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‘As long as it’s used for beneficial things’: An investigation of non-Māori, Māori and 

young people’s perceptions regarding the research use of the Aotearoa/New Zealand 

Integrated Data Infrastructure (IDI) 

ABSTRACT 

The Aotearoa/New Zealand Integrated Data Infrastructure (IDI) is a national database 

containing a wide range of data about people and households. There is limited information 

about public views regarding its use for research. 

A qualitative study was undertaken to examine the views of forty individuals, including those 

of Māori ethnicity and young people. Data were analysed using Braun and Clarke’s method 

of thematic analysis. 

Six themes emerged: 1) Conditional support for the use of the IDI; 2) Concerns regarding the 

misuse of data; 3) The importance of privacy; 4) Different views regarding consent for use of 

data for research; 5) Desire for access to personal data and research results; and 6) Concerns 

regarding 3rd party and commercial use.  

Although there is reasonable support for its use for research, there is more work to be done to 

ensure ethical use of IDI data via improved consent, privacy and researcher training.  
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INTRODUCTION 

Advances in digital access and technology over the past few decades have led to the 

generation and storage of vast amounts of data from electronic public service records, 

websites, applications, blogs, organisational memberships and even twitter hashtags at an 

institutional, national and international level. Large datasets, sometimes referred to as ‘Big 

Data’, may contain diverse information from heterogeneous sources, produced at high 

frequency. They can be examined to reveal patterns, trends, and correlations that have 

relevance for personal or population wellbeing (Lenca et al., 2018). The use of such data may 

be associated with perceived and actual benefits and risks (Custers & Uršič, 2016). 

Safeguards against misuse, such as the General Data Protection Regulation (GDPR) in the 

European Union (Mourby et al., 2018) and national privacy laws, are trailing behind 

technological possibilities (Rubinstein, 2012; Valentine, Scampion, & Taylor, 2020). 

The Aotearoa/New Zealand Integrated Data Infrastructure (IDI) is a large national database 

first established in 2011 that contains a wide range of administrative and survey data about 

people and households, linked at an individual level (Milne et al., 2019; Statistics New 

Zealand, 2017a). Managed by Statistics New Zealand, the IDI includes (i) administrative data 

from government departments, such as health and education, as well as non-government 

sectors and (ii) survey data, including the New Zealand census (Figure 1) (Statistics New 

Zealand, 2017a). Records are probabilistically linked, usually by name, date of birth, and sex, 

and held in a secure environment (Atkinson & Blakely, 2017; Milne et al., 2019).  

The use of IDI data is governed by Statistics New Zealand using the ‘Five Safes’ and Ngā 

Tikanga Paihere frameworks  (Statistics New Zealand, 2017). Data can be accessed by 

approved researchers for projects in the public interest, such as policy and interventions 

research and analysis of life outcomes of population cohorts over time. Data and results must 
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be aggregated and anonymised according to Statistics New Zealand protocols, and all results 

are checked for confidentiality by Statistics New Zealand prior to their release from the 

secure environment (Statistics New Zealand, 2020). Legal requirements to protect IDI data 

include New Zealand’s Statistics Act 1975, Privacy Act 2020 and Tax Administration Act 

1994 [9] and there are further Statistics New Zealand policies and protocols that govern the 

use of the IDI (Statistics New Zealand, 2020). Regular privacy impact assessments 

undertaken by Statistics New Zealand also provide a systematic evaluation of the benefits and 

risks associated with integrating data from multiple sources (Statistics New Zealand, 2017b). 

While linked administrative and survey data have been used for research purposes in 

Aotearoa/New Zealand for many years, the IDI makes these data more readily available and 

at lower cost. This opens the door to a wider range of researchers, who have greater potential 

to access large amounts of data covering a growing number of government sectors and 

aspects of society. As a result, research using the IDI is increasing (Bowden et al., 2019; 

Bowden et al., 2020; Charania, Paynter, Lee, Watson, & Turner, 2018; McLeod et al., 2015; 

Shackleton, Broadbent, et al., 2018; Shackleton, Milne, et al., 2018) and is expected to grow 

exponentially. On the one hand, while it might be argued that the safeguards to protect these 

data are a significant improvement on pre-IDI data use, equally it can be argued that the IDI 

lends itself to a higher likelihood of misuse of data, both intentional and unintentional, 

particularly in the absence of sufficient guidance for researchers regarding ethical and 

culturally appropriate data use. This is especially problematic for Māori peoples and 

individuals of Pacific Island ethnicity, as research findings derived from IDI data have 

frequently been perceived as deficit-framed and polarising for the communities they describe 

(Kokaua et al., 2020). To date, only one government-commissioned investigation and one 

independent study have examined the views of people from Aotearoa/New Zealand on the 
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inclusion of census data in the IDI (A. Davidson et al., 2015; Gulliver, Jonas, McIntosh, 

Fanslow, & Waayer, 2018) and none have explicitly examined people’s views regarding the 

use of IDI data for research. Additionally, given the potential for cultural and age-related 

variations in perspective (Milberg, Burke, Smith, & Kallman, 1995) and the country’s 

commitment to Te Tiriti o Waitangi (the contract between the British Crown and Māori 

peoples) (Palmer, 2008), there has not been any attempt to specifically understand the views 

of people of Māori ethnicity or young people when considering whether existing IDI 

research-related legal protections, policies and processes are adequate. 

This study was conceptualized to try and address some of these gaps. A qualitative study was 

undertaken to examine the views of people from Aotearoa/New Zealand, including those of 

non-Māori and Māori ethnicity, and young people, on the secondary use of health-related and 

other administrative data within the IDI for research. 

 

METHODS 

The study was conceptualized by all seven authors and undertaken at a large city hospital in 

Auckland, Aotearoa/New Zealand between April and October 2019. Forty individuals were 

recruited from Auckland District Health Board outpatient clinics via opportunistic means 

(they were informed about the study by clinic staff during these visits). Eligible participants 

were aged 16 years or over (and thereby able to provide individual consent, without any need 

for paired parental consent, as per ethics committee regulations), had any health condition, 

and sufficient English to understand the material being discussed. Purposive sampling was 

employed to ensure that 10 participants were young people aged 16 to 18 years and that a 

further 10 were Māori. All experimental protocols were approved by the National Health and 
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Disability Ethics Committee. All methods were conducted as per ethics committee 

requirements (NZ HDEC approval number: 18/NTB/241/AM01). Participants were provided 

with oral and written information about the study and time to consider whether they wished 

to participate, following which both oral and written consent were obtained. Interviews 

lasting for 30-60 minutes were conducted in person at the hospital or via telephone by two 

female, non-clinical, paid research assistants of non-Māori ethnicity, both of whom had 

previous qualitative research experience and had no prior relationship with study participants 

(HK and PR). These interviewers followed guidelines established in conjunction with the 

Māori clinician on our team (TS) who also oversaw the analysis and interpretation of the 

Māori data. Additional cultural support was verbally offered to, but not used by any, Māori 

participants. Participants received a NZ$20 gift voucher for their time.  

Semi-structured interviews were conducted on a single occasion for each participant using a 

pre-specified and pilot-tested template (Appendix 1). Participants were provided with verbal 

and written explanations about the IDI (Appendix 2). Data were audio recorded, transcribed 

and manually examined by three authors (HT, HK and TS) for key themes and supporting 

statements using Braun and Clarke’s method of thematic analysis (Braun, Clarke, & Terry, 

2014). Transcripts were not returned to participants for review. Coding discrepancies were 

addressed by consensus. Following analysis of themes from the entire sample, comparative 

analysis of themes from non-Māori participants, Māori participants and young people was 

undertaken to discern any differences between these subgroups. Demographic information 

was tabulated. No other quantitative analysis or statistical procedures were undertaken. The 

paper was drafted and reviewed by all authors. 
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RESULTS 

Participant demographics 

Participant demographics are outlined in Table 1. Of the 54 individuals approached to take 

part, 40 agreed to do so.  Reasons given by others were: ‘not interested’ (N=10; 71%),’too 

busy to participate’ (N=1, 0.7%), ‘want to focus on physical healthcare’ (N=1; 0.7%) and 

‘none’ (N=2; 1.4%). Planned numbers of individuals of Māori ethnicity and young people 

were interviewed. Over 60% of participants were female. 

 

Key findings 

Six themes were identified from the information provided by participants, namely: 1) 

Conditional support for the use of the IDI, including for research; 2) Concerns regarding the 

misuse of IDI data; 3) The importance of privacy; 4) Different views regarding consent for 

use of data for research; 5) Desire for access to personal data and the results of research; and 

6) Concerns regarding 3rd party, commercial use. Themes and supporting examples are 

summarised in Table 2. No clear differences in themes were identified in this limited sample 

between Māori, young people and other participants.  
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DISCUSSION 

This study aimed to understand the views of the people of Aotearoa/New Zealand, including 

those of Māori ethnicity and young people, regarding the secondary use of IDI data for 

research purposes. Our findings demonstrate local acceptance of the legitimate use of the IDI 

for research that is in the public interest. Adequate data de-identification, regulation by an 

approved authority and provision of consent prior to collection and/or use are preferred, while 

third party and commercial data use are less supported. Despite international literature 

suggesting that preferences may differ by age and ethnicity (Buckley, Murphy, & 

MacFarlane, 2011; Caulfield, Rachul, & Nelson, 2012; Eloranta & Auvinen, 2015; Grande, 

Mitra, Shah, Wan, & Asch, 2013; Jagsi et al., 2017; Kim, Sankar, Wilson, & Haynes, 2017; 

King, Brankovic, & Gillard, 2012; Lofters, Shankardass, Kirst, & Quiñonez, 2011; Page, 

Manhas, & Muruve, 2016; Riordan et al., 2015; Trinidad et al., 2010), we did not identify any 

clear differences between the views of young people, Māori and other Aotearoa/New Zealand 

adults. Potential reasons for this are explored below. 

Previous studies have indicated that members of the public and healthcare staff have limited 

knowledge about the types of data held in national databases (Stone, Redsell, Ling, & Hay, 

2005). The findings of our study suggest there is room for improvement in public education 

about databases such as the IDI. We agree with Aitken at al. that it would be wise for data 

regulators such as Statistics New Zealand to invest in clear national messages about the 

potential benefits and downsides of data sharing for research and to create opportunities for 

public deliberation, akin to the UK ‘Understanding Patient Data’ website 

(https://understandingpatientdata.org.uk/) (Aitken, Cunningham-Burley, & Pagliari, 2016), 

rather than merely controlled dialogue. This would lead to a more ‘balanced healthcare data 

access system’ as proposed by Avram et al. (Avram et al., 2018) in which individuals have 

https://understandingpatientdata.org.uk/
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fuller understanding about the use of their data and public participation in the development of 

programmes for health, education and other societal issues as proposed by Dorey et al. 

(Dorey, Baumann, & Biller-Andorno, 2018). Such conscious “tightrope-walking”, as 

recommended by Robertson et al. (Robertson et al., 2016) includes finding the balance 

between carrying out research using datasets that would benefit the public interest, while 

safeguarding the privacy of individuals and data security, and maintaining adequate data 

governance, transparency and public support. Additional measures may be needed to ensure 

that people of different ages, races, ethnicities and abilities are provided with appropriately 

tailored and culturally relevant information regarding the secondary use of their data to 

genuinely increase healthcare equity (Fry, Spriggs, Arnold, & Pearce, 2014; Jagsi et al., 

2017; Riordan et al., 2015; Zarate et al., 2016). In the case of Māori peoples, this may include 

consideration of the impact of individual decisions on whanau, hapu and iwi (extended family 

and communities). 

Altruism seems to be the primary motivation for participants in our study being willing to 

share data for research. This is consistent with the findings of UK and US researchers (Bond, 

Ahmed, Hind, Thomas, & Hewitt-Taylor, 2013; Damschroder et al., 2007). It is also 

consistent with the previous findings of a Statistics New Zealand-commissioned report into 

public perceptions of general use the IDI (A. Davidson et al., 2015). Trust, privacy and 

consent appear to be interwoven issues in our study as in others (S. Davidson et al., 2013; 

Grande et al., 2013; King et al., 2012). Our study participants expressed varying levels of 

trust in the IDI, especially regarding the storage and use of information considered to be of a 

more personal nature. One multi-national study found that trust was inversely related to the 

degree of control individuals considered necessary (Aitken, Jorre, Pagliari, Jepson, & 

Cunningham-Burley, 2016) and another US study found that up to 44% of participants 
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wanted to be informed each time a new researcher uses their data (Bell, Ohno-Machado, & 

Grando, 2014). The fact that most of our participants recommended consent before data is 

used for research, but not separate consent for each study, may reflect their pragmatism or the 

general level of trust by people of Aotearoa/New Zealand in government (Cullen & Reilly, 

2008). Although we did not directly examine the views of secondary users of data, we note 

that previous studies have also highlighted trust and consent as issues for researchers (Aitken, 

Cunningham-Burley, et al., 2016). Few have supported open access to data without the use of 

gatekeepers or governance committees. Some have acknowledged the tension between the 

need for consent and difficulties in obtaining it, while others have believed that study 

approval by ethics committees is equivalent to public consent (Asai et al., 2002). As long as 

there is appropriate oversight of secondary IDI data use, it may be reasonable to weigh up the 

administrative burden of seeking individual consent in the context of very large research 

studies, leading to consideration of a consent waiver or ‘opt-out’ approach (Council, 2007). 

Although participants in our study did not initially appear to be concerned about who was 

permitted to use the IDI for research, on specific questioning, they were much less accepting 

of private or commercial use of their data. This echoes the findings of the OPUS report, a 

Canadian study in which profit-oriented industries and insurance companies were much less 

trusted than doctors and hospitals (Caulfield et al., 2012), two Scottish studies in which 

private sector organisations were regarded as predominantly profit-focused (S. Davidson et 

al., 2013) and pharmaceutical companies were believed to only be interested in commercial 

gain (Grant et al., 2013), and a US study in which commercial enterprise was less favoured 

than academic research (Grande, Mitra, Shah, Wan, & Asch, 2014). Concern about data 

misuse, expressed by some of our research participants, should be squarely addressed, and 

steps taken – such as those we recommend below – to enhance the trustworthiness of IDI 
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governance and uses of the data for research. There are numerous examples from other 

contexts of harmful data uses, such as the use of medical records to identify immigration 

offenders in the United Kingdom (Travis, 2017), that offer a cautionary tale for the 

Aotearoa/New Zealand context. 

Previous local and international studies on the use of health data for research have 

consistently ignored or under-represented the views of young people (Clerkin, Buckley, 

Murphy, & MacFarlane, 2013; Haddow, Bruce, Sathanandam, & Wyatt, 2011; Hill, Turner, 

Martin, & Donovan, 2013; Parkin & Paul, 2011). One American study found that young 

people were generally positive about data sharing, less concerned about privacy, more aware 

of data breaches, preferred to be consented for use of their data and were not keen on private 

companies (Hill et al., 2013). An Irish study found that young people were more concerned 

with data leaks (Clerkin et al., 2013) and a multi-national study described a lack of clear 

relationship between age and acceptance of commercial access to health data (Aitken, Jorre, 

et al., 2016). Young people in our study described similar concerns to those overseas, 

demonstrating both the value of research-related benevolence and astuteness about the 

limitations of data anonymisation. Differences between genders have also only been 

peripherally explored. The few studies that exist have demonstrated either no difference 

between genders (Buckley et al., 2011)  or males being more concerned about the implication 

of re-identification on employment and finances, while females were more concerned about 

social discomfort and embarrassment if information was disclosed to family, friends or 

acquaintances (Clerkin et al., 2013). Our study was not focused on evaluating such 

differences and as such, none were found.  

Akin to the under-representation of young people in previous international studies of big 

datasets, the views of people of colour, different ethnic groups and socio-demographic 
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subsets have also not been well examined. When they have, results have been mixed (Jagsi et 

al., 2017; Spencer et al., 2016). One US study identified consistent views across three 

racial/ethnic groups (White, Hispanic and African American) (Grande et al., 2014), another 

found that those of Asian origin were more likely to share data for the purposes of health 

information exchange than those of other migrant cultures (Kim, Joseph, & Ohno-Machado, 

2015) and a third found that African-Americans were less likely to trust that their health 

information in databases was safe (Saito, Shofer, Saberi, & Green-McKenzie, 2017). An 

Indian study described narratives of powerlessness in the face of potential exploitation of 

participants by researchers (Hate et al., 2015). Māori and people of Pacific Island ethnicity 

were under-represented in the only previous telephone-based study of public views on the 

secondary use of electronic health records (Whiddett, Hunter, McDonald, Norris, & Waldon, 

2016). In our study, Māori participants were generally positive about sharing health data and 

keen on clear consent processes, but warier about misuse of data that could result in personal 

disadvantage or profit. Related socio-demographic factors have been found to play as much 

of a role as ethnicity in some studies, with three US studies identifying those who had 

experienced recent financial barriers to health being less supportive of secondary use of their 

data (Grande et al., 2013), those from ethnic/racial minority neighbourhoods being more 

concerns about privacy violations (Lucero et al., 2015) and those who are less educated being 

less likely to perceive the importance of secondary data use for research (Jagsi et al., 2017). 

Conversely, a recent Australian study did not find any difference between the views of people 

of different ages, genders or residential postcodes (Lehnbom, Brien, & McLachlan, 2014). 

Strengths of this study include the inclusion of a cross-section of Aotearoa/New Zealand 

society, especially previously understudied groups of young people and Māori peoples. 

Limitations include the small sample size, restriction of participants to hospital attendees 
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from a single urban population and lack of collection of socio-demographic data, and lack of 

collection of demographic data regarding the whanau, hapu and iwi (family and 

communities) of Māori participants, all of which might affect the generalisability of our 

findings. Data generated during qualitative research are always the product of interpersonal 

engagement between interviewers and participants (Whiddett et al., 2016), therefore the fact 

that the interviewers were neither young people nor Māori are likely to have affected the 

nature of the information provided – in retrospect, we would have preferred to have these 

conducted by a Māori researcher, and this would be a clear recommendation for further 

research of this topic. It is possible that increasing the sample size and heterogeneity of Māori 

participants (including those who were at Māori schools (Kura kaupapa) and from more rural 

communities), asking specific kaupapa Māori questions and conducting interviews in other 

languages (especially the Māori language, Te Reo) may have upheld recent academic 

discourse about culturally-linked data sovereignty. While none of our sample mentioned this 

issue, we acknowledge concerns about the negative implications of culturally 

decontextualized data interpretation and the Māori perception of data as a taonga (treasure) 

(Hudson, Anderson, Dewes, Whaanga, & Roa, 2017; Kukutai & Taylor, 2016; Walter & 

Suina, 2019). As such, we tautoko (support) the concept that the Māori data should be subject 

to Māori governance, that Māori should be able to access Māori data to support their 

development aspirations (Hudson et al., 2016) and that ‘collective benefit, authority to 

control, responsibility & ethics’ (CARE) principles (Kukutai, Caroll, & Walter, 2020) should 

be adopted when using IDI data. Additionally, as we did not explore other socio-demographic 

characteristics, we are unable to comment on their possible effect on participant views and 

recommend that our findings are understood within this context.
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CONCLUSIONS  

Although there is reasonable public support for the use of national datasets such as the IDI for 

research, there is more work to be done to ensure that there is adequate notification or 

consent for the secondary use of administrative data, that privacy is sufficiently managed and 

that researchers are optimally supported to use the data in an ethical and culturally 

appropriate manner. With these measures in place, we hope that the immense potential of the 

IDI can be harnessed to identify important national trends, infer causal relationships and 

evaluate the long-term impact of interventions in a cost-effective and societally useful 

manner that guides future resource allocation toward building a healthier, safer and more 

equitable Aotearoa/New Zealand. 

 

Best Practices 

Based on our findings, we offer the following recommendations: 

1. Make more user-friendly information about (i) the IDI, (ii) applicable laws including 

privacy legislation, and (iii) current, completed and declined applications for research 

readily available via a centralised public and regularly updated website such as 

https://www.stats.govt.nz/integrated-data/integrated-data-infrastructure/. Ensure this 

information is available in a range of languages, and age-appropriate and culturally-

appropriate formats. 

2. Establish a more robust (joint Crown and iwi) authority that centralises data 

sovereignty issues for Māori people and undertakes rigorous oversight, ethical 

approval and review of research applications, processes and results to appease New 

Zealanders’ concerns regarding the safe use of their data. We believe that these 

https://www.stats.govt.nz/integrated-data/integrated-data-infrastructure/
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responsibilities are beyond the remit of existing research ethics committees which 

have limited knowledge of the IDI and focus on general research procedures. 

Exemplars for such an authority include the Confidentiality Advisory Group in 

England (Aitken, Jorre, et al., 2016), the Public Benefit Panel in Scotland (Aitken, 

Jorre, et al., 2016), Institutional Review Boards as established in some parts of the US 

(Zarate et al., 2016) and the data governance board that will be set up for the 

secondary use of My Health Record data in Australia (Australian Government: 

Department of Health, 2018). Ensure that working panels include Māori and non-

Māori researchers, and Māori (from multiple iwi) and non-Māori members of the 

public akin to the Citizen’s Juries in some parts of the US (Tully et al., 2018). 

3. Develop guidelines for individual researchers to improve IDI research literacy and 

awareness of public and cultural necessities regarding the secondary use of these data. 

These may be supported by a checklist to accompany IDI-related project proposals 

and ethics applications. Clarify the training and standards for researchers who are 

directly accessing IDI data, and encourage the use of regularly updated peer-reviewed 

data dictionaries, so that data are extracted in a safe, societally beneficent and 

culturally non-maleficent manner.  

4. Amend all consent forms for primary data collection (e.g. hospital consent forms) 

used by public services, so that they explicitly mention possible linkage and 

secondary data use via the IDI and optimise verbal consent processes, which are 

preferred by Māori . Provide access to further information for those who are 

interested. Opt-in consent for each research project may not be relevant if there is 

adequate transparency regarding re-use of data. 

5. Further consideration and consultation is needed before purely private and 

commercial use of IDI data is approved, as it appears to be less supported by public 
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opinion. We note that in Australia, solely commercial access to My Health Record 

data is prohibited, while joint public-private partnerships may be eligible (Australian 

Government: Department of Health, 2018), suggesting that there may be ways in 

which commercial interests can be aligned with public ones. 

6. Public and researcher responses to these measures should be regularly evaluated so 

that documentation and procedures can be updated as required. 

 

Research Agenda 

Further research is needed into the views of Aotearoa/New Zealand researchers, consent 

processes for data sharing in diverse populations and the impact of research undertaken using 

the IDI. More detailed analysis of Māori preferences about IDI data use using culturally 

sanctioned methodology, and public knowledge regarding general IDI data sources (including 

markers of both strengths and deficits), data storage, data sharing and general data use would 

also be valuable.  

 

Educational Implications 

Our findings and recommendations are suitable for IDI researchers, ethicists and policy 

makers. We have shared them with Statistics NZ to convey to existing researchers and intend 

to disseminate them to a wider audience via publication and promotion via NZ universities 

and other research organisations.   
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