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Introduction

With health disparities coming into sharp focus during the COVID-19 pandemic, addressing equity
in public health research is essential now more than ever. Although advancing health equity is
increasingly emphasized as a central goal of public health practice, the role that entities such as
Institutional Review Boards (IRBs) play in advancing health equity is not clearly defined.® There
is a growing body of literature suggesting that the value of IRBs in promoting health equity has
been underrecognized and their authority underutilized.”*° As independent oversight entities
that review research activities for compliance with ethical standards rooted in the principles of
the Belmont Report, IRBs are in a unique position to ensure that research is conducted in an
equitable manner. Addressing health equity in the research field can impact both the soundness
of research and related activities,” and ultimately the health outcomes that may result from the
application of research findings in the real world.!! In this report, we will describe our efforts to
foster an environment that prioritizes health equity in research and related data-gathering
activities by leveraging our regulatory role as the IRB of record for the Los Angeles County (LAC)

Department of Public Health (DPH).

Pursuing health equity means striving for the highest possible standard of health for all people
and giving special attention to the needs of those at greatest risk of poor health, based on certain
social conditions.'?13 DPH further defines health equity as “when everyone has access to the
goods, services, resources, and power they need for optimal health and well-being.”'* Health
equity can thus be understood as an ethical concept, based on principles of social justice, that
acknowledges the often disproportionate impact of contextual, population-level factors on
individual-level health outcomes.’ The root causes of health inequity can be directly linked to a

failure to adequately address population-level factors such as the physical, social and policy

* “Related activities” refers to any process that involves collecting data from or about individuals other than that
related to provision of clinical care or conducting statutorily mandated surveillance and disease or environmental
investigation, including but not limited to the following: activities that may be considered “practice” or otherwise
not research, program evaluation, quality assurance and improvement, special surveillance and needs
assessments.
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environments within which health is realized.'®?° Identifying where to intervene effectively to
improve health equity requires an acknowledgement and understanding of the underlying
complex causal mechanisms.2620 A review of the literature finds strong support for multi-sectoral
efforts informed by health impact and community needs assessments, structural and policy
analyses, as well as data on trends, patterns and community assets that can be used to mobilize

action.21-25

The ability to measure and regularly report health inequities is fundamental to achieving health
equity goals. Progress in this area has been hampered by several factors, including low levels of
representation in health-related research among racial/ethnic minority populations.?62° The
need for increased ethnic minority representation in public health research is paramount to
ensure that study findings are applicable to the increasingly diverse populations that make up
the United States.?%?° In the United States and globally, “participant enrollment in research has
not reflected the demographic composition of the general population, those affected by the
health conditions being studied, or those for whom the investigational product is intended, with
racial and ethnic minorities and the young and the elderly being consistently underrepresented.”®
A review of the literature reveals that issues such as a lack of community engagement, study
sampling and recruitment inequities, lack of language and cultural equity in study materials, and
cost considerations pose significant barriers to research participation for underrepresented

minorities.262°

Health equity is a lens through which one should view all research activities and outcomes.3° All
elements of the research process must embrace the principles of health equity in order to
produce the types of generalizable findings that can better inform action at all levels.1%26-2° As
Strauss and colleagues note, “the requirements of justice cannot be met...when there is de facto
exclusion of understudied populations.”? But research activities exist within a larger environment
that influences what type of research is undertaken and how that research is conducted. The IRB
is a major stakeholder in the research environment as it is the body charged with protecting
human subjects involved in research activities and ensuring that research is conducted in an

ethical manner. Although the IRB focuses on compliance with the principles outlined in the
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Belmont Report (justice, beneficence, and respect for persons), equity considerations are
essential to fully comply with the intent of those principles.® Furthermore, it is important to
examine the biases that may be hidden in research processes as they may be inadvertently

promoting inequities.3!

To gain a better understanding of health equity within the Los Angeles County research
landscape, the DPH IRB is implementing a Health Equity Initiative (HEI). In phase 1 of the HEI, IRB
staff conducted key informant interviews with a select group of local research and evaluation
experts. For phase 2 of the HEI, based on the data gleaned from the interviews, a survey will be
developed and administered to a larger sample to assess general attitudes, beliefs, and practices
regarding health equity in research. Informed by the interview and survey data, HE/ efforts will
culminate with the development of an internal DPH IRB health equity policy that will 1) serve as
a roadmap for DPH researchers to incorporate health equity components into their research and
other data-gathering activities; and 2) ensure accountability in the ongoing process of addressing
health equity in research by integrating the collection of health equity metrics into the DPH IRB

review process.

HEALTH EQUITY IN RESEARCH, EVALUATION, AND OTHER DATA-GATHERING ACTIVITIES 3



Methods

In May and June 2022, the research team conducted key informant interviews to gain insight into
perceptions of and experiences with health equity in research. The research team identified
fourteen individuals with known involvement in research and other data-gathering activities or
health equity work within Los Angeles County. Selection of these informants was performed by
senior IRB members with over 25 years of experience interacting with local researchers and

research project managers.

Informants were limited to Los Angeles County as the research team already had established
contacts within the County and wanted to collect data that was specific to the County given the

interviews were to inform a DPH IRB policy.

The research team conducted key informant interviews with the researchers using a Key
Informant Interview Script as a guide. Interviews consisted of eight questions that asked about
health equity as it relates to the research and data-gathering environments within which the
interviewees conduct their work. The approximate duration of each interview was between 30
and 60 minutes and interviews were conducted via the Teams or Zoom platforms, or by
telephone in one case due to technical difficulties. Interviews were recorded with permission of

the informants.

Two analysts completed a content analysis of the data collected from the key informant
interviews and identified 6 domains representing key themes from among the responses. An
adjudicator was not needed as the data were generally in concurrence making it easier to extract

major themes.
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Results

Key informants represented government, academia, and community-based organizations (Figure
1). Key informant interview data yielded the following thematic domains: 1) defining health
equity; 2) health equity in research; 3) barriers to health equity in research; 4) measuring health
equity in research; 5) organizational support for health equity; 6) funding for addressing health

equity in research.

Figure 1

Defining Health Equit
Key Informants by Sector ° R

“Sometimes the things that people experience
have nothing to do with where they are in that
moment, but a lot to do with the history of how
they got there....And sometimes that can't always
be assessed...neatly and maybe that's the
anecdotal or the qualitative part of research that
resonates sometimes much better with trying to
understand equity and Health Equity Issues than
just the data....Quantitative data is important but
it is really in those stories where we really learn.”

= Government

= Academia

Community-Based
Organizations

At the beginning of the interview, informants
were asked whether DPH’s definition of health equity -- “wWhen everyone has access to the goods,
services, resources, and power they need for optimal health and well-being” -- resonated with
them and whether they would change or add anything to the definition. All informants agreed
that this definition of health equity resonated with them, although several informants noted that
there were certain elements they would add to the definition. Two informants acknowledged the
importance of the word “power” in the definition with one informant stating they “appreciate
the recognition that power and health are related.” Two informants felt that DPH’s definition
omits concepts of justice and fairness, while another informant suggested that any discussion of
health equity should give voice to people who are most affected by the issues that are being
studied. One informant stated that they would like the definition to mention the elimination of

health disparities in outcomes. Lastly, one informant pointed out that the concept of health
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equity is often too closely associated with healthcare and health outcomes and any definition of
health equity needs to make clear that health equity intersects all aspects of health, including

social determinants of health.

“Did you check in with community members and a diverse set of
community members? Because | think what happens oftentimes is we
assume that one organization has a pulse on an entire community, but
they may only interact with a segment of it.”

Informants were next asked to describe strategies that the research field” can implement to help
promote health equity. Seven informants agreed that the research field should do a better job of
involving community members and community-based organizations throughout the research
process - from the development of the research question and study design to the dissemination
of results. Among those seven informants, four highlighted the value of and need for researchers
to integrate principles of Community-Based Participatory Research (CBPR) into their work. Five
informants noted that the research field must do a better job with recruitment and retention of
under-served communities by offering study documents that are in appropriate languages and
reading levels. Three informants suggested that improving diversity within research teams -
across multiple demographic domains such as age, race/ethnicity, LGBTQI+/Gender Identity,
disability status, and relative wealth/socioeconomic status -is one way to help alleviate

challenges in recruiting from historically under-served communities.

“Trust in the community is probably number one....Oftentimes research
teams don't look like or live in or represent the communities that they're
assessing and so that creates a barrier...which is why | think it's also
important to have a community based participatory action part of
[research]....When you're engaging residents to help in the design, the

T “Research field” refers to all the stakeholders that are involved in the implementation of research and related
activities including but not limited to: researchers and research staff, organizations that conduct research,
organizations that fund research, government entities that regulate research
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implementation and then the analysis of it - it just lends more credibility
to the community.”

Informants were asked to name the three biggest barriers to addressing health equity in
research. There was consensus among eight informants that a lack of trust between the
community and the research field is a major barrier. Eight informants pointed to inadequate
funding and resources as another major barrier, while six informants responded that a lack of
research study materials in appropriate languages and reading levels for their intended target
audiences is another barrier. One informant noted that larger incentives are needed to
compensate participants for time, travel expenses, childcare, and time off from work; however,
in this researcher’s experience larger incentives were considered “coercive” by one IRB. Five
informants suggested that the current research agenda can be a barrier as it is too often driven
by disease and health outcomes while less attention is given to structural determinants of health
such as access to quality healthcare, access to healthy foods, and access to safe and affordable

housing.

“Measure what you value.”

To get a better understanding for what guidance our IRB can provide to researchers who are
investigating health equity, informants were asked to provide indicators that can be used to
measure health equity and the extent to which equity is being addressing in a research project.
Four informants mentioned that the degree to which a participant sample is representative of
the target population is one indicator that can be used to measure health equity. Four informants
added that the degree to which the research team (i.e., all persons carrying out data-gathering
activities) is representative of the target population is another indicator of health equity. Four
informants identified the degree or level of community engagement as an indicator of health
equity while two informants noted that the availability of materials in appropriate languages and
reading levels can also be used to measure health equity. Five informants suggested that research
projects should include evaluation components that directly assess whether the research

protocol was carried out in a manner consistent with principles of health equity. Lastly, two
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informants mentioned the importance of conducting data analyses in such a manner that allows
findings to be reported with disaggregated data so that the results are more relevant and

meaningful to diverse communities such as those in Los Angeles County.

“I also think it's important for people to have sorted their own self-
awareness. | think this is true for everybody working in public health or
public policy. It's sort of like who they are, and what they bring to the
table, because it then helps them to be able to figure out sort of how
they have connections to the people there.”

While there was agreement among all informants that their organizations valued health equity,
the extent to which the informants felt their organizations demonstrated that value varied. Six
informants noted that their organizations provided support for health equity in the form of staff,
training, or translation services. Conversely, five informants noted that their organizations
needed to do a better job of providing staffing and training support. Eight informants responded
that organizations should provide training related to community engagement in research and
conducting research with diverse populations. Five informants responded that education
regarding how to conduct research equitably should be provided. Four informants responded
that general research principles and training should be provided while three informants noted

that training should be offered on the structural determinants of health.

“..the culture of scientific review is really focused on...trying to make
things about medications or diseases instead of the underlying material
conditions of people's lives.”

Informants noted that existing research funding mechanisms can be cumbersome, prohibitive,
and often insufficient to address health equity. Seven informants agreed that more funding must
be made available to researchers for investigating issues related to health equity as, according to
one informant, budgets have remained largely unchanged while costs have increased. Three

informants noted that funders should consider including health equity requirements in their
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funding proposals so that grantees can be held accountable for fulfilling these requirements. All
fourteen informants were receptive to the idea of a mini-grant proposal that would provide
supplementary funds for projects that address health equity, although one informant noted that
such programs can exacerbate funding disparities since seasoned researchers are typically better
experienced and successful in accessing such funds. Another informant noted that funding cycles
are too short to address health equity which incentivizes a focus on short-term (e.g., 2-3)
predictors and outcomes rather than a lifecycle approach that takes into account structural
factors such as early education and childhood interventions. Funders also tend to focus on
specific predictors or outcomes that change with each cycle and current trends in the scientific

community and political climate.

Conclusions

The DPH IRB’s HEI key informant interviews yielded rich data from local experts. The overarching
finding that community engagement is key to achieving health equity highlights the importance
of researchers being able to make connections with the community and partner with community-
based organizations. Involving community members and enabling them to voice their opinions
and concerns about research and other data-gathering activities that affect them can be
instrumental in overcoming the pervasive lack of community trust in the research field, which
was identified as a major barrier to addressing health equity. Such an approach to research and
related activities creates a more equitable power dynamic that can be leveraged for sustainable

and long-term partnerships.

Equitable recruitment can be addressed not only by involving the community in recruiting from
their social networks but by providing researchers with training and financial support for
translations and staffing: multi- or bi-lingual researchers who can recruit, obtain informed
consent, and administer surveys or other forms of data collection. Findings from the key
informant interviews suggest that the IRB can play a role in promoting health equity by offering
consultations and education on how to incorporate principles of health equity in research, e.g.,

a checklist of health equity considerations to hold researchers accountable for ensuring that they
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have successfully incorporated health equity principles in their projects. Such a checklist can
address issues such as the relevance and public health importance of the research question,
whether the sample selection and recruitment are equitable, language and reading level

accessibility, and the level of community engagement throughout the research process.

Next Steps

The findings of the key informant interviews will inform Phase 2 of the HE/, an annual survey
administered to a larger sample to assess general attitudes, beliefs, and practices regarding
health equity in research. The sample will be derived from referrals from the key informants,
an internet search of local academic, governmental and community-based organizations and
referrals from the DPH Center for Health Equity, an entity devoted to furthering DPH’s mission
of achieving health equity in the County of Los Angeles. Informed by the interview and survey
data, HEI efforts will culminate with the development of an internal DPH IRB health equity
policy that will 1) serve as a roadmap for DPH researchers to incorporate health equity
components into their research and other data-gathering activities; and 2) ensure
accountability in the ongoing process of addressing health equity in research by integrating the

collection of health equity metrics into the DPH IRB review process.
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