
December Exploring Ethics Henrietta Lacks Forum 

What the Public Needs to Know About Clinical Trials 

In her remarks at the fourth forum of the “Exploring Ethics Henrietta Lacks” series, Georgia Robins Sadler 
spoke on behalf of the scientific research community when she praised the best-selling book for increasing pub-
lic awareness of the importance of clinical trials. 

Author Rebecca Skloot “has done a wonderful service,” said Sadler. “She has 
put this question before a national audience. As a result of her efforts, the 
country is coming forward to ask ‘What are clinical trials?’ and ‘What is re-
search?’” 

Sadler, a Clinical Professor of Surgery at UC San Diego, gave a December 7 
presentation on “What the Public Needs to Know About Clinical Trials.”  In 
her talk, she emphasized the urgent need for a pool of clinical research partici-
pants that is diverse in age, gender, race, and ethnicity. She outlined the chal-
lenges recruiters face in achieving that diversity. And she implored members of 
underrepresented groups to view clinical trials as “opportunities to make a dif-
ference.” 

“You have a chance to experience a new research discovery before we declare 
that it works or fails to work,” she said. “A large piece of research is being sure 
that everybody is represented.” 

As Sadler explained, the biggest barrier to rapid scientific progress is not a lack of ideas or even funding. It is 
“the time it takes to find eligible people … with narrower and narrower eligibility criteria.” Participation in clini-
cal trials is time consuming, but compensation is prohibited because, she said, “ethically, we cannot make the 
reward for taking part in a study so positive that you would do something you would not normally do.” 

Recruitment efforts also are hampered by confusion and fear surrounding terms like “blind and double blind” 
studies and especially “placebos.”  Sadler emphasized that “the placebo is only given when we really don’t have a 
better option” because all existing treatments for that patient have proven ineffective. 

In recent years, “clinical trial navigators” have begun serving as community 
ambassadors who help identify and recruit diverse research subjects. Sadler 
reported that the model has been successful:  “Our numbers are now getting 
better because the community trusts this person. Now the trick is to find the 
funding mechanism for it [because] inevitably, recruitment gets short shrift in 
the budget.” 

During the audience discussion, Sadler was asked to comment on an ethical 
dilemma at the heart of the Henrietta Lacks story:  when a research break-
through leads to a profitable new discovery, like HeLa cells, the research sub-
jects who made it possible do not share in the rewards. 

“That really has to do with science getting ahead of ethics,” Sadler responded. “We sometimes make discoveries 
that we never even imagined would be possible, and we don’t have ethical guidelines in place ahead of time.” 

Aside from participating in clinical trials, community members also can get involved in the scientific process, 
and contribute to the development of ethical guidelines, by volunteering to serve on institutional review boards 
(IRBs) that oversee research conduct. 

“Unless we have community involvement, we don’t know what you want, because it’s really your future that 
we’re talking about,” she said. “IRBs have lay people on their study sections. If you’re interested in becoming 
more informed about clinical research, it’s very easy to join an IRB. There are many of them around town, and 
they’re always short of volunteers.” 
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