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Agenda
9.00 am GMT Testing and set-up

9.15 am Introduction

9.25am Part one: What are we learning from PE across different contexts? 
• Bronwyn Terrill, Garvan Institute of Medical Research, Australia
• Joy Y. Zhang, SSPSSR, University of Kent 

10.00am Part two: What are we learning from PE across different contexts? 
• Emma Martinez Sanchez, The Babraham Institute, UK
• Sophie Duncan, NCCPE, UK

10.30am Part three: Global conversation
• Sarah Chan, University of Edinburgh 

10.40am Discussion

10.55am Next steps and close
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A view of public 
engagement with genomics 
in Australia

Bronwyn Terrill
Manager, Education and Communication

Conjoint Lecturer, UNSW Sydney



Stimulus and context: Australia and genomics

From the view of a practitioner with an increasing research interest

State strategies

National ‘innovation’ 
thinktank

Healthcare guidance

Horizon scanning

A plethora of recent 
genomics-related 
publications and 
statements

Australia’s first
National framework

for genomics



Different concepts of ”public engagement”

NSW Genomics Strategy

Vic Genetics Healthcare

COAG, National Health Genomics Policy FrameworkACOLA



15 years in Australia

2003
2018



Genomics public engagement and research landscape

No coordinated program in genomics-related public engagement or 
engagement research. However, not a vacuum.

GM foods

Nanotechnology

Embryonic stem cells

Genomics in healthcare

Synthetic biology

Gene editing?

…

Learnings:
Different applications of genomics are seen as clearly different
Language is an issue
Values and beliefs are key to conversation
Behaviour is complex

Conversations 
primarily
regulatory



Gene editing conversation (to be)

ACOLA, 2018

ABAS, 2018



Resources (you asked)

Mutant Menu: the ethics of gene editing (Vanessa Hill, Braincraft)
https://www.youtube.com/watch?v=NrDM6Ic2xMM

PGEd CRISPR resource
https://pged.org/lesson-plans/#CRISPR

https://www.americanscientist.org/article/the-gene-editing-conversation
https://futurism.com/crispr-genetic-engineering-change-world
https://www.lifehacker.com.au/2018/05/what-is-crispr-and-what-can-it-really-do/

https://www.ted.com/talks/jennifer_doudna_we_can_now_edit_our_dna_but_let_s_do_it_wisely?l
anguage=en (with blog & summit statement as well)

https://www.youtube.com/watch?v=NrDM6Ic2xMM
https://pged.org/lesson-plans/#CRISPR
https://www.americanscientist.org/article/the-gene-editing-conversation
https://futurism.com/crispr-genetic-engineering-change-world
https://www.lifehacker.com.au/2018/05/what-is-crispr-and-what-can-it-really-do/
https://www.ted.com/talks/jennifer_doudna_we_can_now_edit_our_dna_but_let_s_do_it_wisely?language=en
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Public attitudes to life sciences research, involvement and genome editing
Dr Emma Martinez Sanchez, Babraham Institute (Cambridge, UK)

GEPES International Symposium – 21st November 2018



H2020 SwafS Project: May 2017 to April 2021, 
Total budget: ~ €3.2 M

Mission: To explore ways in which RFPOs in life 
sciences and biomedicine can open up the way 
they fund, organise and do research

ORION Open Science

Goal: 

Produce evidence to trigger institutional, cultural 
and behavioral ‘changes’ in RFPOs in life 
sciences and biomedicine – ‘changes’ necessary 
to “embed” RRI and Open Science principles

Emma.Martinez@babraham.ac.uk



ORION Public Attitudes Survey

Objective: Gather perception of the publics on life sciences research, public 
involvement and genome editing to feed into future ORION tasks
Design (ORION coalition) - Three groups of questions:

1. Sociodemographic characteristics (country, age, gender, level of education, job related to 
research) and general attitudes to life science research

2. Preferences on personal engagement with science – different topics and stages of research, 
rationale for personal involvement

3. Awareness of genome editing technique, accepted purposes of its use, and concerns 

related to genome editing

Emma.Martinez@babraham.ac.uk



Method

• 6,000 people surveyed in ES, IT, CR, DE, SE & UK (1,000 per country).
• Computer-Assisted Telephone Interviewing (CATI) using RDD 

(Random-Digit Dialing)
• Data collection in all six countries carried out by Nio Field Service, a 

field service institute based in Germany, from December 2017 to 
February 2018

• National representative samples in terms of gender, age, and level of
education – sample of 5,870 respondents

Emma.Martinez@babraham.ac.uk



Awareness of Genome Editing

53% respondents are familiar 
with the term ‘genome editing’

Emma.Martinez@babraham.ac.uk



Awareness increases with proximity to research

There is a 22% increase in 
awareness for interviewees working 
in a research-related field (75%)

Emma.Martinez@babraham.ac.uk



Awareness increases with education level 
Higher educated respondents have higher awareness

Emma.Martinez@babraham.ac.uk



Supported uses of GE are for human health

The most accepted purposes 
of genome editing across 
countries:
• Organ transplantation
• Prevention or cure of 

diseases
• Prevention of disabilities

Emma.Martinez@babraham.ac.uk



Side effects and misuse –
main concerns

• Professional proximity to research did 
not significantly influence level of 
concerns

• Men are slightly more concerned about 
regulation and ethical implications

• Level of concerns seems to decrease 
with aging

• The more interest in life sciences, the 
higher level of concerns

Emma.Martinez@babraham.ac.uk



Future plans
These results will now feed into the development of:

1. Scientific publication on public attitudes to life sciences research, public 
involvement and genome editing.

2. Public dialogues around genome editing research in ORION organisations
in UK, SE, CR, DE to make our RPOs more socially engaged and responsible 
(Work Package leader: Babraham Institute, Cambridge, UK).

3. Training for researchers and staff at RFPOs to support them in involving various 
stakeholders in the research process, from planning to performing to funding.
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Interest in life sciences research is generally high, with respondents being fairly 

or very interested ranging from 52% (Czechia) to 90% (Italy).

Emma.Martinez@babraham.ac.uk



High importance for the general public to be involved in life sciences research, 
ranging from 68% (Czechia) to 93% (Italy)

Emma.Martinez@babraham.ac.uk



Would you consider being involved personally in 
life sciences research? (%)

CR and DE citizens might be more 
difficult to engage as there is a 
stark drop from the importance 
interviewees place on involvement 
to being involved themselves

Emma.Martinez@babraham.ac.uk
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GEPES overview

Wellcome funded project

To bring together those with experience of engaging 
(or supporting others to engage) the public in 
genome editing and related fields, to: 

- Synthesise learning

- Create tools to be shared

- Encourage high quality public engagement with 
genome editing

© NCCPE 2018
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Activities

• Mapping the landscape

• Events:

• Sciencewise/ NCCPE round table event

• GEPES events

• Resource development
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Mapping the landscape
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The original map

Domain

1. Genome editing technologies

2. Human genome editing technology applications

3. Human genome editing related research areas

4. Human genome editing research themes: areas 
where genome editing has transformational 
potential for human health

Mapping the landscape

© NCCPE 2018
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Valuable activity, that helps capture the complexity

Challenges
• By focusing on techniques rather than outcomes or 

purposes, it risks quickly becoming out of date 
• It’s a hard field to draw boundaries around
• The exclusive focus on human health is problematic
• The exclusive focus on genome editing is problematic

The original map

Domain

1. Genome editing technologies

2. Human genome editing technology applications

3. Human genome editing related research areas

4. Human genome editing research themes: areas 
where genome editing has transformational 
potential for human health

Mapping the landscape

© NCCPE 2018

Research activity



publicengagement.ac.uk      @NCCPE

Mapping the landscape

First mapping exercise in Oct 2017:

Focused on public engagement with Genome 
Editing. 

Captured 25 activities, to be delivered in the 
next 12 months.  

© NCCPE 2018

Topics that are being 
prioritised: DNA (basic 
background science), 
CRISPR, genome 
sequencing and other 
techniques, ethical and 
societal issues surrounding 
genome editing, embryos 

Audiences: the
majority of 
engagement 
focuses on general 
public, school 
students, teachers, 
policy makers.

Format of PE: there is a large number 
of events/exhibitions (i.e. public 
lectures, festival exhibits), schools 
workshops and visits. A number of 
organisations provide educational 
materials for schools (i.e. curriculum 
materials, practical activities), and 
some are conducting dialogues.

Location: often festivals, online, 
public lectures at learned societies, 
site visits.

Resources available: Policy and 
regulation guidance, PE Strategies and 
strategic guidance, videos explaining 
research/Genome editing, Data and 
associated guidance for schools, 
Conference notes and consultation 
responses, Audience insight, Websites 
including videos, classroom activities 
and guidance, Research repositories 
on ethics, Expert reactions to new 
research, Advisory groups, networks 
and coalitions.

Public Engagement activity
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Activities

• Mapping the landscape

• Events:

• Sciencewise/ NCCPE round table event

• GEPES events

• Resource development

© NCCPE 2018
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Reflections on public engagement with genome editing for human 
health

• Language issues
• Understanding and reaching different publics
• Expectation management
• Framing and scope
• Aligning efforts across organisations
• Supporting researchers/ health care professionals/ 

others to engage effectively with the public

© NCCPE 2018



publicengagement.ac.uk      @NCCPE

Activities

• Mapping the landscape

• Events:

• Sciencewise/ NCCPE round table event

• GEPES events

• Resource development

© NCCPE 2018



publicengagement.ac.uk      @NCCPE

GEPES outputs

Evaluation Framework
What do the public need to know? 

How can we measure what they already know or

think about Genome Editing?

Learning Framework
A framework to help us think about 

purposes and outcomes.

Training modules 
Engaging the public with controversial areas of science and technology

Using metaphors and analogies

Resources
Including case studies, resource library and a guide to using metaphors and analogies

© NCCPE 2018

The outputs will be ready for publication/delivery 
by end of 2018. 
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International Symposium - Global Governance Systems

© NCCPE 2018

Closing Summary
Genome Editing is emerging as a new technology through which public dialogue and regulation is needed at a global level.  Whilst Public 
Engagement is frequently cited in policy documents as being central to the responsible development of policy; there are few pointers as to how 
this should take place within nation states, let alone across them. 
Our international symposium highlighted that there is value in working across different states to share learning and inform our respective 
practices. In doing so we recognise that the technology of genome editing transcends borders and how the science is used in one state will 
invariably affect others, but we also recognise there is a simple and profound value in collaborating and building bridges across cultures. 
The following recommendations emerged from the symposium.
1. To develop a global governance system that is informed by publics. We need further understanding about what shapes the relationship 
between science and society in our different contexts. Working across boundaries can help us to be more critical of the dominant discourses (e.g. 
to promote acceptance, political legitimacy of genome editing etc.) and the way in which these influence the public engagement takes place. 
2. As a rapidly developing area of science, with profound potential to impact human health (directly, or indirectly), public engagement is a 
necessary part of the research and practitioner landscape. Across international boundaries, we share similar challenges for example: 
• language; 
• scope of engagement; 
• building capacity amongst the science community to engage effectively; 
• challenging the cultures of scientific research that can undermine the value of engagement; 
• a need to share learning across different cultures; 
• how to manage the multiple purposes of engagement – from exploring the ethical implications, governance, balancing different benefits and 

costs, to supporting learning.
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The National Co-ordinating Centre for Public Engagement (NCCPE) is 
internationally recognised for its work supporting and inspiring universities 
to engage with the public. 

We work to change perspectives, promote innovation, and nurture and 
celebrate excellence. We also champion meaningful engagement that makes 
a real and valued difference to people’s lives.

The NCCPE is supported by the UK Higher Education Councils, Research 
Councils UK and Wellcome, and has been hosted by the University of Bristol 
and the University of the West of England since it was established in 2008.

National Co-ordinating Centre 
for Public Engagement

2nd Floor, Arnolfini 
16 Narrow Quay 
Bristol, BS1 4QA

Tel 0117 328 7190 
Email nccpe.enquiries@uwe.ac.uk 
Twitter @NCCPE 

publicengagement.ac.uk
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