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Does the truth matter? 
• Rumors are more than just wrong or incomplete 

information; they are socially constructed, performed 
and interpreted narratives, a reflection of beliefs and 
views about how the world works in a particular 
place and time 



Rumors as critical commentary of bioethics 

rumors enable people to debate current events 
and concerns… they make use of their own 
models and terminologies to express and debate 
their concerns 



Blood theft: Colonial rumors 
The blood-thieves were 
white people, used European 

technology (cars, fire 

engines, torches, medicines, 
electricity, syringes) to 

extract blood from local 

people, which they then 

either sold or transformed 

into other commodities, 
such as medicines.  



Friction and confrontations between 
researchers and parents of children in 
Western Kenya following tales of blood 
theft 

Blood theft: a contemporary rumor 



Rumor and Moral Panics 
Moral panic:  
‘the construction 
of a social 
problem as 
something more 
serious than the 
routine issue of 
social control’ 



Gossip 
• Gossip provides a way of talking about AIDS in 

a context in which secrecy prevails 
 



Preliminary findings from in depth 
interviews with enrolled women in 
Johannesburg 





Rumors about VOICE in Johannesburg 

• In Depth Interviews with enrolled women 
(n=42) 
– We asked: ‘What have you heard about VOICE in 

your community?’ and ‘What influence has this 
had on your adherence?’ 

– Many had not heard anything,  
– Some referred to rumors about clinical research in 

general 
– Four (N=41) said that rumor / gossip influenced 

their adherence 



Rumours about VOICE 

• Intentional harm 
• Greedy women 
• VOICE women are HIV positive 



The trial causes harm 

She heard a woman talking on the radio that the 
gel infects women with HIV.  

women who enrolled in the trial were given the 
gel and instructed to have sex with HIV positive 
men to see whether the gel can prevent HIV.  

participants will fall sick because if HIV positive 
people default on their treatment, they die.  



Greedy women 

When she told the women who attended her 
church [Zionist Church of Christ] about her 
participation in VOICE they ridiculed her and 
said she was greedy because she received re-
imbursements.  



HIV positive 

she is concerned that people in her 
neighborhood may spread rumors that she is 
HIV positive if they see that she is taking tablets. 
When she had TB she overheard older women 
spreading rumors that she was HIV positive.  



Implications for Adherence 

Some started a rumor that she is HIV positive. Even 
though she felt bad about the gossip she continued to 
take her tablets. She even taunted her colleagues, 
saying that she was in a better position than them 
because she is aware of her HIV status.  

 Even though her friends at work teased her for 
taking ARVs, this helped her adherence because 
they always reminded her to take her treatment.  



So, do rumors really matter? 

• Perhaps as a form of dialogue, engagement, 
communication 
– Medical research is a metaphor for anxieties 

about gender relations 

• Implications for adherence: 
– Secrecy and concealment of participation and 

product use 



Summing up 

• Rumors are important but not to be taken 
literally as misinformation or a lack of 
education 

• Rumors about VOICE not instrumental in 
shaping adherence 

• … but the fear of gossip and rumor contribute 
significantly to secrecy and non-
communication 
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