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Overview  

‣ Challenges 

– Demand  

– Sources 

– Using data  

‣ Control 

– Consent  

– Governance  

– Transparency  

 



Law, ethics, social licence  

Law 

Social 
licence 

Ethics 



Data 

‣ 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)  

 

‣ God 

‣ promise 

‣ debt-free 

‣ minimum payment 

‣ lower interest rate 

‣ will pay 

‣ graduate 

‣ thank you  

‣ after-tax 

‣ hospital 
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Challenge: Increasing Demand  

‣ Improve health service provision  

‣ Reduce costs (social investment)  

‣ Generate new medical knowledge   

‣ Precision medicine  

‣ Predictive health modelling 



Challenge: variety of sources  

 

1. Clinical data  
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IDI (NZ) 



IDI governance framework  



Treasury 2015: Children at risk  



Data sharing controversies  



Correlation versus causation  



Correlation versus causation  

 



Genetic basis for IQ 



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  

 



Data ethics challenges   

‣ Individuals  

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

‣ Collectives  

– (non-identifiable): stigma, surveillance, entrenching 

inequality  

‣ Challenge the general assumption that anonymization 

is sufficient to prevent harm  



Control  



Consent  

‣ Specific consent (WMA Declaration of Taipei)  

‣ 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? 

 

 

 



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)  

 



Transparency 

Data 

Futures 

Partnership  



Summary  

‣ Law, ethics, and social licence  

‣ Anonymization is insufficient to prevent harm  

‣ Consider both individual and collective harms 

 

 


