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Abstract

Maternal morbidity and mortality rates are on the rise in the U.S particularly among Black
populations. Recently, there has been an uptick in research funding to identify and address root
causes particularly among at risk groups. However, given the historical trauma experienced by
Black populations in research settings, novel approaches built firmly on ethical principles and
grounded in a framework of reproductive justice are necessary to minimize harm, and center the
research process on maintaining the dignity and respect of research participants. Black pregnant
people have reported feeling mistreated during clinical encounters, therefore intentional efforts to
promote safety must be considered in the research setting. The purpose of this article is to review
and consider ethical principles that should be considered when designing and implementing
research initiatives focused on addressing maternal mortality risk in Black communities.

INTRODUCTION

There is a rising trend in the rates of maternal mortality in the United States compared

to other high-income countries where rates are on the decline.> According to the 2019
report from the National Center for Vital Statistics, the United States (US) continues to
grapple with an increasing maternal mortality rate (MMR). The MMR in 2019 was 20.1
deaths/100,000 live births, which increased from rate in 2018 of 17.4 deaths/100,000 live
births.2 Even more alarming are the disparities in risk among various populations. Black
people in the US are most at risk for dying (mortality) or becoming severely ill (morbidity)
during the perinatal period, with a maternal mortality rate of 44.0 deaths/100,000 live births
compared to non-Hispanic white (17.9) and Hispanic (12.6) populations.? Recently, there
has been an uptick in research funding to identify and eliminate the root causes of maternal
morbidity and mortality across all groups, as well as research calls focused on developing
and identifying community based initiatives in Black populations of pregnant people. In
response, there has been an increased interest in investigating the leading contributors to the
crisis as well as efforts to implement novel approaches among populations at greatest risk.

Historically, there have been major ethical breaches in research involving Black
populations.3=> As such, Black populations are more likely to report concerns of trauma,
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distrust, and hesitancy when it comes to participating in research initiatives.3 ® Coupled with
the twin pandemics of racism and the health disparities exacerbated by COVID-19,% 7 Black
populations are facing a unique set of circumstances in the present healthcare climate. The
complexity of this experience must be carefully considered before an onslaught of studies
and initiatives are developed and haphazardly thrust upon the community. Strategies that

are built firmly on ethical principles, designed by scholars of color, and grounded with the
voices of community stakeholders are necessary to address poor outcomes and improve the
experiences of Black people who engage in research initiatives.

The purpose of this article is to: (1) review examples of ethical principles to consider

when designing and implementing research initiatives focused on addressing maternal
mortality risk in Black communities; (2) discuss examples of community developed research
frameworks and methodologies that may be useful when designing and implementing
studies; and (3) discuss the role of the nursing profession in leading ethically driven research
initiatives.

ETHICAL PRINCIPLES

Ethical Principles: General Concepts

Ethics is a branch of philosophy that encompasses a variety of concepts related to moral
principles that influence how individuals make decisions.8 These concepts are complex and
vary among individuals, as many ethical concepts are derived from religion, philosophy, and
culture. As such many disciplines, including nursing, set standards of conduct to govern
activities within a profession and to outline professional commitment to the larger society.?
The nursing code of ethics from the American Nurses Association outlines key elements
(e.g. benevolence, beneficence, respect, nonmaleficence, fidelity, accountability, veracity,
patient autonomy) written into nine provisions to guide the profession in a variety of
settings including educational accreditation, certification and licensure, nursing practice, and
research.?

Ethical principles are the foundation of federal guidelines overseeing the protection of
human subjects in research.1% The goal is to minimize harm, maximize benefits, and
promote the respect, dignity, and autonomy of research participants.® 10 Additionally, the
guidelines outline considerations related to ethical aspects of the research design, methods,
and procedures to ensure that research endeavors are completed with scientific integrity.10
Institutional review boards oversee the review process for research grants and ensure that
research proposals are appropriate, however use of these guiding principles early in the
research process will ensure that proposed initiatives are credible and effective for the
populations under investigation.

Ethical Principles: Maternal Mortality Research

Ethical principles to consider when developing research initiatives focused on addressing
health disparities in Black populations may best be evaluated from a lens of reproductive
justice, a human rights lens that centers bodily autonomy and self-determination (the right to
make choices) as key ethical principles.1! The Black Mamas Matter Alliance (BMMA\) has
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outlined 8 standards for the provision of holistic care for Black people, which can serve as a
foundation for the development of ethical research initiatives:12 (1) Recognize the historical
experiences and expertise of Black women and families; (2) Listen to Black women; (3)
Provide care through a reproductive justice framework; (4) Disentangle care practices from
the racist beliefs in modern medicine; (5) Replace White supremacy and patriarchy with a
new care model; (6) Empower all patients with health literacy and autonomy; (7) Empower
and invest in paraprofessionals; and (8) Recognize that access does not equal quality care.
Evaluation of the BMMA ethical components of care within the context of traditional ethical
principles may prove beneficial during various aspects of the research process. A discussion
of ethical values, BMMA components and the applicability to the research setting is outlined
in this section. Other standards are considered and evaluated throughout the discussion.

Recognize the Historical Experiences and Expertise of Black Women and
Families: Veracity and Accountability—There are countless records of researchers and
clinicians that have performed unethical studies on black individuals,3->: 13 thus entrenching
the normalization of disrespect and racism into the medical and research enterprise.14 15
Examples are plentiful such as the repetitive gynecological experiments of Dr. Sims without
anesthesia on slave women in Alabama (Anarcha, Lucy, and Betsy), or the unauthorized
acquisition and subsequent commercialization of HeLa cells from Henrietta Lacks.* 1314
The trauma of this history infiltrates the research enterprise and influences the emotional and
mental experiences of black people who desire to engage in research.®

Research teams must consider the influence of this history on the mental well-being of
research participants and work to decolonize the systemic structures that perpetuate this
harmful history. The research enterprise has traditionally been led by white medical,
nursing, and public health scientists, with a lack of research teams led by or inclusive

of researchers of color.1% It is critical to shift this research paradigm that has normalized
Black subjectivity to expertise reserved to predominantly White research groups. Novel
and innovative strategies for research developed, led by, and initiated by Black researchers
and communities may prove beneficial in advancing the science and instituting effective
strategies to ameliorate disparities in health outcomes.12: 17 Utilizing a research model that
centers black voices ensures that ethically sound, relevant, and community centered research
studies are built on a tenet of beneficence, justice, and social responsibility.

Listen to Black Women: Beneficence, Respect, and Patient Autonomy—-Black
women have consistently reported feeling mistreated and unheard when receiving medical
care during pregnancy.1® The experiences of Black women feeling unheard during
participation in maternal health research have not been explicitly reported in the literature;
however, it is reasonable to consider that similar experiences could occur during the research
process. Research investigations focused on maternal morbidity and mortality are necessary,
but Black participants may be more vulnerable when involved in these studies due to
heightened concerns about the increased risk of dying in childbirth.18 Research teams must
listen and respond with respectful and compassionate care while discussing alternatives in
light of the concerns expressed by participants. When communicating about sensitive topics,
it is important that the feelings of the participant are validated in a way that allows the
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person to feel honored, heard, and respected. This ensures that the research experience
embodies the ethical principles of beneficence and respect. Additionally, the research team
can incorporate holistic care into the research process that centers Black voices, provides
validation of the lived experience, and empowers the participant with information and choice
to make decisions, thereby encouraging patient autonomy in research.12: 17

Replace White Supremacy and Patriarchy: Beneficence vs Maleficence—An
alternative perspective that some scholars could present to counter this discussion is that
researchers who are actively engaged in developing studies focused on addressing maternal
morbidity and mortality risk are not individuals who would perpetuate historical narratives
or engage in racist and unethical behaviors. For example, supporters of Dr. Marion Sims
state that he was operating within the culture of that time and from a lens of beneficence.1?
His study findings were reported to improve the lives of enslaved women, who potentially
desired the treatment and may have been willing participants given the suffering that

often resulted from vesicovaginal fistula.1? In this example, the technique under research
investigation was focused on the repair of fistulas in enslaved women that would improve
their medical conditions, but the intent was to ensure that slave women could reproduce
and ensure that the capitalistic system of slavery thrived.14 Colonial legislation of that time
placed Black women childbearing as the central component to slavery as the laws mandated
that the status of a child followed the matriarchal bloodline.1* As such, the intent of the
research was not intended to improve the health of the women, but to uphold a racist system
that perpetuated maleficence (harm) and mistreatment. Researchers must carefully review
research questions and methods to ensure that the intent of proposed initiatives truly benefit
the community most affected and are not designed purely for personal or professional gain.

COMMUNITY DEVELOPED RESEARCH FRAMEWORKS AND
METHODOLOGIES

Community engagement in the research process improves the quality of science and

allows for multiple perspectives to be considered beyond those present in traditional
research approaches.20 Scientific inquiry typically involves researchers that develop research
questions, write proposals, and disseminate information; however, community developed
frameworks center the community as the expert in research design, implementation,

and dissemination.?! The development of partnerships between academic researchers

and community stakeholders are needed within the context of maternal mortality

research. Utilizing a community led approach is a practical way to address the BMMA
recommendation to disentangle care practices and move towards a process that respects
collective expertise in solving health issues.

The utilization of community driven research methods grounded in a reproductive justice
framework will promote more equity in the design and implementation of research studies
targeting health disparities including those focused on maternal morbidity and mortality.
Examples of community focused research frameworks and methods that have been shown

to improve the research process among Black populations include the Research Protocol by
Affected Communities (RPAC) Protocol and the Community Research Advisory Board.22-24
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As noted in Table 1, the primary goal of these methods are to ground the research

process from the inception of the research question through publication of the research
findings within the community of individuals most influenced by the health outcome under
investigation in the research study. The expertise and critical analysis of the health outcome
of interest is driven by the community not the research team. Use of such frameworks from
the initial proposal development stage through the completion of the study has been found
to improve relevance of results, increase enrollment and retention, and promote changes in
clinical practice.22 The RPAC protocol Community Research Advisory Board are embodies
the BMMA ethical principle of empowering patients with health literacy and autonomy.

A clinically focused framework, designed by scholars of color and communities of Black
women, that could be adapted to the clinical research process is the Cycle to Respectful Care
tool. The model outlines a systematic method of dismantling biased practices and beliefs
that promote racism.2> The core of the model is centered on key values including blackness,
equity, reproductive justice, holistic maternity care, humanity, and love. As individuals

move through various phases of the cycle, the likelihood of providing respectful maternity
care is more likely. This approach could prove beneficial within the research context to
assist research teams in identifying biases and making sure that research protocols embody
respect, minimize harm, and center the research process on maintaining the dignity and
respect of research participants.

DISCUSSION

Researchers interested in conducting research related to maternal morbidity and mortality
must carefully examine the intent of doing the project, not just haphazardly develop studies
because of funding opportunities. Utilization of a framework of reproductive justice coupled
with community driven research methodologies will ensure that Black people are centered
in the research process. As such, models of care and initiatives designed from the research
will have a greater probability of producing equity in health outcomes while simultaneously
building trust within communities.

The Role of the Nursing Workforce

A variety of themes and research gaps underlying the increasing rates of maternal

mortality have been identified by national experts and include issues with data reporting
and monitoring, obstetrical and health system factors, social determinants of health, and
challenges with community engagement.26: 27 As the largest healthcare workforce, nurses
interface daily with many of these factors and are vital to improving the health outcomes
for Black pregnant populations.28 Nurses are also involved in the research process and

vital to the success of research studies. Clinical research nurses oversee the management of
daily activities critical to the success of a research study including preparation of research
protocols, recruitment, informed consent, protection of human subjects, and oversight of
clinical research visits. Nursing scientists are working as independent investigators, focused
on developing research questions and designing and implementing studies to address health
disparities. Within the clinical context, the nurse is expected to manage the intersection

of complex issues related to health, including complex topics related to racism, bias, and
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health equity. Given this expertise and breadth of focus, nurses are uniquely qualified to lead
innovative care models to address the gaps contributing to the maternal mortality crisis. This
can be further achieved by intentional development and training of clinical research nurses
and scientists of color who can guide the development and implementation of effective
research questions, frameworks, and methods.1’

It is important that trust is developed between researchers and the communities that are
affected by the health outcome of interest. Currently 80% of the nursing workforce is
Non-Hispanic white, although racial and ethnic diversity have improved over the last ten
years.29 Race alone does not determine the quality of care given; however, racial differences
may decrease trust due to the historical grievances of past research experiences. Intentional
efforts to restructure the research team to address disparities in participant-researcher racial
concordance, with a focus on relationship building to encourage trust may improve the
experience of Black people during the research process.}” The desire for racial concordance
is a valid experience commonly reported by Black women who experience poor birth
outcomes.1’ Representative researchers from the community of interest may be better
equipped to navigate the complexities that may arise in Black maternal health studies.

CONCLUSION

Addressing the maternal morbidity and mortality crisis in the U.S is critical, and the
development of effective and ethical research strategies grounded in reproductive justice are
needed to ensure that initiatives are appropriate and non-traumatizing for Black populations.
Research teams must carefully evaluate the context and culture surrounding the research
project and critically review research protocols to ensure that harm does not occur.
Maintaining a research model that does not center the black perspective or include that
voice within the infrastructure of research team design and implementation upholds the
narrative of white expertise and Black subjectivity. Researchers must carefully consider the
complexity of engaging in research related to maternal mortality before developing projects,
given the delicate nature and cultural components intersecting with the crisis. The increase
in funding availability and overall national interest in research related to maternal morbidity
and mortality have increased; however, given the historical trauma and sensitive nature of
the topic researchers must evaluate research designs and methodologies more critically.
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