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* This project ail ics of using ‘big data’ for

research purposes and : dance for NZ researchers wanting to use
these datasets.
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“Big data involv

ata with diverse levels of analysable
O structuration, coming from heterogeneous sources (online data,
social media profiles, financial records, self-tracked parameters, etc.),
produced with high frequency and which can be further processed
}) and analysed using computational techniques.” (1)
17/Ienca M, Ferretti A, Hurst S, Puhan M, Lovis C, Vayena E 3

(2018)|Congsiderations for ethics review of big data health
research;/A scoping review. PLoS ONE 13(10): e0204937

Image:https://www.youtube.com/watch?v=TzxmjbL-i4Y
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BIG DATA IN THE HEALTHCARE SECTOR -
THE 21 CENTURY REVOLUTION

HRs)
alth (mHealth) applications

the umbr
() describe extre |
and heterogeneous orks
that may be analysed
utationally to reveal
atterns, trends, and
lations, that have

relevance for human
ealth.” A1) - Twitter hashtags

g '
ealthcare robotics I

- Direct-to-consumer genetic and screening tests
- Online personal dietary programs
- Fitness club memberships

Image: https://www.simplilearn.com/big-data-in-healthcare-sector-rar359-article
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Data in the IDI September 2018 Stats®

Tatauranga Aotearoa

Health data Justice data I

Stats NZ’s Integrated Data Infrastructure (IDI) is a large
g . « . ( ) s g + B4 School ;hecks—from 2011 «+ Recorded crime: offenders - from 2009
research database containing de-identified microdata + Cancer registrations - from 1995 +  Recorded crime: victims - from 2014

« Chronic conditions - from 2007
about people and households. el e * Collrtcharges—from 1592
peop « General medical services claims - from 2002 . Sentencing and remand - from 1998
« Health tracker - 2006-13
« Laboratory claims - from 2003

+ Mortality - from 1988

= [Iimdlakar - Tom 2008 People and communities data
« National non-admitted patient collection - from 2007 P
« Pharmaceuticals - from 2005 + Auckland City Mission - from 1996
) People and caimaRd « PHO enrolments - from 2003 « Migrant Survey - from 2012
Holising data communities data Education and workdats « Population cohort demographics and addresses - from 2004 « Driver licence and motor vehicle registers 900
training data « Mental health and addiction - from 2008 « Longitudinal Immigration Survey of NZ - 2005-09 @
N\ q + Publicly funded hospital discharges - from 1988 « General Social Survey - 2008-2016
« National Needs Assessment and Service Coordination « Disability Survey - 2013
D Information System (SOCRATES) + Te Kupenga - 2013
« Maternity - from 2003

I D I Integrated Data
Infrastructure ‘ Population dat; ’
J Education and training data ApuEtamacaa

+ Border movements - from 1997

Visa applications - from 1997

Departure and arrival cards - from 1997

2013 Census

Births, deaths, marriages, and civil unions - from 1840

Justice data « Early childhood education participation - from 2008
Health data Population data Benefits and + Primary education - from 2007
social services data .
Secondary education - from 2004
« Tertiary education - from 1994
Industry training - from 2001
Targeted training - from 2001

Adult competency assessments - from 2014 E
) ) , Income and work data
The IDI contains person-centred microdata from a range of government agencies,

Stats NZ surveys including the 2013 Census, and non-government organisations. # Teand ineame;= fum:1999
: : : 5 i + NZ Income Survey - from 2006
For more information about data in the IDI, see Benefits and social services data

" d-datali d-data-inf « Household Labour Force Survey - from 2006
www.stats.govt.nz/integrated-data/integrated-data-infrastructure . Benefits - from 1990 + Survey of Family, Income, and Employment - 2002-10

+ Youth services - from 2004 + Household Economic Survey —from 2006
Children’s Action Plan - from 1996
Working for Families - from 2003
Child, Youth, and Family - from 1991
« Student loans and allowances - from 1992 Housing data
ACC injury claims - from 1994
Family Start - from 2008

-®

&)

The Longitudinal Business Database (LBD) complements the IDI with microdata
about businesses. For more information about data in the LBD, see
www.stats.govt.nz/integrated-data/longitudinal-business-database

.

+ Tenancy - from 2000
« Social housing - from 1980

6 Stats NZ operates a five-safes environment, balancing privacy and confidentiality with data insights.

For information about applying to use the DI or to learn about how we keep the data safe, see www.stats.govt.nz/integrated-data
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Ids think of the

older participants?

4)Are the ethc v similar/different to those
nd by international rese :
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* The scoping
thical issues raised by in
ill enable us to compare these views to the those of New Zealanders
and to identify any culturally-relevant issues (especially those that are
levant to Maori).

8
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atasets such

search purposes.

- Results from the inter
hematic analysis from the
coping review.
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(Ethics/ OR moral*mp. OR exp Ethics,Research/ OR
Ethics,Medical/ OR Policy/ OR governance.mp. OR Ethics
Committees/es[Ethics] OR Confidentiality OR Informed
Consent/es [Ethics] OR Privacy/ OR bioethic*.mp.

AND

bigdata.mp. OR data science.mp. OR datasets as topic/ OR
Data Collection/ OR digital data.mp. OR Artificial Intelligence
OR Medical Records Systems, Computerized/ OR Electronic
Health Records/ OR Medical Records/ OR health records.mp.
OR data set.mp. OR Dataset/ OR dataset.mp. OR national
data.mp. OR integrated data infrastructure.mp. OR primary
data.mp.



257 K*E,%‘ﬁ"ﬂﬁ% ‘ MEDICAL AND
Te Whare Wananga o Tamaki Makaurau H EA LT H SCI E N C E S

NEW ZEALAND




257 K*E,%‘ﬁ"ﬂﬁ% ‘ MEDICAL AND
Te Whare Wananga o Tamaki Makaurau H EA LT H SCI E N C E S

NEW ZEALAND




257 K*E,%‘ﬁ"ﬂﬁ% ‘ MEDICAL AND
Te Whare Wananga o Tamaki Makaurau H EA LT H SCI E N C ES

NEW ZEALAND

pout their right to
- secondary purposes.
data if privacy was
‘ ore evident when the data is
onsidered more sensitive such as mental health, sexual health
sexuality and religion.

%
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Some stud eing re-identified
despite encryp itabases. These participants
indicated the necessi ompanies/governments to ensure

afety protocols are in place to protect their data, before they
would consent to its use.

%
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The studies reviewed identified that most patients thought that
hey owned their data, and were unaware of these databases
toring their information, and being used for research. A majority
showed interest in sharing ownership of this data, and preferred it
e owned by trusted individuals like DHBs rather than for-profit
ompames like insurance/pharmaceutical companies.
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N a university
degree, he illing to share
their data tha chout a university degree,

omen, and individue atizing health conditions. When
atients were interviewed/surveyed their main concerns were
rivacy, trust, and misuse of data, whereas, other stakeholder’s

terviewed (like researchers and data-owners) were more
fmcerned about the legal implications of data-ownership along |,

it and compensation.

/jébthe risk of depriving original investigators from their deserved
d
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S in the near future and
ults of our scoping review.

This information will hopefully support the development of ethical
guidelines for researchers who consider using this data and will guide

future consent processed that need to be considered before '‘Big Data’ like
IDI data is used in research.
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Also special thank you to Dr Hiran Thabrew, Dr Vanessa Jordan, Dr
Sarah Hetrick, Dr Megan Prictor, Dr Toni Shepherd, Dr Josefein
Breedvelt and Mrs Anne Wilson for providing their guidance, support,
and expertise throughout the research process.

Thank you for listening!

New Zealand

Health Research
hr C Council of




