged in the contributing factors, neces-
sary conditions, actions, and measures across the Theories of Change
emerging from the two projects. Figure 1 illustrates the shared
features. Important overlaps included barriers associated with lan-
guage, access, technology, and the importance of targeted outreach
and support for basic needs and healthcare access. The critical role of
language barriers in exacerbating health inequities has been well
described in the literature.*”~1? Multiple reviews found that language
barriers in healthcare often result in miscommunication between
patients and healthcare providers, leading to reduced satisfaction for
both parties and a negative impact on the quality of care and patient
safety.2”"1? In our Theory of Change process, community members
consistently highlighted the need for materials to be translated into
multiple languages, the need for interpreters at clinic sites, and when
providing information about public health strategies, the importance
of using native speakers who can act as cultural weavers and bridge
the cultural meanings between diverse cultures. Lack of access to care
continued to be perceived as an important barrier for equitable out-
comes for underserved communities. In our projects, the two main
concerns related to care access were transportation challenges and
limited clinic hours. Strategies that were recommended to address
these access challenges included the need for extended hours for
testing and vaccinations, as well as offering mobile testing options to
meet the community where they live. Technology barriers were espe-
cially marked for scheduling COVID-19 testing and/or vaccination
appointments. Our CAB members advocated for low-technology solu-
tions and technical support for those with limited access to com-
puters, mobile phones, and reliable Internet, and low technological
literacy. A critical strategy that emerged from both Theories of
Change was the need to use targeted outreach that is culturally
appropriate, based on information that is reliable and accessible and
provided by messengers who are perceived as credible by the commu-
nity, including community leaders and existing community groups and
networks, community-based organizations, and social services. Finally,
CAB members highlighted that the COVID-19 pandemic does not
exist in a vacuum; to successfully address COVID-19-related inequity,
we need to consider broader issues such as support for basic needs

and access to safety net services.

4.2 | Aligning findings with extant COVID-19
research in underserved communities

The findings from the two Theory of Change processes are consistent
with existing literature in COVID-19 related testing and vaccination for
underserved communities. Parallel to the Theory of Change process,
our team performed a rapid review of the literature (n = 46 included
articles) and identified 245 barriers and 317 strategies for COVID-19
testing and clinical trial participation for underserved populations.?°

When overlaying findings from the rapid review and our Theory

Change processes, we found substantial crossover between the themes
that emerged across these two sources. For example, the rapid review
identified several effective and/or recommended strategies for equita-
ble COVID-19 testing, such as equitable distribution of resources, cul-
tural adaptation, education, community outreach, and technological
advancements. These strategies overlapped naturally with the four nec-
essary conditions of equitable COVID-19 testing identified through our
Theory of Change process (e.g., available and accessible resources and
service for vulnerable populations).

While many publications discussed the uneven epidemiologic
burden of the COVID-19 pandemic, less has been published on
community-focused solutions for addressing care inequities. We high-
light a few recent examples that well-align with our cocreated com-
munity findings. Murphy and colleagues reported on a COVID-19
testing program for underserved communities in Rhode Island,
highlighting the importance of culturally appropriate approaches to
testing.2! Wilkins and colleagues emphasized the importance of
acknowledging both upstream factors (e.g., housing inequality, food
insecurity, and racism) addressed through local policy strategies such
as eviction moratoriums along with downstream opportunities for
addressing immediate needs for inequities in care, suggesting locally
relevant measures and goals of success.?? Thielke and colleagues
called for a multiprong approach to addressing COVID-19 inequities
through an immediate change in healthcare access through Medicaid
programs while also addressing systemic biases for long-term
solutions.2® Finally, Risendal and colleagues proposed a multilevel
COVID-19 response, mirroring efforts of cancer control that demon-
strated the essential role of community-level solutions, including
development and dissemination of evidence-based, culturally relevant

messages to promote informed decision making.2*

4.3 | Public health implications
The COVID-19 pandemic has exacerbated health inequities and
sharpened the need to engage diverse community stakeholders from
underserved communities in cocreating public health solutions that
are meaningful and feasible in their communities. Application of a
CAB-led Theory of Change process yielded a unique and rich opportu-
nity to convene diverse communities and community members to
drive collaborative problem-solving and solution-making. Findings
highlighted the importance and redirected our attention to larger,
systemic challenges in public health and healthcare that are common
root causes for health inequity regardless of specific conditions. While
we set out to identify specific solutions to address inequity in COVID-
19 testing, vaccination, and clinical trial participation, we learned that
larger, system-level gaps and inadequacies were priorities for our
community partners and transcended a narrow focus on COVID-19
care. Findings from our joint projects contribute to an emerging, much
needed, evidence-based scholarship that documents the value and
tangible merits of authentic community engagement.’

Balanced with the high value of these CAB-led Theories of
Change is acknowledging the significant resources needed for these
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community engagement processes. These resources included time,
conceptual and experiential contributions from the CAB members, sti-
pends and technology support (e.g., purchased mobile devices) for
CAB members to participate, personnel from community partners to
lead the Theory of Change sessions, translation and interpretation
services to facilitate inclusive participation of CAB members, and
research team contributions to lead evaluation efforts. Dedicated
funding and technical support for community engagement methods
like CAB-led Theory of Change are crucial for successful and
sustained public health interventions. Because of the intensive nature
of the Theory of Change process, we recommended this process
when there are adequate resources (time, fiscal, personnel) for and
shared values between community partners, members, and
researchers to meaningfully, and ideally, equitably contribute to the
process. We were fortunate that the funding sources for both projects
prioritized the explicit sharing of resources between community and
academic partners. We hope that this is a trend that will continue to
grow across funding sources and research priorities. A separate publi-
cation is in production to report the specific time, capital, and fiscal
resources invested in our codesigned Theory of Change work.

We acknowledge that the community engagement work reported
had limitations. First, due to both the required speed for project launch
and fiscal constraints, it was not possible to engage all underserved com-
munities in our geographic region. Second, we necessarily limited the lan-
guage access options for CAB participation to Spanish and English.
Concurrent translation and interpretation of additional languages would
have added costs for new translators and time for high-quality translation
within the already lengthy 2-h CAB sessions. Third, Theories of Change
are less commonly used consensus-building methods in research con-
texts (e.g., as opposed to Delphi methods or group modeling). However,
Theories of Change are widely embraced in real-world program develop-
ment and evaluation settings and had been previously used by our com-
munity partners who led the CAB sessions.

Data from these Theories of Change drive and will continue to
inform community-engaged next steps that include: (1) implementa-
tion of a community-based testing program in collaboration with our
clinic partners; (2) an Appreciative Inquiry process that directly
engages the CAB through ongoing meetings to evaluate selection and
implementation of cocreated COVID-19 public health strategies;
(3) development of culturally, linguistically sensitive and accessible
materials and resources to support current and ongoing COVID-19
mitigation needs such as vaccine uptake.

Although we developed Theories of Change specific to addressing
COVID-19 disparities, the Theory of Change process is generalizable to
other public health topics or needs. In fact, our concurrent Theory of
Change production across both projects illustrated the feasibility and
utility of the Theory of Change process in engaging diverse and unique
communities to address highly related but unique aspects of the
COVID-19 pandemic, such as testing versus trial participation and vac-
cination. In addition, several general findings of actions needed to
address the specific COVID-19 project needs were identified. These
included tailored attention to language and literacy needs, service

access and availability of structures or procedures, and appropriate

inclusion of individuals who are providing and crafting resources and
materials. Further, the Theory of Change process highlighted the over-
arching need for a community-inclusive public health system that
extends beyond COVID-19 prevention and care services. This raises
challenges from a broader “civic infrastructure” perspective with
respect to better aligning research and action. While understanding the
value of community input is a necessary first step, the goal should be to
create supportive civic infrastructure in the form of resources, new
rules of engagement, trust bridges (i.e., established partnerships or rela-
tionships that promote mutual respect and trust between stakeholders),
and protocols necessary to enable community voices to be presented,

heard and acted upon in significant ways.
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