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NPR Interview: Doctors with Cancer 



Malignant: Medical Ethicists Confront 
Cancer 



Silent Partners: Human Subjects and 
Research Ethics 



Silent Partner Chapters 

•1 Subject Perspectives: The Missing 
Element in Research Ethics  

•2 Personal Knowledge and Study 
Participation  

•3 The Everyday Ethics of Human 
Research  

•4 The Hidden World of Subjects: 
Rule-Breaking in Clinical Trials  



Silent Partner Chapters 
• 5 Participants as Partners in Genetic 
Research  

• 6 Terminally Ill Patients and the “Right 
to Try” Experimental Drugs  

• 7 Embedded Ethics in Developing-
Country Research  

• 8 Research Subjects as Literary 
Subjects  

• 9 How to Hear Subjects  





My Options 
•Tumor Board Recommendation: 4 
Chemotherapy drugs + radiation 
 

•Trial: Random assignment to receive 3 
chemotherapy drugs + radiation OR 1 
chemotherapy drug + radiation OR a 
different chemotherapy drug + 
radiation 



What I Learned (1) 
• Clinical Equipoise = Experts Uncertain 
about Which Treatment is Best 
 

• In Equipoise, Patient-Subject has 
Reasonable Chance of Receiving the 
Best Treatment  
 

• But Equipoise is Fuzzy in Cancer Trials 
 
 



What I Learned (2) 
•Time-Consuming Parts of Study 
Enrollment = Treatment Delay 
 

•Treatment Delay Is Unrecognized 
Research Burden for Seriously Ill 
Prospective Subjects 



What I Learned (3) 
• Diagnosis of Serious Illness Increases 
Dependency on Doctors 
 

• Doctors Describing Trials Can Easily 
Influence Patients on Enrollment 
Decisions 
 

• I was Lucky to Have a Doctor Who 
Supported My Freedom to Say No to 
Trial 
 
 
 
 



What I Learned (4) 
•Some Ethicists and Others Argue 
that Everyone Has a Duty to 
Participate in Research 
 

•Advocates of Duty Haven’t 
Acknowledged the Burden This 
Would Impose on Seriously Ill 
Patients 



Learning from Other Subjects 
• Personal stories of research 
participation 
 

• Empirical Studies of Subjects’ 
Perceptions and Views 
 

• Research Subjects in Fiction 
 

 



 
The Subjectivity of Subjects 
 
• Subjects Are People, Too! 
 

• Subjects Are Moral Agents Who Don’t 
Necessarily See Research the Way That 
Experts Do 
 

• Researchers Watch Subjects, but “The 
Watched Can Watch As Well” 



Deception in Research 
• Deception Goes Two Ways -- Subjects Don’t 
Always Do What Researchers Tell Them To 
 

• Some Subjects Successfully Conceal This 
from Researchers, Reducing the Value of 
Study Findings  
 

• Subject Deception Is a Neglected Ethical 
Problem   



Everyday Research Ethics 
• Subjects Want Courtesy and Professional 
Behavior From Researchers 
 

• Rudeness, Arrogance, and Disorganization 
Lead to Resentment and Study Drop Outs 
 

• Ethical Principle of Respect for Persons as 
Subjects See It 



Choosing for Dementia Patients 
• Ethical Guidelines Tell Surrogate Decision 
Makers To Choose What Patient Would Want If 
Competent 

• But Empirical Studies Show Surrogates Focus 
As Much or More on Patients’ Current Best 
Interests 

• Surrogates Take Patients’ Own Views into 
Account, Too 
 

• Reality Doesn’t Match Ethical Guidelines  



A Famous Research Subject 











Subjects As Real Research Partners 
• Experienced Subjects Belong in IRBs, 
Research Ethics and Policy Advisory Groups 
 

• Experienced Subjects Belong in Patient-
Centered Research Activities 
 

• Challenges Exist But Are Manageable 
 

• For More Egalitarian Model, Consult People 
Who Know What It’s Like to Be Subjects    
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