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The provocative case 
about Ethics, Racism & 
Medicine in America

Henrietta Lacks, known in the scientific 
world as HeLa, was a poor Black tobacco 
farmer who died of cervical cancer in 1951. 

During her treatment for cancer at The 
Johns Hopkins Hospital, a tissue sample of 
her tumor was taken without her knowledge 
or consent and became the most important 
tool in medicine to date. 

HeLa cells have been bought and sold by 
billions and used for many scientific 
discoveries, yet she remains virtually 
unknown to the world. 



Ethical 

Questions

What ethical questions are raised by Henrietta Lacks HeLa Cells?

What do you think about the role race, education, and politics 
play in today’s research and medicine?

Who benefited from HeLa cells? And what type of benefits can 
be identified?

This book raises scientific injustices as well as journalistic 
injustices. Do you think this is specific to the era or could the 
same happen?

What does Elsie’s story reveal about the intersection of race, 
class, and disability?



Historical 

Questions

Henrietta Lacks was born in 1920 

in Roanoke, Virginia.  After 

marrying Day in 1941, she moved 

near Baltimore to work the mines 

where the only hospital serving 

people of color was The Johns 

Hopkins Hospital. 

Given the era/period in which this story took place, what 
are your thoughts about the role of race, education, and 
politics of the time and the impact culture plays on this 
story? 

As a follow-up to the above, do you think the same 
issues are still prevalent today in research and medicine 
regarding race, education and politics?

The book puts a strong focus on the Lacks’ family history; 
what purpose do those chapters serve?

Why were Black People rights still being violated in 
science after the Nuremberg code of 1947 and the IRB 
implementation in 1966?



Current State:

Correcting a 

historical wrong

As critical and important as HeLa cells are to science, 
should the research world continue to be allowed to 
use them today? 

What do you think about human cell research and why 
did it take the federal government so long to adopt the 
common Rule? 

Have IRB requirements changed the landscape to avoid 
gross errors and discrimination in research today?

HeLa cells are of enormous 
importance in research and 
medicine.  

It is the first cell line that not only 
survived in a laboratory, but also 
multiplied. 

Even today, research on HeLa cells 
is still being conducted in 
laboratories all over the world. 

How has technology and globalization helped or 
hindered research and data collection in today’s 
scientific world? 



Author’s 

Perspective

Skloot talked about her intentions for wanting to write the book. 
Why do you think she interjected herself in that way?

What impact did Skloot’s race play in writing this book and how may 
the story have differed if written by someone else (race, gender)?

Skloot was not the first person to attempt to tell Henrietta’s story, 
yet it appears she was the first to gain insight into the family’s mind 
and recollections. Why do you think the family trusted her with the 
story?

Why did Dr. Pattillo quizz Skloot on the history of white scientists 
using Black Americans, before providing the Lacks’ family contact 
info?

Considering biases and the political climate; can a White woman 
accurately portray the lived experiences of a Black family? What may 
be different today?



Unethical 
Case

The Tuskegee Study is a syphilis research experiment that began in 1932 and 

ended in 1972 (lasting about 40 years). 

It’s one of the most infamous cases of medical racism and abuse in U.S. history. 

With no informed consent, around 600 Black men with low incomes were used 

as test subjects — enticed with offerings such as free meals, health care, and 

burial stipends. In 1947 penicillin was discovered as the drug of choice for 

syphilis, but the study patients were denied it.

This highly unethical syphilis experiment was conducted by the U.S. Public 

Health Service (USPHS) and the Tuskegee Institute in Alabama. It is still 

considered to be the longest experiment on human beings in the history of 

medicine and public health.

 

 In 1973, a class-action lawsuit was 
filed on behalf of the study participants 
and their families, resulting in a $10 
million, out-of-court settlement in 
1974.

On May 16, 1997, President Bill Clinton 
issued a formal Presidential Apology
 for the study.



Other 
Unethical 
Case

Brooklyn’s Jewish Chronic Disease Hospital, a facility known for 

serving an elderly population and those in need of long-term physical 

care, was conducting cancer experiments on unsuspecting 

non-cancerous patients. 

Dr. Chester Southam was the driver of a study that injected live 

cancer cells into unknown patients in the 1960’s. The purpose of his 

study was to test natural immunity to cancer.

“The idea that they would inject sick people with cancer cells was 

incredible to me,” recalls Selwyn Raab, education reporter at New 

York World-Telegram, now retired. 

“It struck me as abhorrent. Anyone of even limited intelligence knew you 

couldn’t get informed consent from senile people.” - Raab.

Chester Southam's 
infamous cancer studies



National Institutes of Health - 
Genomic Data of HeLa

Wednesday, August 7, 2013 - NIH Release

The National Institutes of Health today announced in Nature that it has 

reached an understanding with the family of the late Henrietta Lacks to 

allow biomedical researchers controlled access to the whole genome data 

of cells derived from her tumor, commonly known as HeLa cells. These 

cells have already been used extensively in scientific research and have 

helped make possible some of the most important medical advances of 

the past 60 years. These include the development of modern vaccines, 

cancer treatments, in vitro fertilization techniques, and many others. 

Hela cells are the most widely used human cell lines in existence today. 

Access to the whole genome data of these cells will be a valuable 

reference tool for researchers using HeLa cells in their research.

“Just like their matriarch, the Lacks family continues to have a significant impact 
on medical progress by providing access to an important scientific tool that 

researchers will use to study the cause and effect of many diseases with the goal of 
developing treatments.” 

-NIH Director Francis S. Collins, M.D., Ph.D.



Final Thoughts

◆ Since the 1950s, there have been increased efforts to safeguard scientific ethics and 
ensure appropriate informed consent.

◆ Unfortunately, there are many more documented and undocumented cases of exploitation 
in research. It is our hope that this discussion has shed some light on who Henrietta was 
and how the system has changed since the violation of her body and rights. 

◆ We also hope this discussion has provided a reminder of the continued need for each and 
every one of us to approach our work in the field of research and data collection in an 
ethical manner. 

◆ NCURA R2 DEI Committee remains committed to the principles of the Belmont Report 
(1979) —Respect for Persons, Beneficence and Justice—for all.

“Every human being of adult years, and sound mind, has the right to determine what shall be done with his own body.” 
Justice Benjamin Cardozo
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