Nemours. Children’s Health System

April 9, 2021

The Honorable Francis Collins, MD, PhD
Director

National Institutes of Health

Building 1, One Center Drive

Bethesda, MD 20892-2014

RE: Research Request for Information - Inviting Comments and Suggestions to Advance and Strengthen
Racial Equity, Diversity, and Inclusion in Biomedical Research and Advance Health Disparities and
Health Equity Research

Dear Dr. Collins:

On behalf of Nemours Children’s Health System (Nemours), thank you for the opportunity to submit
recommendations as the National Institutes of Health (NIH) works to support true health equity by
addressing systemic challenges and barriers affecting the NIH workforce and NIH-supported biomedical
community.

Nemours is an internationally recognized children's health system that owns and operates the
Nemours/Alfred 1. duPont Hospital for Children in Wilmington, Del., and Nemours Children's Hospital in
Orlando, Fla., along with over 80 other care facilities in five states. Nemours delivers pediatric primary,
specialty, and urgent care to children from all 50 states. In addition to clinical care, we provide research,
education, advocacy, and prevention programs to benefit children everywhere. We are striving to create
the healthiest generations of children.

RECOMMENDATIONS

Below are specific recommendations for consideration under the Research Areas and Further Ideas
categories included in the Request for Information (RFI).

Research Areas:
Nemours urges NIH to consider addressing the research gaps and barriers below to advance the science of
health disparities and health inequities research.

Using Big Data to Advance Research focused on Social Determinants of Health

Nemours is encouraged by the public health community’s increased focus on social determinants of
health (SDOH) - the conditions in which people live, learn, work, play, and worship - and their impact on
long-term health outcomes.* Growing research shows that SDOH are the root causes of health disparities
and inequities, thus, advancing research focused on SDOH will help us to understand how we can
improve the science of health disparities and health inequities research. Moreover, status quo structures
and systems within society often create, perpetuate and exacerbate racial disparities.? As we continue to
learn more about SDOH, we should also further examine how upstream SDOH factors such as limited

! Braveman, P., & Gottlieb, L. (2014). The social determinants of health: it's time to consider the causes of the causes. Public health reports,
129(1_suppl2), 19-31.

2 Yearby, R. (2020). Structural Racism: The Root Cause of the Social Determinants of Health. Bill of Health.
https://blog.petrieflom.law.harvard.edu/2020/09/22/structural-racism-social-determinant-of-health/
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educational attainment, low socioeconomic status, unemployment, discrimination and structural racism
can impact downstream adverse health outcomes.®

Our health system is part of a growing cross-institution pediatric research network called PEDSnet, with
data from eight children’s health systems. This network provides our researchers with access to a unified
dataset of 7.24 million de-identified pediatric records (from 2009-2021) primarily across 12 states. This
represents a population of patients equivalent in size to over 9% of the US 2010 pediatric population. *
Through PEDSnet, our institutions can gather enormous and previously inaccessible amounts of data to
help design care that can save children’s lives. A recently published retrospective cohort study in JAMA
Pediatrics underscores the power of using large data sets to identify disparities.

Researchers in the study used PEDSnet data — electronic health records of 135,794 pediatric patients from
Nemours and the six other participating children’s health systems — to study the prevalence and impact of
the coronavirus on children.® Though children are less likely to contract the SARS-CoV-2 virus, the study
underscores disproportionately high rates of infection and worse health outcomes in children of Black,
Hispanic, and Asian descent. This research corroborates other data that shows that people of color
contract the virus and develop severe symptoms at a disproportionally higher rate, making up more than
half of COVID-19 deaths in the United States.® Nemours encourages NIH to make large data sets
from NIH’s many longitudinal cohorts readily available to the public. This will allow the research
community to identify health disparities in the most at-risk populations, including children.

Nemours also urges NIH to fund longitudinal research studies that aim to increase understanding
of how SDOH interventions in early childhood can impact long-term health outcomes and health
care cost savings associated with such interventions. We are now seeing growing evidence that
interventions targeting SDOH such as education, housing, income, employment, etc., can reduce health
disparities and health care costs.” For example, interventions aimed at providing quality education in early
childhood and parenting support are cost effective and can yield long-term health outcomes for children
and their families, such as improved health behaviors and decreased risk factors for cardiovascular
disease.? These interventions have consistently proven to be successful with accrued health-related
benefits into adulthood.® We need more research to understand the health impacts and cost-savings
associated with interventions addressing SDOH, especially for children.

Prioritization of Health Disparities in Pediatrics

As a children’s health system, we have personally experienced the challenges of accurately capturing
patients’ demographic data. This data could help us to evaluate the underlying factors that drive health
disparities — as these inequities may not manifest monolithically among one race or income level, for
example. Inconsistent demographic data collection is an issue prevalent across the pediatric environment
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and hinders progress in pediatric research and treatment.® The lack of systematic standards or criteria in
demographic data collection, and thus the lack of available demographic data, makes it difficult for
pediatric research institutions like ours to see the full picture. This makes it challenging or impossible to
identify the most at-risk populations for certain diseases and develop proactive treatments. Nemours is
working to address this issue by conducting unconscious bias research to understand how to best train our
employees to work through their implicit bias to capture demographic data. Nemours encourages NIH to
promptly address the barriers to demographic data science in pediatrics, more specifically, looking
at what causes demographic data to be inaccurately captured (i.e. implicit bias) and what best
practices can be adopted to address these barriers.

Despite the reality of persistent health disparities, growing evidence shows that certain technologies can
be effective in combatting them. For example, while rural populations face significant health disparities
compared to urban populations, school-based telemedicine can improve control of symptoms and quality
of life in cases of pediatric asthma and type I diabetes.!* While much evidence demonstrates that asthma
outcomes are poorer among Black and lower income populations, a number of technological interventions
(including web-based health education, text messaging, etc.) have been associated with better health
outcomes. However, access to broadband and/or mobile technology is not ubiquitous across rural,
minority or lower-income populations.*?

Pediatric type 1 diabetes is an area with substantive health disparities concerns. Among children with this
condition, racial and ethnic minority groups along with lower-income populations often have higher blood
levels of HbA1c, which can have profoundly negative effects on overall health.* Lower diabetes
technology use has also been associated with lower socioeconomic status'* — raising the question of
whether broader access to diabetes technologies could improve outcomes among populations facing
disparities in diabetes outcomes.*> Nemours calls on NIH to investigate barriers to the utilization of
healthcare technology, particularly looking at how health disparities such as ethnicity and
socioeconomic status can impact access to technology.

Further Ideas:

Nemours commends NIH for looking at approaches to implement bold and innovative measures to
advance diversity, inclusion, and equity to promote research on health disparities. Below are two
recommendations for your consideration.

Improving Diversity and Inclusion in Research Studies

It is clear that health disparities continue to hinder health equity in the United States, and the burden of
poorer health outcomes and treatment disproportionately affects people of color. However, despite
significant evidence spanning multiple populations, conditions, and interventions, we must conduct more
research to determine the causal direction driving these disparities. Many studies utilize small samples
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that do not represent the general population that they intend to study. To address the aforementioned
issue, Nemours encourages NIH to develop standard population sets, aggregated by disease, which
the research community can reference when studying a specific population. This would enable
further exchange of information and awareness about potential cohort bias and under
representation of minority groups in research studies. By gaining access to standard population sets,
researchers can become more mindful of how the minority representation in their study compares to the
overall population, helping to address inequities in research.

As biomedical research is a central pillar to the activity at NIH, we must acknowledge some of the
barriers in research involving human participants. When evaluating health disparities, it is important to
recruit and maintain a diverse sample population to understand how outcomes may differ based on
demographics and experiences. Yet less than 3% of participants in published, genome-wide association
studies are of African or Hispanic or Latin American backgrounds.'® Additionally, white participants
make up about 86% of adult clinical trial participants, and some evidence indicates pediatric clinical trials
also have enrollment disparities among racial and ethnic groups'’® As a research community, we need to
prioritize recruitment efforts to increase diversity in the populations we study.

Some evidence suggests that electronic health records (EHRS) can be effective in recruiting a diverse
study population.’®? EHRSs, paired with a team-based approach in which clinicians and researchers
collaborate on efforts for clinical trial recruitment, could help to increase diversity in clinical trials.?*
Nemours recently updated our EHR system to incorporate criteria for active clinical trials. Through this
update, our EHR system alerts physicians when patients qualify for certain clinical trials, enabling our
physicians to work with their care team and researchers to address potential language and cultural barriers
that could hinder trial enrollment. Nemours respectfully requests that NIH conduct research on the
effectiveness of EHRSs in increasing diversity in clinical trial enrollment, and if proven effective,
promote this as a technique for enhanced recruitment efforts.

CONCLUSION

Nemours stands ready to leverage our expertise and relevant experiences to assist NIH as it works to
support diversity, equity and inclusion in the biomedicine research community. We look forward to
continued collaboration. Thank you for your consideration of our recommendations. Please do not
hesitate to reach out to me at Daniella.Gratale@nemours.org or to Vy Oxman at
Vy.Oxman@nemours.org with questions or for additional information.

Sincerely,

Pamatta Mradale
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