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“How to help society interact with genomic technology”
Prof Anna Middleton

Head of Society and Ethics Research
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Overview of presentation

* Show films we’ve made

e Show data we’ve gathered
* Draw conclusions

* How to build a bridge to audiences




Start with a Connection

* People have preconceived ideas and ‘baggage’ about what
genomics is

* It is difficult to participate in a reciprocal model of genetic
counselling if the patient is pre-occupied by their perception
of barriers
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The baggage that patients/public bring.....

* “Hierarchy of Power” in healthcare (O’Shea et al, 2019)

* “Paid professionals occupying more dominant positions than
members of the public” (Ocloo and Matthews, 2016)

* “The role of patients’ attitudes and beliefs should not be
underestimated as these perceptions create obstacles in the
environment that patients themselves have to manage” (p16 Doherty

and Stavropoulou, 2012)




Take home message:

Recognise that the patient/public brings many preconceived ideas
about what genomics is




Take home message:

Use your language (spoken, written, body language) and congruence to
re-balance power differentials




Language barriers in the clinic
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“Socialising the Genome” project

* Researched different ways to socialise the concepts in genomics
* Find the human story, e.g. behind ‘pathogenic variant’

* Based on focus groups with members of the public, ‘glitch’ emerged
as a lay interpretation of pathogenic variant (2015)
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Glitches that make you, you
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Does one genetic glitch determine risk of both

r— autism and schizophrenia?
Carrie Bearden | Spectrum | October 20, 2016
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Sometlmes a glitch in the code, like a spelling
= mistake, will create individual differences. M
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Rare Gene Glitch a Clue to
Genomics Mystery

Researchers aim to develop new therapies that mimic the mutation’s effects

by Alla Katsnelson, special to C&EN
NOVEMBER 5, 2019 | APPEARED IN VOLUME 97, ISSUE 44

New CRISPR tool has the potential to
correct almost all disease-causing

~Genetic glitch may forestall Alzheimer’s

DNA glitches, scientists report

By SHARON BEGLEY @sxbegle / OCTOBER 21, 2019 g
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“Music of Life” project

* Exploring a new framing for explaining genomics

* Being trialed in genetic counselling clinics in Cambridge at the
moment
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Take home message:

Have the confidence to break out of medical models of communication




Building a bridge to engage in
research
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reset answers and start again
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Exceptionalism

Perception that there is something different special about genomic data,
compared to medical data
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"For me DNA Information is different to other

medical information"
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% of those who see DNA information as same/different to other
medical information who are willing to donate DNA data
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Addressing barriers to
understanding what genetic
counsellors do
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Association of Genetic Nurses & Counsellors

presents

Voices of Genetic Counsellors
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Conclusions

* Recognise that the patient/public brings many preconceived ideas
about what genomics is

» Use your language (spoken, written, body language) and congruence
to re-balance power differentials

* Have the confidence to break out of medical models of
communication

* Draw inspiration from mainstream communicators (e.g. film makers,

advertising storytellers, journalists, popular culture)
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