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Objectives
 To identify persisent disagreement at the normative, epistemic and 
preference level, among participants of deliberative public engagement 
forums on biobanking in WA.

 To examine the relevance and implications of these outcomes to the 
development of policy decisions.

Methods
 Two deliberative forums were each held over four days in August and 
November 2008. 

 Collaborative design with academic experts from social psychology, law, 
bioethics, anthropology and political science.

 34 people participated in the two forums. The !rst forum was for 
members of genetic support groups in WA and in the second, a strati!ed 
sample of participants was randomly selected from the Western 
Australian telephone directory.

 Participants received information from a range of perspectives  
(e.g. biobank custodian, biobank participant, Aboriginal health 
researcher and disability advocate) then deliberated on their hopes, 
concerns, values and preferences.

 Consensus and persistent disagreement were recorded and rati!ed  
by participants in a formal report of recommendations on how biobanks 
should operate in WA.

Key •ndings
Participants generally reached agreement on their underlying values 
(normative consensus) and beliefs (epistemic consensus) regarding 
biobanking in WA.

Persistent disagreement was more likely when values and beliefs were 
translated into speci!c policy recommendations (preference consensus).

Policy implications
 In a pluralist society “complete consensus” on ethical issues is 
unlikely. Disagreement is normatively acceptable if deliberations were 
procedurally sound and conducted in an atmosphere of mutual respect. 

 Disagreement was documented and rati!ed by participants in a formal 
record; and this is publicly accessible.

 The policy making process acknowledges the contested areas of public 
input, provides explanations of policy response to public input and 
speci!es the review of policy over time. These actions should facilitate 
policy legitimacy and public trust.

Examples of persistent preference disagreements

Issue Values Beliefs Preference disagreements

Regulation Protection

Safety

Progress

Biobanks need rules and regulations 
that protect people, but these should 
not stop research that will improve 
people’s lives.

(a)  Legislation speci!c to biobanks.
(b)  Ethical guidelines speci!c to 

biobanks.
(c)  A combination of laws and guidelines 

speci!c to biobanks.

Majority preferred (c).

Feedback Transparency

Communication

The community needs to know 
about biobanks. Participants and the 
general community should receive 
feedback about research whether or 
not the results are ‘positive’.

(a)  Aggregated results.
(b)  Individualised results.

Consensus on (a) but not (b).

Bene!t  
sharing

Altruism

Equity

Progress

People, including researchers, 
should participate in biobanks for 
‘the common good’. Greed should 
be avoided. Equal distribution 
and access to the bene!ts should 
happen.

(a)  Bene!ts shared with wider 
community (e.g. health 
infrastructure).

(b)  Participants bene!t directly from the 
research that they have participated 
in (e.g. discounted treatments, 
medication).

Consensus on (a) but not (b).
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Background
 WA Health is developing an ‘ethical and legal governance framework’ for biobanking in WA.

 Community input was obtained using public engagement forums based on deliberative democractic theory.  

 An ideal end of deliberative procedures is consensus in that outcomes re"ect the public’s (i.e. participants’) shared priorities.

 Meta-consensus is the idea that consensus can occur at the normative (values), epistemic (beliefs) and/or preference (policy recommendation) level. 
Persistent disagreement may occur at one or more of these levels. 
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