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Introduction

Henrietta Lacks’s story remains one of the clearest examples of why scientific value and ethical
legitimacy must be evaluated separately. In 1951, while Lacks was being treated for cervical cancer
at Johns Hopkins Hospital, cells from her tumor were obtained without her knowledge or consent and
passed to researcher George Gey. Those cells became Hela, the first human cell line to be stably
cultured and one of the most influential tools in biomedical research. HelLa contributed to work
involving virology, cancer, genetics, vaccines, drug testing, and fundamental cell biology. The
scientific contribution is extraordinary, but the benefits do not retroactively transform the conditions
of collection into an ethical process. A useful framework begins with the analogy sometimes made
between biological material and a valuable natural resource such as oil. The comparison explains how
material originating in one place can acquire enormous value after extraction and processing. It fails
morally, however, because human tissue remains connected to identity, privacy, family relationships,
ancestry, and bodily autonomy. Research ethics must therefore recognize scientific labor and
innovation without erasing the person from whom the material originated.

The Oil Analogy Clarifies Value but Fails as a Moral
Model

The resource analogy is useful because tissue can pass through several stages of value creation. A
hospital collects a specimen, a laboratory isolates or cultures cells, researchers standardize methods,
repositories distribute material, and companies may develop products based on discoveries made
with that material. Scientists, technicians, funders, and institutions contribute substantial labor and
expertise; a specimen does not automatically become a useful research platform merely because it
has been removed from a body. Yet oil and human cells differ in ways that make property language
incomplete. A tissue sample can reveal genetic risks, ancestry, reproductive information, and family
relationships that were unknown when collection occurred. A donor or relative can experience
betrayal when the material is used in unexpected or commercial ways even if no additional physical
injury occurs. Human biological material therefore carries informational and relational interests that
ordinary commodities do not possess. The ethical problem is not solved by choosing between two
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extreme positions—either the donor owns every downstream discovery or the institution owes nothing
once tissue is removed. Consent, privacy, transparency, governance, and fair recognition remain
relevant even when legal property rights are limited.

The Primary Consent Failure Concerned Henrietta
Herself

The most important historical fact is that Henrietta Lacks was not told that her tumor cells would be
used for research. Discussion sometimes begins with the later lack of family consent, but the first
failure of respect concerned the patient herself. Her relatives became central later because
researchers contacted family members, collected blood, discussed hereditary information, and
because genomic data from HelLa could reveal information relevant to descendants. The case
therefore contains several layers: absence of informed consent from Henrietta, poor communication
with relatives, privacy concerns, racial and class inequality, delayed recognition, and
commercialization occurring without meaningful participation by the family. It is also important not to
rewrite the history according to today’s rules. Specific consent for secondary tissue research was not
routinely required in 1951, and the legal framework was different. Historical context explains how the
practice occurred; it does not settle whether the patient was treated respectfully. Ethical analysis asks
more than whether an institution complied with the minimum rule available at the time. It asks
whether people whose bodies and information enable research are given meaningful notice, choice,
and protection.

Modern Consent Rules Are Stronger but Still
Conditional

Contemporary U.S. research regulation provides substantially more formal protection than existed in
1951, but biospecimen rules remain more nuanced than the statement that all research use requires
fresh permission. Under the revised Common Rule, identifiable private information and identifiable
biospecimens generally require informed consent, broad consent, or an approved waiver when used
in covered human-subject research. Broad consent can authorize storage, maintenance, and
secondary research within described categories, including information about what material may be
used, which kinds of research may occur, how long use may continue, and whether sharing is
expected. HHS guidance also explains that deidentified material may fall outside the Common Rule
definition of human-subject research, while IRBs can approve waivers in circumstances meeting
regulatory criteria (U.S. Department of Health and Human Services, 2018). These distinctions matter
because consent is not a single signature detached from context. Meaningful consent requires
understandable disclosure, voluntariness, and an opportunity to refuse without losing ordinary clinical
care. Institutions also have an ethical reason to honor the expectations created by earlier consent
language rather than stretching vague wording whenever a new research or commercial opportunity
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emerges.

Genomic Data Make Privacy a Family-Level
Concern

HelLa became a new ethical problem in the genomic era because a cell line contains DNA and modern
sequencing can reveal information that extends beyond the individual from whom the cells came. In
2013, NIH and members of the Lacks family established an agreement governing access to Hela
whole-genome sequence data in NIH controlled-access repositories. NIH reaffirmed that arrangement
in 2023 and updated implementation expectations in 2024 for NIH-supported investigators generating
or accessing HelLa genomic data. Researchers seeking controlled data must follow the NIH-Lacks
Family Agreement and associated data-use terms, which were designed to respect family preferences
while allowing scientific access (National Institutes of Health, 2024). The arrangement does not make
every HelLa genomic sequence in the world confidential, and NIH itself recognizes that some genomic
information is publicly available. Its importance is governance rather than perfect secrecy. The case
demonstrates why genetic privacy cannot always be treated as purely individual. One person’s
genome contains information about biological relatives, so data sharing, reidentification risk,
publication, and future use can affect people who never entered the original research relationship.

Ownership and Commercialization Are Not the
Same Ethical Question

Courts and research policy have often rejected the idea that patients retain an unlimited property
right in every removed tissue sample or every invention later developed from it. Scientists and
companies may acquire legitimate intellectual-property interests in methods, engineered products,
discoveries, or manufacturing processes created through substantial additional work. That legal
position does not mean donors have no ethical interests once tissue leaves the body.
Commercialization can intensify concerns about transparency, reciprocity, and trust, especially when
a community supplies rare biological resources or bears disproportionate research burdens. It would
also be misleading to promise research participants royalties from every future discovery because
most specimens never produce a commercial product and downstream value is usually created
collectively. More defensible approaches include disclosing foreseeable commercial use, explaining
whether individual payment is expected, considering community benefit when appropriate, and
separating healthcare access from pressure to provide samples. Benefit sharing can take different
forms, including research partnerships, training, infrastructure, recognition, affordable access to
resulting interventions, or negotiated financial arrangements. The ethical question is not simply “who
owns the cell?” but how control, risk, credit, and benefit are distributed across the research
relationship.
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Race and Power Are Essential to Understanding
the HelLa Case

Henrietta Lacks was a Black woman receiving care in a segregated medical system, and the history of
Hela cannot be separated from broader patterns of medical racism, unequal treatment, reproductive
violations, exploitation, and limited access to healthcare experienced by Black communities in the
United States. This does not mean every scientist who later used Hela cells acted with racist intent.
Structural injustice can persist through institutions and distributions of power even when later
researchers have no knowledge of the original patient. The ethical pattern is visible in who supplied
the biological material, who controlled information, who received recognition, and who had access to
the benefits generated by scientific progress. Historical mistrust of research is therefore not irrational
simply because contemporary rules are stronger. Institutions earn trust through current behavior:
clear communication, reliable consent, community engagement, privacy safeguards, acknowledgment
of past harms, and meaningful participation in governance. The Hela story is especially instructive
because it demonstrates how scientific success and institutional failure can coexist. Celebrating the
research achievements does not require minimizing the conditions under which the cells entered
science, and condemning the lack of consent does not require denying the benefits produced by
subsequent research.

Qualitative Oversight Adds What Compliance
Checklists Can Miss

John Lantos’s “Thirteen Ways of Looking at Henrietta Lacks” is valuable because it resists reducing
the case to one moral slogan. HelLa can simultaneously be understood as a scientific breakthrough, a
failure of informed consent, a family history, a racial-justice issue, a commercialization problem, and a
lesson about evolving research governance (Lantos, 2016). That multiplicity explains why qualitative
oversight matters. An institutional review board can verify whether required elements appear in a
consent form, yet participants may still feel confused, disrespected, excluded, or unable to
understand what happens after samples are stored. Interviews, community advisory boards,
participant feedback, and culturally informed communication can reveal problems that technical
compliance alone misses. Oversight should ask how people interpret the research, whether language
is accessible, which communities are absent from decision-making, and whether institutional
promises match actual data sharing and commercialization. Community engagement does not mean
that one family gains veto power over every future scientific use of a widely distributed cell line. It
means that research governance takes affected interests seriously rather than treating them as
obstacles that appear only after controversy.
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Conclusion

The Hela case demonstrates that responsible science requires more than proving that research
produces social benefit. Henrietta Lacks’s cells became an extraordinary biomedical resource after
they were taken in 1951 without her knowledge or consent, and the resulting discoveries have
benefited people worldwide. At the same time, the history exposes failures involving respect,
communication, privacy, racial inequality, recognition, and control. Contemporary regulation offers
stronger protections, including formal consent requirements for identifiable research, broad-consent
options, IRB oversight, and waiver standards, while the NIH-Lacks Family Agreement provides a
specific governance mechanism for controlled access to HeLa whole-genome sequence data. These
protections still do not reduce ethics to legal compliance. Biological material can generate information
about families, enter commercial systems, and acquire value far beyond the circumstances in which it
was collected. Cells are therefore not ethically equivalent to oil or another ordinary resource.
Scientific institutions can hold legitimate rights in the work they create while still owing participants
and communities transparency, privacy, respect, and fair governance. The enduring lesson of Hela is
that progress and accountability must develop together.
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