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A New Chapter  
for the Lacks Family  



Henrietta Lacks 
• Henrietta was born in 1920 
• At 31, she was being treated for aggressive cervical cancer 

at Johns Hopkins 
• Researchers took cells 

from a biopsy for 
research without her 
knowledge 

• She died that year 
• Her cells have been 

growing for 62yrs 
• Family has been dealing 

with this since 



HeLa’s History 
1951. George Gey first to get human cells to 
continuously divide in culture 

1971. Obstetrics and Gynecology identifies Henrietta 
Lacks as the source of HeLa cells, publishes a photo of 
Henrietta Lacks 

1976. McKusick paper, genetic characteristics of  the 
HeLa cell; includes Lacks pedigree 

 
1997. BBC Documentary, The Way of 
All Flesh 

2010. The Immortal Life of Henrietta 
Lacks, Skloot 
 



HeLa’s Fame 
• A Google search for “HeLa cell” generates 2.5 million results 

•  74,000 publications citing HeLa cells 

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

• Accompanied the first man into space in 1961;  

• And our youngest scientists are using HeLa too 
– HeLa cells and nanoscience to test new approaches to fight cancer 

(2013 Semifinalist, Intel Science Talent Search)  

– Screens for promising candidate compounds for a non-addictive 
painkiller (2012 finalist, Siemens Competition in Math, Science, and 
Technology)  



Then… 
• March 2013 – researchers in Germany posted the 1st HeLa 

whole genome sequence (EBI mirrored by NCBI) 

• Lacks family asked that the sequence be removed – data taken 
down 

“I look at it as though these are my grandmother’s medical records 
that are just out there for the world to see.”  
                - Jeri Lacks-Whye, granddaughter 

• Another publication pending 
with Nature 

• Twittersphere alive with 
suddenly hyperethical 
genomics researchers 

• NIH reached out to the family 

 



A Solution to Match the Problem 

• HeLa cells have been invaluable; still used ubiquitously 

• There are 1,300 gigabases of HeLa sequence in public data 
bases 

• HeLa cells can be sequenced at any time 

• The family has been through decades of unwanted intrusions 
and surprises 

• Yet, no one had broken any laws 

• Solution needed to advance science, respect family, and 
catalyze policy advances.  

 

 



Working with the Lacks Family 
 



 



Elements of the Agreement 

NIH is requesting that all researchers: 

• Apply for access to HeLa whole genome sequence 

• Abide by terms defined by the Lacks family 

Biomedical research only 

No contact with family 

Disclosure of commercial plans 

 Include acknowledgment in publications and presentations 

• Deposit future whole genome sequence data into dbGaP 

• New working group established to review requests 



HeLa gets a dbGaP page 
 

http://www.ncbi.nlm.nih.gov/projects/gap/cgi-bin/study.cgi?study_id=phs000640.v1.p1


HeLa Genome Data Access Working Group 
Advisory Committee to the Director 
Renee Jenkins, M.D. (CHAIR)  
Professor and Chair Emeritus 
Department of Pediatrics and Child Health 
Howard University 
  
Russ B. Altman, M.D., Ph.D.  
Professor, Bioengineering, Genetics, & Medicine 
Director, Biomedical Informatics Training 
Program 
Stanford University 
 
Ruth Faden, Ph.D., M.P.H. 
Philip Franklin Wagley Professor in Biomedical 
Ethics 
Director, Johns Hopkins Berman Institute of 
Bioethics 
Johns Hopkins University 
  
 
 

David Lacks Jr.     
Representative, Henrietta Lacks Family 
Baltimore, MD 
  
Veronica Spencer  
Representative, Henrietta Lacks Family 
Baltimore, MD 
  
Clyde W. Yancy, M.D.  
Professor in Medicine-Cardiology and 
Medical Social Sciences  
Chief, Division of Medicine-Cardiology  
Northwestern University 
Feinberg School of Medicine  



"In the past, the Lacks family has been left in the dark…we are excited to 
be part of the important HeLa science to come.“ 
                  - Jeri Lacks-Whye, granddaughter  



What now?  
• Pending data requests 

• 1st data request to dbGaP: August 19th 

• We now have 4 data requests 
• Inaugural Working Group meeting: September 12th  
• Recommendations to ACD: September 16th  
 entire process completed in under 1 month! 

 

• Working Group to figure out other issues: 
• Scope of HeLa genomic data in dbGaP 
• Are the data use limitations the right ones? 
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