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 1951: Biopsy from Henrietta Lacks, 31-year-old patient 

with aggressive cervical cancer; died 8 months later

 Cells soon found to be “immortal” – invaluable to research

 Named HeLa – used without Lacks’ knowledge, consent

 1971: Henrietta’s identity made public

 Start of challenges for the Lacks family

 2010: Rebecca Skloot’s book brought wide 

attention to Henrietta, Lacks family, HeLa cells

Lacks family/ITV/Rex Features

HeLa Cells and the Lacks Family



 March 2013: German researchers post 

HeLa genome sequence

 April–July 2013: NIH, Lacks family 

craft long-term solution

HeLa Whole Genome Sequence Made Public (2013)



NIH-Lacks Family Agreement: Announced Aug. 7, 2013



The main goal was science and 
being part of the conversation.

David Lacks Jr.



HeLa Whole Genome Sequence in NIH Database of 

Genotypes and Phenotypes (dbGaP) 

 Researchers apply for access

 Using data only for health, medical, or biomedical research objectives

 No studies of population origins or ancestry

 Working Group of the NIH Advisory Committee to the 

Director evaluates all requests

NIH-Lacks Family Agreement – Details
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 89 evaluated and 83 approved

 19 countries have requested access to data

 Approved uses, outcomes (e.g., publications, IP) 

publicly available

 Rejections for incomplete applications; 

unwillingness to share data

Requests to Access HeLa Genomic Data: 2013-Present



HeLa Cells 

in 

Science and

Medicine

A Google search for “HeLa cells” generates 
34.9 million results

Over 110,000 publications citing HeLa cells 
between 1953 to 2018

In the last ten years, the majority of Nobel 
Prizes in medicine have used HeLa cells

HeLa cells accompanied the first human 
into space in 1961

Critical discoveries related to COVID 
vaccine development research



Let’s Pause for Two Questions from 
the Audience



The Contribution of HeLa Cells to Biomedical Research
Over 100,000 publications resulting from research using HeLa Cells

 142+ countries

 3 Nobel Prizes (telomerase, HPV & cancer, and nanoscale imaging)



Credit: NIH Library on behalf of the HeLa Genome Data Access Working Group

Topics of HeLa Cell Research



“Science in pursuit of fundamental knowledge 

about the nature and behavior of living systems… 

and the application of that knowledge to extend 

healthy life and reduce illness and disability”

The National Institutes of Health (NIH)
United States Steward of Medical and Behavioral Research



 Given a Voice: An Update on the NIH-Lacks Family 

Partnership

 Annual Biomedical Research Conference for Minority 

Students (ABRCMS)

Getting the Word Out



https://osp.od.nih.gov/scientific-sharing/hela-cells-landing/

Reaching a Broader Community

https://osp.od.nih.gov/scientific-sharing/hela-cells-landing/


Let’s Pause for Two Questions 
from the Audience



 Moving away from one-way relationships with human “subjects”

 True meaning of engagement

 Community and participant partnerships in research are 

essential and becoming more common

• E.g., All of Us – based on patient engagement, trust, and respect 

• Understanding Tribal or underrepresented community perspectives on 

research and data sharing 

Participants as Partners: Walking the Talk



Turning Discovery into Health
Enhancing Diversity Among Clinical Research Participants



 Disproportionate effects of COVID on 

communities of color, other vulnerable populations

 Priorities to address disparities include:

 Inclusion of communities of color in clinical trials 

 Population-specific efforts to reduce health disparities

 Thinking through diversity for vaccine distribution:

 National Academies report, “A Framework for Equitable 

Allocation of Vaccine for the Novel Coronavirus” 

Present-Day | COVID-19 & Disparities
Enhancing Diversity in COVID Therapeutics & Vaccine Research



 Legacy of Tuskegee casts a long shadow

 1932: US Public Health Service recruited 

“colored people” with “bad blood”

─ No mention of syphilis – no informed consent

 1945-47: new drug, Penicillin, now 

standard treatment

─ Never offered to participants

 1972: article exposes study; study ends

─ 1974: $10M out-of-court settlement reached

 1997: President Bill Clinton offers formal 

apology on behalf of US

Biomedical Research and Participant Diversity
Ongoing Challenge; Many Causes…



 1979: Belmont Report

 Ethical Principles and Guidelines for the Protection of Human 

Subjects 

 1981: Common Rule

 Ethics of US behavioral & biomedical research involving humans

Research institution review, compliance

Protections for vulnerable research subjects

Evolving System of Human Participant Protections
Troubling Histories, Direct Impacts on Change



 U. of Illinois Cancer Center event: Advancing Trust in 

Medical Research

 NIH-supported researcher Dr. Robert Winn engaged 

four generations of Lacks family, >500 community 

members, to discuss

─ How to increase diversity among participants in clinical trials

─ How historical mistrust affects precision health

Working With the Lacks Family to Broaden Our 
Understanding of “Research Participants” 



Description: a historic, longitudinal effort to gather 
data from one million or more people living in the US 
… that takes into account individual differences in 
lifestyle, socioeconomics, environment, and biology

Mission: accelerate health research 
and medical breakthroughs, enabling 
individualized prevention, treatment, 
and care – for all of us

The All of Us Research Program



 Nurture enduring relationships with participant partners

─ Who reflect the nation’s diversity – across ages, races/ethnicities, genders, 

geographies, backgrounds…

 Build richest, largest-ever biomedical resource

─ Dataset that’s as easy, safe, and free to access as possible

 Catalyze a robust biomedical research ecosystem

─ Engaging a wide array of researchers, funders

All of Us: Objectives



Earning Participants’ Trust

Sign up at Joinallofus.org

http://www.joinallofus.org/


Veronica Robinson
All of Us Launch, Chicago

May 6, 2018

I realized that All of Us was about 
my family’s story. 
It was about your family’s story. 
It’s about what we face every day.



Recent Focus – Remembering the Legacy



Recent Focus – Remembering the Legacy



NIH…Turning Discovery Into Health
www.nih.gov/hope

@CWolinetzNIH



Additional Questions
(as time allows)
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35Thank you for participating!



3636Collection of Resources

This collection includes the slides (as PDF), handouts 
and other resources. 

Link to the collection:

https://my.nsta.org/collection/tqUPUX8Uclg_E
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Science Update: Countdown to ISS 20

October 15, 7:00 PM ET

Web Seminar: Developing a Competitive 

Application for Shell Teaching Awards

October 29, 7:00 PM ET

https://my.nsta.org/webseminars

NSTA Web Seminars (free)
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Transforming Science 

Learning: Phenomena Drive 

Instruction: How to Choose and 

Use Phenomena When 

Designing Instruction

September 23, 7:00 PM ET

https://my.nsta.org/webseminars

NSTA Member Web Seminars
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NSTA Web Seminar Series (October)

October 1, 8, 15, 22

7:00 – 8:30 PM ET

Registration:

NSTA member: $60

Associate member/Non-member: $75

Group rate (25 individuals): $1,500

https://my.nsta.org/wssoct20



4040

National Science Teaching Association
Tricia Shelton, Director Professional Learning
Flavio Mendez, Assistant Executive Director

Kate Soriano, Standards Implementation Specialist
Wendy Binder, Program Director
Laura Jackson, Project Manager

Eddie Hausknecht, Web Developer 
Don Boonstra, Technical Coordinator

Thanks to the NSTA Virtual Learning Team

This concludes today’s 

program. 


