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Overview

> Challenges
— Demand
— Sources
— Using data
> Control
— Consent
— Governance
— Transparency
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> Surveys, questionnaires

> Clicks, likes, text analysis,
links are all data

> What did Google do
differently?

> Netzer, Lemaire, Herzenstein
study of Prosper, a peer-to-
peer lending site (Seth
Stephens-Davidowitz 2017)
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> Improve health service provision

> Reduce costs (social investment)
> Generate new medical knowledge
> Precision medicine

> Predictive health modelling
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Challenge: variety of sources

1. Clinical data
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1. Clinical data
2. Research data
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1. Clinical data
2. Research data
3. Patient generated
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1. Clinical data

2. Research data
3. Patient generated
4. Laboratory
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Integrated Data
Infrastructure
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IDI governance framework

The “five safes’ framework for the IDI
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Four key indicators of higher risk - Children aged O to 14

Using information collected by government agencies we can identify four indicators that are associated with having poor outcomes
later in life. These are:

INDICATOR 1 INDICATOR 2

Having a CYF finding Being mostly supported
of abuse or neglect by benefits since birth

INDICATOR 3

Having a parent with a prison
or community sentence

INDICATOR &

Having a mother with no
formal qualifications
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BIN&GoO!
PEOPLE WHO DIDN’T

HAVE A STROKE WERE
MORE LIKELY TO DRINK

SOY LATTE ON TUESDAY
THAN GREEN TEA DAILY

OR THE OCCASIONAL
ESPRESSO!

AARGGHH!
HELP ME
BONFERRONI!

EVERYONE
SHOULD DRINK
LOTS OF
SOY LATTES!

Statistically-Funny.blogspot.com
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Making sense of data — mixed methods

> E.g. Facebook (2010/11) IRB approved, full consented
survey 789 users, questionnaire about friends IRL
versus Facebook relationships
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> Individuals

— (identifiable): privacy/confidentiality, surveillance, harms

> Collectives

— (non-identifiable): stigma, surveillance, entrenching
iInequality

> Challenge the general assumption that anonymization

IS sufficient to prevent harm
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> Specific consent (WMA Declaration of Taipeil)

> Broad consent (PHO, Future Unspecific Research)
> Dynamic consent (PEER, Genetic Alliance)

> Opt-out (National Statement, Aus)

> Problems:
— Can’t anticipate future data uses
— Consent from individuals not sufficient
— Is it necessary?
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Governance

> Research ethics committees
> Data access committees

> Data ombudsman (e.g. Dame Fiona Caldicott, the
National Data Guardian at the Department of Health)

> Te mana raraunga (cultural licence)

TE MANA
RARAUNGA

Maori Data Sovereignty Network
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What are
the benefits
and who will

Who wil Banaht?

be using

my data? What will

my data be
used for?

TRANSPARENT
DATA USE

Can | see and anonymous?

correct aata Data

about me’ Futures
Partnership
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> Law, ethics, and social licence
> Anonymization is insufficient to prevent harm
> Consider both individual and collective harms




