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Advancing Health Equity Requires 
Examining the History of Genetics



• When every person has the opportunity to attain their full 
health potential and no one is disadvantaged from achieving 
this potential because of social position or other socially 
determined circumstances 

• Health equity through a genomics lens:
• Access to high quality and comprehensive genomic information
• Development of accessible technology and methods
• Access to genetic and genomic testing
• Quality of treatment and management of genetic and genomic findings
• Acceptability of genetic and genomic approaches and interventions

Advancing Health Equity

2https://www.cdc.gov/chronicdisease/healthequity/index.htm
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Reckoning with the 
History of Genetics
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https://www.genome.gov/genetics-glossary/Eugenics
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Eugenics 
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7https://www.genome.gov/event-calendar/the-meaning-of-eugenics-historical-and-present-day-discussions-of-eugenics-and-scientific-racism
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https://www.npr.org/sections/health-
shots/2014/10/31/360355784/payments-start-for-n-c-eugenics-victims-
but-many-wont-qualify

North Carolina

https://www.npr.org/sections/health-shots/2014/10/31/360355784/payments-start-for-n-c-eugenics-victims-but-many-wont-qualify


“California is committed to 
confronting this dark chapter in 
the state’s past and addressing 
the impacts of this shameful 
history still being felt by 
Californians today,” said 
Governor Newsom. “While we 
can never fully make amends for 
what they’ve endured, the state 
will do all it can to ensure 
survivors of wrongful sterilization 
receive compensation.”
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California
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https://www.genome.gov/event-calendar/irreducible-subjects-disability-and-genomics-in-the-past-present-and-future#slides
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Scientific racism
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Scientific racism. Scientific racism is a historical pattern of 
ideologies that generate pseudo-scientific racist beliefs. That 
perpetually influences racial bias and discrimination in science 
and research. Leading scientists across scientific institutions 
in the 19th and early 20th centuries were proponents of such 
ideologies. By the mid-20th century, pseudo-scientific racist 
beliefs were widely disproven. However, evidence shows that 
scientific racism persists in science and research.



14Linda Villarosa New York Times, August 14, 2019
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Using race and ethnicity requires 
historical awareness



Racialization of Disease



Ebony Magazine, May 
1966



Racialization of Sickle cell

“up to the present, the malady has 
been seen only in the Negro [sic], and 

so far as could be ascertained, it is 
the only disease peculiar to that race”

Mason VR. Landmark article Oct. 14, 1922: Sickle cell anemia. By V.R. 
Mason. Jama 1985; 254(14):1955-7



“The most significant feature of 
sickle cell anemia is the fact that it 

is apparently the only known 
disease that is completely 
confined to a single race” 

Annon, Sickle Cell Anemia: A Race Specific Disease. JAMA 1947; 133:33 



Race, Ethnicity, Ancestry in the Era of 
Genomics

Slide provided by Alice Popejoy
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“ Precisely because the problems of race are 
complex, scientists need to engage these issues 
with greater care and sophistication. Geneticists 

should work in collaboration with their social 
science and humanities colleagues to make certain 

that their biomedical discoveries make a positive 
difference in health care, including the care of those 

studied.”

24How Not To Talk  About Race and Genetics, Buzz Feed News, March 30, 2018 



NASEM Consensus Study
 14 NIH Institutes, Centers, Offices, & 

Programs co-sponsoring study (NHGRI 
as co-lead)

 Review existing methodologies, benefits, 
and challenges in the use of race and 
ethnicity and other population 
descriptors in genomics research 

 Study committee announced on February 2

 Three public meetings planned

 Final report in February 2023
https://www.nationalacademies.org/our-work/use-of-race-ethnicity-and-ancestry-as-population-descriptors-in-genomics-research



Trust and Trustworthiness



“Trust remains the cornerstone of the patient-
provider relationship.  The importance of this bond 
cannot be understated; it often predicts the 
willingness of a patient to seek care, share 
confidential information, comply with treatment 
regiments, and participate in biomedical research.”

Trust 
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Persaud A, Bonham VL. The Role of the Health Care Provider in Building Trust Between Patients and Precision Medicine Research Programs. Am J Bioeth. 
2018 Apr;18(4):26-28. 



“Trustworthiness, a commonly recognized 
antecedent to trust, can be described as the 
perception of probabilities, or expectation, that a 
trusting relationship will result in gains and/or 
losses from engaging in an encounter that requires 
trust (i.e., risk/uncertainty and interdependence). 
Trustworthiness begets trust by giving patients a 
reason to trust.”

Trustworthiness

28
Anderson A, Griffith DM. Measuring the Trustworthiness of Health Care Organizations and Systems. Milbank Q. 2022 Jun;100(2):345-364. 



“While physicians carry incredible potential to serve 
as agents and mediators of trust between patients 
and research institutions, there are potential 
impediments that may undermine this process if not 
considered carefully.” 

Trustworthiness 
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Persaud A, Bonham VL. The Role of the Health Care Provider in Building Trust Between Patients and Precision Medicine Research
Programs. Am J Bioeth. 2018 Apr;18(4):26-28. 



BIG QUESTION:
How do we enhance health equity in genetics and genomics?

Green et al. (2020)







genome.gov/workforcediversity

American Journal of Human Genetics 108(1):3-7 (2021)



Cultivating Diversity as an Ethos 
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Thomas SP, Amini K, Floyd KJ,… Bonham VL. Cultivating diversity as an ethos with an anti-racism 
approach in the scientific enterprise. HGG Adv. 2021 Sep 21;2(4):100052.



“The cultivation and adoption of diversity as an 
ethos requires shifting our focus to being intentional 
about an institution’s character, culture, and 
climate. One way for this ethos to be sustained is 
by facilitating an intentional anti-racism approach 
within the field.”
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Thomas SP, Amini K, Floyd KJ,… Bonham VL. Cultivating diversity as an ethos 
with an anti-racism approach in the scientific enterprise. HGG Adv. 2021 Sep 
21;2(4):100052.
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Thank You 
bonhamv@nih.gov
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