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Genomics is relevant
to all of us

Patients
e What do | want to know?

Consumers/customers
- Managing expectations from the hype

Citizens in society
* What legislation is needed to protect me?
* Is enforced altruism what | want for society?

Roberts (2017)



HOW TO
ENGAGE?

82% public unsure what a genome is






INSPIRE
PARTICIPATION

Surveys need to be engaging wyse, 2013)



Millions of
genomes being
researched...



compare

“As a patient, | could be getting my diagnosis ‘live’ from a comparison of all
genomic data available” Chief Medical Officer, Dame Sally Davies (2017), chl, p5



When might
you donate

your genomic
data?...



23andMe

ExXAC Browser (Beta)

<. DECIPHER

/ GRCh37

The o
100,000 \ -\
Genomes
Project




benefits



"By aggregating and analyzing
arge amounts of data, it may be
possible to discover patterns that
would otherwise remain
obscure....”

<

, % Global Alliance
A for Genomics & Health



What are the
risks of
donating data?



CHROM  POS REF ALT P1 P2 P3 P4 P5 P6 P7 P8 P9 P10 P11
1 152062767 G A GIA GIA GIG GIA GIG AlG GIG GIG GIG GlG GIG
il 152062808 A G AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA
1 152062953 G A GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG
il 152062990 C T CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC
1 152063059 (€ T CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC
1 152063068 1 (© TIT T TIT TIT TIT Tl TIT TIT TIT TIT TIT
il 152063139 C T CIC CIC (€l (c CIC CIC CIC CIC CIC CIC CIC CIC
il 152063153 C 1 CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC
1k 152063166 C T CIC (@ i(¢ CIC CIC CIC CIC CIC CIC CIC CIC GIC
il 152063177 C 13 CIC CIC CIC CIC CIC CIC (@[(c CIC CIC CIC CIC
i 152063190 G 1 GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG
1 152063217 A T AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA
i 152063235 C A CIC &l ¢ CIC CIC CIC CIC CIC CIC CIC CIC CIC
1 152063260 A C AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA
il 152063263 C A CIC GIC GlG CIC CIC CIA CIC CIC CIC CIC CIC
il 152063279 A C AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA
il 152063300 C A CLE CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC
il 152063310 C flj CIC CIC CIC Cle CIC CIC CIC CIC CIC CIC CIC
il 152063311 G C GIG GIG GIG GlG GIG GIG GIG GIG GIG GIG GIG
1 152063397 G T GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG
1 152063442 T G Tl H T TIT TliT; TIT TIT JEA TIT R TIT TIT
1 152063495 C A (6 8 CIC CIC CIC CIC CIC CIC CIC (& [ CIC CIC
1 152063515 C A CIC CIC CIC el CIC CIC CIC CIC CIC CIC CIC
1 152063526 A C AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA
1 152063551 C T CIC (¢ (8 CIC CIC CIC CIC CIC CIC CIC CIC CIC
il 152063748 A G AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA
il 152063757 ) C TIT TIT TIT TIT TIT TIT TIT 17 ) TIT TIT TIT
1 152063792 G A GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG
1 152063815 C A GIC CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC
1 152063904 T C TIT Talsl; TIT TIT TIT TIT TIT TIT TIT TIT TIT
1 152063976 C T CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC CIC
il 152064096 A G AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA
1 152064099 G A GIG GIG AlG GIG GIA GIA GIG GIG GIG GIG GIG
1 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 GIG GIG
1 152064199 T A TIT TIT TIT TIT TIT TIT TIT TIT TIT TIT TIT
1 152064238 T C TIT BT TIT T TIT TIT TIT TIT TIT TIT TIT
il 152064240 T (3 TIT TIT TIE TIT TIT T TIT TIT TIT TIT TIT
1 152064285 G C GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG GIG
1 152064333 A G AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA AlA






What are genomic databases being
used for?
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Data Access by Others

2““¥a  Global Alliance
for Genomics & Health

www.YourDNAYourSay.org



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

Deutsch English Polski Portugués

Bawu reHbi -
Bam pewaTtb

Pycckum

Japanese, Arabic, Zulu, Icelandic, Swedish, Italian, Mandarin, Urdu, Hindi,

French... all on their way




Your DNA, Your SAY reset answers and start again

Welcome

Online footprint

Data access by others

Access by medical doctors
Access by non-profit researchers
Access by for-profit researchers
Perceived harms

Expectations of information
Trust

Socio-demographic questions

Submit your response

Welcome
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Recruitment






Familiarity with
genetics






Is DNA info
different to other
sorts of medical
info?






Should DNA data
be handled
differently to other
sorts of data?






Q: Would

you donate







Concern about
pharma making
profits from free
donation



Those who are
familiar with
genomics are more
likely to donate



Perceived harms









Key Messages



Engage, raise
awareness about:

DNA, genetics and genomics

The difference between DNA and other medical
information

The purpose and value of DNA donation and sharing
The protections in place against exploitation
Articulate the fears people have (it is unlikely to affect
whether they will donate or not and it provides a
chance to clear up misunderstandings)



“The more people have contributed their data, the
better the results for any one individual...Doctors see
the altruism of patients every day....We need to help
patients to understand they have the option to agree
to use of data to help themselves and others”

Chief Medical Officer, Dame Sally Davies, Generation
Genome, chl,p5
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