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Millions of
genomes being
researched...



When might
people donate

their genomic
data?...
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benefits



"By aggregating and analyzing large
amounts of data, it may be possible to
discover patterns that would otherwise
remain obscure....this wealth of integrated
genomic data and clinical information could
reveal the genetic bases of cancer,
inherited disease, infectious diseases, and
drug responses.”
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What are the
risks of
donating data?



CHROM  POS REF ALT P1 P2 P3 P4 P5 P6 P7 P8 ) P10 Pl
1 152062767 G A GIA GIA GIG GIA GlG AlG GIG GIG GIG GIG GIG
il 152062808 A G AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA
1 152062953 G A GIG GIG GIG GIG GlG GIG GIG GIG GIG GIG GIG
il 152062990 C T cAc CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC
1 152063059 C m CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC
il 152063068 T C TIT T i T T TIT T TAT T T TIT
1 152063139 C L CIC CIC CIC CIC CIC CIC CIC CIC CIC Clc CIC
i 152063153 C T CIC CIC CIC CIC CIC CIC CiC CIC CIC CIC CIC
1 152063166 C i CIC CIC CIC CIC CIC CIC CIC CIC CIC Clc CIC
il 152063177 C i CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC
1 152063190 G T GIG GIG GIG GlG GIG GIG GIG GlG GIG GIG GIG
il 152063217 A T AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA
1 152063235 C A CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC
i 152063260 A C AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA
1 152063263 C A CIC CIC CIC CIC CIC CIA CIC CIC CIC CIC CIC
il 152063279 A C AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA
1 152063300 C A CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC
1 152063310 C ] CIC CIC CIC CIC CIC afe CIC CIC CIC CIC CIC
i 152063311 G C GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG
i 152063397 G i GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG
1 152063442 L G T T TR L TIT L LI TIT My M WiT
i) 152063495 C A CAC CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC
1 152063515 C A CIC CIC CIC CIC CIC qfe CIC CIC CIC ClC CIC
il 152063526 A C AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA
1 152063551 C T CIC Cic CIC ClC qfe CIC CIC CIC CIC CIC CIC
il 152063748 A G AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA
1 152063757 T C TIT i TIT TIT TIT LIl mim UL TIT TIT LN
il 152063792 G A GIG GIG GIG GIG GlG GIG GIG GIG GIG GlG GIG
1 152063815 C A CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC
il 152063904 T C TIT T Ti¥ q AT T i FiT TIT T AT TIT
1 152063976 C T CIC CIC CIC CIC CIC CIC CIC ClC CIC CIC qfe
1 152064096 A G AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA
il 152064099 G A GIG GIG AlG GIG GIA GIA GIG GIG GIG GIG GIG
il 152064127 A T AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA
1 152064186 G A GIG GIG GIG GIG GIG GIG GIG GIG GIG GlG GIG
il 152064199 T A TV TIT TIT TIT TR TIT i TIT TIT TIT TIT
1 152064238 T c Li TIT L TIT TIT TIT 1118 J1N TIT iz TIT
il 152064240 i C TIT TLE TIT T T i ¥ i i 1 b TAL TIT T TIT
1 152064285 G C GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG
il 152064333 A G AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA






What are genomic databases being
used for?




Exploring
attitudes...



How we
described this
to the public



Data Access by Others
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www.YourDNAYourSay.org



Your DNA, Your SAY reset answers and start again

¢ Welcome

o Online footprint

o Data access by others
o Access by medical doctors
o Access by non-profit researchers
o Access by for-profit researchers
Perceived harms
Expectations of information
Trust
Socio-demographic questions

Submit your response

Welcome
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Preliminary
results!!!












Connected to genomics world (through work or being a patient or research
participant)

“Yes, I'd donate my DNA and medical

data for...”
100
% 80 70% 66%
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0

® Use by Medical Doctors ® Use by Non-Profit ® Use by For-Profit



Public

“Yes, I'd donate my DNA and medical

data for...”
100
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® Use by Medical Doctors ® Use by Non-Profit ® Use by For-Profit



Concern about
pharma making
profits from free
donation



Those who know
about genomics

are more likely to
donate



Being
ldentified







lhre DNA, lhre  Your DNA, Your Twoje DNA, O seu ADN, a
Entscheidung Say Twoje zdanie sua voz

Deutsch English Polski Portugués
Bawuu reHbil -
Bam pewatb

Pycckun

Arabic, Icelandic, Swedish, ltalian, Mandarin, Urdu, Hindi, French

their way




There is an urgent
need to raise
consciousnhess

* What can genomics do for me?

* What can genomics do for medicine?

* How should it be used?

* What sort of society do | want to live in?



Wellcome Genome Campus Genomics England Wellcome

Socialising the

WHERE SCIENCE AND CREATIVE STORYTELLING COLLIDE
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