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The case of germline editing



Trust in institutions that apply gene 
technology has a greater effect on people’s 

risk/benefit perception of the technology than 
knowledge (Siegrist, 2000) 

People rely on affect, especially negative 
emotions, as heuristic to evaluate risk and 

benefits of a technology 
(Pillai and Bezbaruah,2017) 

Affective cues reduce the positive impact 
knowledge 

(Lee et al., 2005)

Trust, emotions and the designer baby



When people have little knowledge they tend to rely on 
affective factors as well as trust in institutional actors 

(Siegrist, 2000; Lee & Scheufele, 2006; Pillai & Bezbaruah, 
2017)





Collingridge dilemma:

‘When change is easy, the need for it cannot be
foreseen.
When the need for change is apparent, change has 
become expensive, difficult and time-consuming’



Technology Assessment (TA)

Technology assessment is an analytic and democratic practice which
aims to contribute to the timely formation of public and political opinion on 
societal aspects of science and technology. 

Butschi et al., 2004



Forms of TA
 Classical TA: aims to improve the regulation of side effects of 

technology in society. It is a form of expert-based policy analysis.

 Participatory TA: aims to broaden the political and public debate around
social aspects of science and technology. Involves experts, 
stakeholders and citizens.

 Argumentative TA: aims to deepen political and normative debate about
science, technology and society. Expectations and value orientations
are seen to have a real effect.

 (Constructive TA: aims to address social issues around technology by
influencing design practices)



Technology assessment activities

 Classical TA:
 Debates at scientific conferences, position statements, FBG, Health 

Council

 Participatory TA:
 Stakeholders, citizens, experts, policymakers gather in organized

debates, information afternoons, surveys etc

 Argumentative TA:
 Published opinions by ethicists and other trusted moral leaders

http://www.ballangrudbreda.nl/zomer/activiteitenkalender-n-a-v-zomermix-2016/


Technology assessment in genetics

 GMO & Greenpeace (hardly any participatory TA)

 NIPT (good example)

 Germline editing..? 

 Pharmacogenetic passport..?



‘Enabling informed opinions about Germline 
Editing’

Project team: Sam Riedijk, Boy Vijlbrief, 
Klaas Dolsma en Robert Hofstra



Three lectures



Results
Participants: 
Mean age 57 
54% completely lay
11/39 (28%) familiar with genetic condition (self or loved one)
39/66 (59%) completed pre-and post afternoon measurement

• Shift in attitude in both directions post-measurement (P<.01)
• Shift in the preferred source of information (P<.01) 
• Those in favor used more sources of information than those opposing (P<.001) 
• At pre-measurement, opposing attendees relied more on opinions (P=.05), at 

the post-measurement this ratio flipped 
• At pre-measurement 67% of those familiar with genetic condition opposed to

germline editing compared to 36% of those not familiar
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Preliminary conclusions from pilot study

 When people receive information from the genetics community, their
trust in us as a reliable source of information and opinions increases

 One afternoon of lectures impacts people’s attitudes both positively and
negatively

 When people are familiar with a genetic condition, they probably
perceive more risk of new techniques in addition to benefits → 
important insight when including patient communities in the debate



Insights thus far

• Participatory technology assessment: we should engage experts, 
policymakers and citizens in debate, surveys and informational
afternoons

• Trust is important

• Population-wide genetic literacy is a bridge too far

• Affect influences people’s attitudes more strongly than knowledge

• For many people, an attitude is synomymous to an opinion



Our struggle

We want to enable informed opinions, but the strongest pathways to
forming opinions, affective heuristics, hardly rely on knowledge

Should we be focusing on affect and trust or on knowledge?

We are not activists, however, as a genetic community, we have a 
responsibility…

By the way, who’s paying?



Ultrafast developments
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