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abstract
aim: Posthumous electronic healthcare data (PHCD) are ubiquitous and increasing in volume. Despite their potential 
utility and value, no empirically-derived, publicly-generated information exists to guide what uses society may view as 
acceptable. This study explores the attitude and perceptions of Aotearoa New Zealanders to PHCD utilisation.
methods: Focus groups explored topics focused around PHCD utilisation, including family access, consent models, 
infrastructure, anonymity, governance, and commercialisation. Data were transcribed and general thematic analysis 
utilised to explore themes and topics.
results: Sixty-seven people participated across 12 focus groups (mean=50 minutes). Participants indicated conditional 
support for a centralised, Government-managed PHCD repository allowing controlled, no-cost access for healthcare 
and research purposes. Public benefit from data was important. Participants prioritised any benefits being preferen-
tially directed to family, then Aotearoa New Zealanders, then others. Commercialisation from data use was viewed as 
likely and acceptable. Māori PHCD was considered preferably managed by Māori. Participants struggled to define appro-
priate levels of family access, anonymity, and consent models.
conclusions: This study delivers the first empirical evidence of social license for PHCD utilisation, providing guidance 
for establishing trustworthy data governance. Further exploration of the subject is warranted to guide development of 
frameworks to utilise PHCD in Aotearoa New Zealand.

Large sets of digitised healthcare records are 
widely used to increase healthcare efficiency 
and effectiveness,1,2 examine patient and dis-

ease profiles,3 and explore epidemiological trends. 
Such digital files can exist for a potentially infinite 
period, ushering in an era of digital “e-mortality” 
(electronic immortality) where healthcare records 
will far outlive the persons whose data is held 
within them. 

Digitised posthumous healthcare records, referred 
to here as posthumous healthcare data (PHCD), are 
the digitised healthcare records of those persons 
who have died, and they constitute an ever-grow-
ing collection whose potential use and utility are 
little explored.4 If these data are not erased or 
destroyed, they will become the largest reposi-
tory of digitised healthcare information. Due to 
their ever-expanding volume, PHCD will become 
increasingly valuable for inter- and intra-generational 
analysis of health datasets, including genomic analy-
ses, or to allow comparison with other non-healthcare 
datasets (eg other government information).5

While large healthcare datasets can provide ben-
efit, there are risks and harms associated with their 
use, including erosion of trust between the public 
and healthcare professionals which may affect 
how healthcare users access services.6 In addition, 
within Aotearoa New Zealand there exist different 
cultural perspectives on healthcare data use, with 
frameworks around Māori data sovereignty7 high-
lighting the necessity to include different perspec-
tives around the future use of healthcare data in 
this country to guide socially and ethically appro-
priate utilisation of such a resource.

At present, there are no publicly informed 
guidelines or data to assist the future utilisation of 
PHCD in Aotearoa New Zealand. Neither are there 
any contemporary empirical data, from any coun-
try, that exist to guide a conversation around pub-
lic expectations and social license on this subject.8 
This study explores the public’s views on the use 
of PHCD in Aotearoa New Zealand, in order to pro-
vide information that can guide responsible man-
agement or utilisation of this precious resource.
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Methods
Focus groups were used to gather information 

from a cross-section of the Dunedin community. 
Potential study participants over 18 years of age 
self-selected by responding to advertisements 
placed on several local public notice boards, in 
local newspapers, a local general practice with 
established links to the local Māori community 
(Te Kaika, Caversham, Dunedin) and via social 
media. Respondents were sent information, and 
registrants allocated to focus groups by age groups 
including years of age 18–25, 26–35, 36–50, 51–65, 
and 65+, with participant numbers across groups 
guided by recent NZ Census data.9 Registered par-
ticipants were allocated to focus groups to bal-
ance gender representation. Ethical approval was 
received from the University of Otago Human 
Ethics Committee (18/090), and the Ngāi Tahu 
Research Consultation Committee (2018). Partici-
pants provided informed consent and were gifted 
$35 koha for their participation.

Focus group format and questions
Focus groups were delivered in a face-to-face 

setting (authors JC, KM) using a semi-structured 
format with open-ended, investigator-driven ques-
tions on a range of topics that aimed to elicit discus-
sion around PHCD, focusing on how participants 
viewed aspects surrounding the use of their own 
healthcare data in a posthumous scenario. Topics 
included discussion around general access, family 
access, anonymity, commercialisation of data, con-
sent processes, data governance, and scope of data 
use. Focus groups were audio recorded. 

Data analysis
Audio recordings were transcribed, then checked 

for accuracy by investigators (KM, JC). Transcrip-
tions were then entered into the software analysis 
programme ATLAS.ti (ATLAS.ti Scientific Software 
Development GmbH, Berlin, Germany). A generic 
inductive thematic analysis was conducted, 
through an iterative process that examined tran-
script themes, compared differences between 
datasets, and explored responses from different 
individuals.10 Descriptive codes were established 
and organised into higher order thematic catego-
ries. The plausibility and explanatory value of the 
categories were independently assessed by two 
researchers (KM, JC). Where differences arose, 
discussion of data helped to reconcile where con-
tent should be most appropriately allocated.

Results
Demographic and general data 

Twelve focus groups were held, with a total 
of 67 participants (Table 1). Forty-seven persons 
self-identified as NZ European, four as Māori, and 
16 as other ethnicities with one non-responder 
(Table 1). There were 598 total minutes of data 
from 12 focus groups (average focus group 50 
minutes). The mode for focus group participation 
was six persons.

The importance of the topic
Participants were generally unaware of the 

topic of PHCD; however, there was general agree-
ment that management of PHCD was an import-
ant social issue, stating a necessity to explore 
issues and provide clarity on future options (Table 
2). Overall, there were strong themes of altruism, 
usefulness, community, beneficence, and respect 
conveyed by participants. Specific posthumous 
interests were acknowledged, focusing on both a 
person’s own and familial interest in being well 
remembered after death, and in being respect-
ful towards someone after they have died. Par-
ticipants linked the idea of posthumous interests 
with the concept of respecting the data itself as 
having come from a living person.

Utilisation
Participants broadly agreed if data were use-

ful, they should be used to benefit others, with 
the importance and difficulties of controlling data 
use specifically highlighted. This use was inter-
preted as a hierarchy with family benefiting pref-
erentially, then Aotearoa New Zealanders, then 
other persons. Participants raised concerns over 
personal exploitation, whereby data use was for 
purposes they did not agree with. Commercialisa-
tion of data, and also data use by insurance com-
panies, were identified as two major potential 
sources of exploitation, with participants suggest-
ing discrimination “would create social inequi-
ties”. However, there was general agreement 
that commercial use and/or profit was acceptable 
if it provided benefit to the community, though 
some participants expressed a general unease 
over money being made from PHCD. The pros-
pect of using data to generate profit for Aotearoa 
New Zealand was acceptable and spread evenly 
across age groups, while some participants were 
in favour of commercial profits being returned to 
communities. Family profiting or receiving hono-
raria from data was discussed, and was acceptable 
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Table 1: Demographic profile of study participants.

Participant Demographics

FG Age-groups No.

18–25 12

26–35 13

36–50 16

51–65 11

65+ 15

Gender

F 44

M 21

GD 1

DNS 1

Self-identified ethnicity

NZ European 47

Māori 4

Chinese 2

Indian 2

American Caucasian 1

Asian Filipino 1

Australian 1

Cook Island Māori 1

Dutch 1

English 1

Lithuanian 1

Fijian Indian 1

Irish 1

Fijian 1

Sri Lankan 1

DNS 1

FG: Focus group; No.: Number of persons; F: Female; M: Male; GD: Gender diverse; DNS: Did not say
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        Table 2: Participant quotes from focus groups.

Theme Topic Participant quote

Importance 
of the topic

National importance
“I think it’s really important… So, it needs to be at the forefront of people’s mind about what is actually going to happen to this information when you do pass. And with 
research and development being so important, especially for our country, it is very crucial that we do actually have some parameters around the laws for how people are 
going to use this information. So, definitely a worthwhile topic to be discussing.”

Respect “It’s also about having respect for posthumous data, like it someone died it would be having respect to that person by using that data appropriately.” 

Cultural importance
“I think it’s important. I’m Māori and I, death is very important in our culture. And lots of mahi in your body, and you’re not meant to be burned and things like that. So, I’m 
very interested in this [subject], personally.”

Utilisation

Insurance companies
“I can see a scenario where an insurance company might just grab hold of it and then use it to basically tighten up, make things restrictive for people who had certain con-
ditions and would create societal inequities.”

Insurance companies “I think they’re all evil, very evil. There is potential for discrimination.”

Royalties “I wouldn’t mind if my children profited off it, yeah. I would trust that they would use their best judgement to use it wisely.”

Royalties “I don’t really like the idea of my family profiting off my illness, not at all.”. 

Commercialisation
“Commercialising the data itself makes me feel a bit unhappy, not very, but commercialising the results from that data might be something more practical and more useful 
anyway.”

Commercialisation “I think that maybe commercial use would be okay on the big scale if it was a New Zealand company.”

Commercialisation “I see no problem with people making money out of it if it is for the betterment of the health of future generations.”

Māori 
perspectives

Sovereignty
“Most iwi’s now have doctors and barristers, graduates. You know, the younger generations. And I think that possibly I know Tainui have stuff in place. You know, it varies 
from iwi to iwi but I think that perhaps iwi’s should appoint kaitiaki’s [custodians] you know, for the information.”

Sovereignty “Yeah. I don’t think that, I don’t want you to take offense to this, but I don’t think Pākehā have much right to govern such…records”.

Storage “I don’t feel like my wairua would be able to move on and be happy walking with my tūpuna knowing that there’s still a bit of information about me sitting somewhere.”
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Theme Topic Participant quote

Consent

Information
“You’ve got to make sure though that people are informed about it, coz a lot of people probably would never think about what’s happening to their healthcare data after 
they die.”

Ownership “I see it as, it’s like a chattel that I have, that after I die, I make provision before I die for what’s gonna happen to my chattels when I do die.”

Opt-in
“Well, the [organ] donor programme is a, is a classic example of the opt in not working. I prefer to opt in, to be honesty with you. I can see the point in having a much larger 
dataset, and I can see the importance of that. But it feels like it’s just another breach of interpersonal trust for me.”

Opt-out
“And in the interest of collecting as much as possible but still giving people choice, I feel like an opt-out system would be more beneficial than an opt-in where you’re just 
not going to get enough people.”

Opt-in or opt-out “If personal data, for me, isn’t going to be used in a way that’s equitable and accessible to all, then I think we should have the ability to opt-in or opt-out.”

Family 
interest

Intermediary “Because it’s almost like someone has to be there to advocate for the dead.”

Anonymity “At a personal level, I wouldn’t mind, but I can see the situations when it would be a problem for a lot of people.”

Access “Yeah some of your family will wanna know and some won’t, you know, and then do the ones that know, how do they share with the ones that don’t, you know?”

Infrastructure

Storage “I don’t care [where data is stored], as long as it’s not accessible by Donald Trump.” 

Storage “I would be happy for my records, personally, to be held in perpetuity.”

Storage
“If the data’s going to be accessible and pieces of information are going to be comparable across a large section of the population, which is potentially where it becomes 
valuable I think, then it has to be catalogued and stored and accessible in a uniform way and not through however different agencies just happen to have stored it.”

Who stores data
“I think it needs to be a government. I don’t think it can be ay health or university because it’s going to cost money to set it up and run it and that means it’s money that one 
of those agencies can no longer spend on bandages and suture which isn’t going toe acceptable to them. But I think it should be a taxpayer government initiative that holds 
the database in the same way that they have a database of car registration information or whatever.”

Governance

Anonymity
“I think the more that you use software and the internet, stuff like that, the more probably sophisticated you’ve become in terms of understanding that there really is no 
anonymity. There’s no privacy.”

Anonymity “For me they [posthumous healthcare data] absolutely need to be anonymous”

Custodian “The aspect of control is so vital to this whole thing working or not. Who controls the data, and how’s it shifted around, how’s it accessed, free or otherwise.”

Custodian “I mean that’s my biggest concern, if this goes forward who’s the guardian, who’s the gatekeeper?”

Cultural perspectives “I think we need to be aware of the fact that we are asking a number of different cultures to accept this.”

Table 2 (continued): Participant quotes from focus groups.
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in some instances, particularly if data use brought 
substantial commercial benefit—although a few 
found the idea of family profiting from data unac-
ceptable. Participants were clear that PHCD itself 
should not be sold.

Māori perspectives
Māori participants viewed healthcare data as 

taonga (treasure), saying these data held special 
value and required specific protocols for guard-
ianship. Furthermore, they indicated Māori gov-
ernance of such data are essential. Some Māori 
participants said Māori may not wish to have data 
stored due to beliefs surrounding death and spirit, 
with the wairua (spirit) being intimately linked with 
existing data, suggesting that ongoing data storage 
meant the wairua of the deceased remained tied to 
its existence on earth, and that permanent retention 
of PHCD was therefore not acceptable.

Informed consent
The notion of acquiring informed consent 

prior to death was considered important by the 
majority of participants, with discussion focused 
on two main themes: public education and the 
importance of personal choice. Opinions around 
the need for informed consent largely focused 
on public education or autonomy, and informed 
consent was discussed more frequently among 
older age groups, with concern over health liter-
acy regarding informed consent more commonly 
discussed in the 26–50 age groups. 

Participants discussed “opt-in” or “opt-out” 
systems for individuals to give consent for their 
records to be included in a national database. Those 
in favour of opt-out outweighed those in favour of 
opt-in by a large margin. The two main reasons for 
this support were that more people would be part 
of the dataset, and that if people felt strongly about 
it, they could opt-out. Those in favour of an opt-in 
system of consent did value PHCD, but wished to 
make a choice to enter the system themselves. 

Family interest
Participants considered some family situations 

would provide complexity to data collection, stor-
age, and use. Scenarios included the implications 
of identifying non-biological relatives and issues 
regarding inheritance of genomic material, the 
possibility of incidental findings, and the idea of 
finding out a family secret—such as an abortion. 
The stigma associated with some health issues, 
such as sexually transmitted infections, was also 
raised, as was the possibility of different cultures 

having different values. The appointment of an 
external decision-maker/guardian alleviated con-
cerns around respecting the wishes of the dead, 
given this identity should advocate for the inter-
ests of the dead.

Infrastructure
A majority felt PHCD should be stored in 

Aotearoa New Zealand, expressing concern over 
storing data overseas, based on differing laws and 
values in other countries. However, a few partic-
ipants stated that they did not have a preference 
where data was stored. The main issues were 
concerns over hacking, the need for one system 
to create a streamlined framework for data, and 
breaches of privacy and trust.

The majority of participants supported keeping 
data indefinitely. Several participants specifically 
wanted their data kept indefinitely, citing mainly 
the usefulness of it, and not caring because they 
will “not be here”. This position was especially 
marked in older age groups. A small number of 
participants did not want their data being kept 
indefinitely; two of these were Māori who cited 
spiritual reasons.

Governance
The advantages and disadvantages of a cen-

tralised system were discussed across age groups. 
A majority thought that posthumous data should 
be controlled by the Government. Of these, some 
thought the Ministry of Health or the National 
Archives should be responsible for data storage, 
with medical personnel involved in managing 
decisions around data use. Responses highlighted 
the need for posthumous data to have robust 
infrastructure, noting government departments 
likely have existing frameworks that may be fit 
for purpose. Non-governmental control over the 
data was explored widely but rejected due to lack 
of consistency in data management versus the 
extant stability of government systems. 

Participants discussed data use and anonym-
ity, with some not caring about being anonymous, 
while others insisted anonymity was important. 
Views included there being “no privacy” with elec-
tronic data, while others suggested added value or 
benefit would be seen without anonymity. 

Discussion
Globally, awareness about posthumous digi-

tal data use is increasing,11 including discussion 
around PHCD.1,12 Findings suggest Aotearoa New 
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Zealanders provide conditional support for PHCD 
use, having PHCD stored indefinitely, and used in 
an ongoing manner. However, there are multiple 
factors to clarify further including appropriate 
infrastructure and governance, different consent 
models, and how Māori or different ethnic and 
cultural data should be managed.13,14 

Utilisation
Within Aotearoa New Zealand, the Integrated 

Data Infrastructure (IDI) research database exists 
to allow access to a limited range of non-identi-
fiable health information,15 while similar inter-
national databases also exist for this purpose.16 
However, the amount of healthcare data available 
within these databases is both non-identifiable 
and limited to specific healthcare data (eg cancer 
registrations, mortality data). The storage of all 
posthumous health records in their entirety, poten-
tially being identifiable to facilitate more precise 
health analyses, could therefore extend the utility 
of Aotearoa New Zealand’s IDI system. Study find-
ings also guide future uses to prevent erosion of 
trust between the public and data custodians,17,18 
with strong social license8 for PHCD utilisation, 
and almost universal support for the information 
being used to benefit the future generations and 
global citizens. Participants suggested it is logical 
for PHCD to be used for research, with general 
agreement commercial use is acceptable if there is 
benefit, and agreement some commercialisation 
is necessary to benefit society. The most promi-
nent concern was exploitation of a person’s data, 
which is a common fear around healthcare data 
use2,6 including within Aotearoa New Zealand.19 
Clear also was that PHCD should not be for sale, 
and that it should be a free resource to be used for 
benefiting others.

Insurance companies were almost exclusively 
viewed negatively, with a strong indication across 
all age groups that access to PHCD should not be 
allowed in this commercial area because of the 
potential for discrimination, especially for those 
persons with inheritable diseases. Some partici-
pants felt that allowing insurance company access 
to PHCD was an argument for retaining anonym-
ity of data, so that individuals and families could 
not be specifically identified. 

Māori and Other cultural perspectives
Perspectives indicated recognition and respect 

around Aotearoa New Zealand’s multicultural 
society and the necessity to acknowledge that 
different groups may wish to govern their own 
data.20 From the small number of Māori partici-

pants this view was also clear, with comments 
generally congruous with the framework of Te 
Mana Raraunga (Māori Data Sovereignty Net-
work) recognising Māori data should be subject to 
Māori governance.7 Broadly, study findings align 
with the concept of autonomous data rights, and 
data sovereignty for individuals and communi-
ties where control and decisions about the data 
are overseen by the communities themselves.21 
Local exploration in this space is continuing with 
the recently funded Genomics Aotearoa Rakeiora 
programme22 and the framework of Whakamaua: 
Māori Health Action Plan 2020–2025.23

Consent
Participants considered informed consent 

important because of the notion of personal 
agency, though this was also viewed as poten-
tially problematic with people not understanding 
what they are consenting to. Discussions around 
consent were driven by participants’ wish to 
have control over the destiny of their “own” data 
before they died, with this attitude congruent with 
global trends around perspectives of data “owner-
ship”: participants wanted to be able to guide who 
could access it, and for what purpose. This is in 
line with global data trends around data control, 
such as the General Data Protection Regulation 
in Europe24 that gives control of personal data to 
the person who generated it. However, there are 
suggestions that “co-constructors” of such data 
are “custodians”, and the view of “ownership” of 
one’s own health data need further exploration.25 
Comments around consent align with the strongly 
upheld value of informed consent within health 
services in Aotearoa New Zealand,26 a value that 
is codified in law with the Code of Health and Dis-
ability Services Consumers’ Rights (1996)27 and 
the Health Information Privacy Code (2020).28

While an opt-out system would likely provide a 
more extensive and useful database, ensuring this 
has satisfactory social license would be required 
to ensure the public were sufficiently educated 
about uses and potential risks. Globally, opt-in 
systems of “data donation” are being highlighted 
as a way to increase the size and utility of health-
care datasets.1,12,29 Yet while this mode of consent 
presents a greater amount of personal autonomy 
to potential donors, the likelihood is that data 
donations will almost certainly be a very small 
portion of those which an opt-out system would 
acquire, similar to those issues identified around 
opt-in systems of organ donation,30 rendering 
poorer utility than a larger dataset that opt-out 
would facilitate.
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Family interest
Family interest in PHCD is controversial glob-

ally,31 and there are distinct differences between 
Māori and European cultures in Aotearoa New 
Zealand.26 Family interests are difficult to man-
age around PHCD interests,32,33 with discussion 
regarding the complexities of family indicating 
there are things that people want to keep private 
during and after their lifetime, and that this is a 
reasonable expectation which should be upheld. 
Despite this, there was overwhelming support for 
allowing families access to PHCD when necessary, 
but this was not a universally appropriate guide-
line. This means any system would require clear 
guidance around health information privacy,32,33,34 
data sharing and use in respect to family access, 
including discussions about information sharing 
with subsequent generations of descendants.

Infrastructure and governance
Many responses supported a centralised, 

secure system of data storage, with PHCD hav-
ing most utility if they existed in perpetuity. 
This is problematic in Aotearoa New Zealand, as 
healthcare records, in general, are legally able to 
be destroyed ten years after a person’s death.4,34 
However, there is provision for PHCD to be law-
fully used beyond that point,28 despite existing 
law being designed in an era where PHCD were 
not ubiquitous. If a system of centralised records 
were established, it would require a law change to 
assist holding health records in perpetuity to pre-
vent them being destroyed or erased. In addition, 
further clarity is required about using these data 
and the level of anonymity that could or should be 
applied (eg identifiable vs non-identifiable infor-
mation) as this affects potential uses and impacts 
descendant healthcare. While some participants 
did not care about anonymity, some expressly did, 
and cited data security as a concern, tying the sub-
ject in to an issue around trust and potential mis-
use of data.6 

While “ownership” of data was not specifically 
discussed, conversations hinted at data gover-
nance being of a custodianship or guardianship 
role, with persons continually referring to “my” 
data with the implication that “my data is to 
be overseen and used by someone else”. Many 
responses favoured this type of data governance 
being overseen by some type of ethics committee 
review for access to PHCD, which is congruent 
with calls within Aotearoa New Zealand to explore 
how oversight of healthcare data are managed.35 
Most participants thought that the data should be 

controlled by the Government, mainly the Min-
istry of Health or National Archives, and include 
some medical personnel, which highlights the 
trust in the medical profession that already exists 
within the community. The main reason for this 
was preference for a robust infrastructure, and 
using an existing, stable and enduring admin-
istration made the most sense. National storage 
and governance was suggested, necessitating 
appropriate data storage and transfer legislation 
to ensure transparency around data custodian-
ship. Responses by and around Māori interests 
favoured independent governance of Māori data, 
discussed earlier.

Aotearoa New Zealand’s future 
posthumous healthcare data utilisation 
and implications

Findings suggest many Aotearoa New Zealand-
ers conditionally support a centralised system of 
governed PHCD that was overseen by a govern-
ment agency, and that included oversight from 
medical professionals, with data being available 
for healthcare and research purposes. It was sug-
gested that data should be held in Aotearoa New 
Zealand, with benefits being foremost for fam-
ily, then Aotearoa New Zealand citizens, then 
global benefit. This altruistic perspective also sup-
ported the necessity of commercialisation being 
an obvious downstream effect of data utilisation 
to extract reasonable benefits; however, selling 
of the data itself was not supported. A complex 
array of suggestions around consent concluded 
with a majority supporting an opt-out system, and 
Māori data were identified as requiring Māori 
governance. Implementation of such a system 
would require alterations to current health data 
legislation to ensure data are held in perpetu-
ity, a review of how privacy laws (eg the Health 
Information Privacy Code) may affect inter and 
intra-generational data sharing,36 further explora-
tion around how “identified” or “non-identified” 
data should be defined, and continuing efforts 
to address ethics frameworks around the utilisa-
tion of such data.7,35 Public consultation to acquire 
social licence for such changes would be essential 
to support its development and implementation.8 

The suggested system is congruous with sev-
eral positive ideological principles including 
beneficence, altruism and usefulness; however, 
there are potential harms associated with the 
proposed framework should data be misused or 
outside what is socially or culturally acceptable. 
These include an erosion of trust in the health-



New Zealand Medical Journal 
Te ara tika o te hauora hapori

2022 May 6; 135(1554). ISSN 1175-8716
www.nzma.org.nz/journal ©NZMA 

article 52

care system that could lead to possible compro-
mises in healthcare from patients failing to seek 
treatment or choosing to withhold information,2,6 
and the risk of discrimination and potential for 
group-based harm.17,37 This is particularly rele-
vant when research that includes genomic infor-
mation potentially affects generations, cohorts or 
communities of individuals and their families,31,33 
while a lack of consensus around consent—both 
for the individual and future generations—means 
further investigation is required to identify 
acceptable solutions. Public consultation and 
future implementation will need to be transpar-
ent about systems, governance, and utilisation in 
order to establish and maintain public trust while 
balancing the risks and benefits of data sharing.2,6 

Limitations
The information may not be representative of 

Aotearoa New Zealanders in general as the sam-
ple size is modest and restricted to one geographic 
location, which has the potential to affect the gen-
eralisability of the findings to other regions of 
Aotearoa New Zealand. There is also the poten-
tial influence of participant selection bias, given 
participants self-selected for this study, and this 
may affect the work in regard to the identifi-
cation of personal attributes, such as altruism 
or usefulness, or indeed participant attitudes 
towards PHCD use. Further, there was also a lack 
of diversity amongst the participant population, 
with specifically few Māori, Pasifika, Chinese, 
Indian or other ethnic backgrounds, and their 
views in ongoing work are important in order to 
more accurately represent the diverse nature of 
Aotearoa New Zealand’s population. Importantly, 

Māori participant numbers were low, and while 
the information provided provides vital insight 
around how some Māori may wish to manage 
PHCD, the numbers are not large enough to allow 
confidence that these views are representative of 
all Māori.

Conclusions
This study provides the first empirical data on 

the topic of PHCD utilisation, providing contempo-
rary information around Aotearoa New Zealand-
ers attitudes and perceptions regarding the use of 
PHCD. It finds conditional support for a centralised 
database of PHCD, a repository that should be pri-
marily held and managed by the government of 
Aotearoa New Zealand, for the benefit of family 
and Aotearoa New Zealanders, and subsequently 
for global benefit. Given this study establishes 
the platform for a social license to explore PHCD 
collection and use, perhaps a logical sequalae is 
not “Where are the data?” but “How can we uti-
lise the data in a culturally, ethically, and socially 
responsible and acceptable way?”. Further explo-
ration of this topic is required to add perspective 
on the nuances associated with utilising these 
precious data in Aotearoa New Zealand, including 
elements around consent models, data anonym-
ity, and family access. More substantive consul-
tation across a variety of Aotearoa New Zealand 
locations and ethnicities, in particular Māori and 
Pasifika, is also necessary to elaborate on these 
findings, and to consolidate an understanding of 
what is required to appropriately manage PHCD 
in this country. 



New Zealand Medical Journal 
Te ara tika o te hauora hapori

2022 May 6; 135(1554). ISSN 1175-8716
www.nzma.org.nz/journal ©NZMA 

article 53

competing Interests
The authors declare no conflict of interest. This study 
was funded by the New Zealand Law Foundation as part 
of their Information Law and Policy Project.

acknowledgements
The authors would like to gratefully acknowledge the 
substantial support of Lynda Hagen and Richman 
Wee from the New Zealand Law Foundation and the 
Information Law and Policy Project, without which this 
study would not have been possible. We also thank 
Associate Professor Angela Ballantyne and Rochelle 
Style for their insightful comments on the draft 
manuscript.

author Information
Jon Cornwall: Centre for Early Learning in Medicine, 

Otago Medical School, University of Otago, Dunedin, 
New Zealand; Centre for Bioethics, Otago Medical 
School, University of Otago, Dunedin, New Zealand.

Sylvia English: Centre for Early Learning in Medicine, 
Otago Medical School, University of Otago,  
Dunedin, New Zealand.

Brendon Woodford: Department of Information Science, 
University of Otago, Dunedin, New Zealand.

Jim Elliot: The University of Sydney, Faculty of Medicine 
and Health, Northern Sydney Local Health District, 
The Kolling Institute, St Leonards, New South Wales, 
Australia; Northwestern University, Feinberg School 
of Medicine, Department of Physical Therapy & 
Human Movement Sciences, Chicago, IL, USA.

Kathryn McAuley: Centre for Early Learning in Medicine, 
Otago Medical School, University of Otago,  
Dunedin, New Zealand.

corresponding author
Dr Jon Cornwall: Centre for Early Learning in Medicine, 

Otago Medical School, University of Otago, PO Box 56, 
Dunedin 9054, New Zealand.  
jon.cornwall@otago.ac.nz

url
www.nzma.org.nz/journal-articles/an-exploration-of-
aotearoa-new-zealanders-attitudes-and-perceptions-on-
the-use-of-posthumous-healthcare-data-open-access

references
1. Sorbie A. Medical Data Donation, Consent and 

the Public Interest After Death: A Gateway to 
Posthumous Data Use. In: The Ethics of Medical 
Data Donation. Krutzinna J, Floridi L (eds). 
Gewerbestrasse: Springer. 2019. Chapter 7.

2. van Staa TP, Goldacre B, Buchan I, Smeeth L. Big 
health data: The need to earn public trust. BMJ. 

2016 Jul 14;354:i3636.
3. Fehringer G, Kraft P, Pharoah PD, et al. Cross-cancer 

genome-wide analysis of lung, ovary, breast, 
prostate, and colorectal cancer reveals novel 
pleiotropic associations. Cancer Res. 2016 Sep 
1;76(17):5103-14.

4. Hoeksema K, Wee R, Macdonald A, et al. Where to 
from here? Posthumous healthcare data, digital 
e(lectronic)-mortality and New Zealand’s healthcare 
future. N Z Med J. 2017;130(1459):64-70.

5. Gluckman P. Using evidence to inform social policy: 
The role of citizen-based analytics. Office of the 
Prime Minister’s Chief Science Advisor. 2017.

6. Carnegie UK Trust. Data for public benefit: 
Balancing the risks and benefits of data sharing. 
2018. https://www.carnegieuktrust.org.uk/
publications/data-for-public-benefit/.

7. Hudson M, Beaton A, Milne M, et al. Te Mata Ira: 
Guidelines for genomic research with Māori. Māori 
and Indigenous Governance Centre, University of 
Waikato; 2016. 

8. Filoche S, Cornwall J. DNA information: Access, use, 
and implications for healthcare in Aotearoa New 
Zealand. N Z Med J 2021;134(1528):107-10.

9. Stats NZ Census Data 2018. https://www.stats.govt.
nz/2018-census/ Accessed 15 March 2018.

10. Guest G, MacQueen KM, Namey EE. Applied 
Thematic Analysis. 1st Ed. Thousand Oaks, CA: SAGE 
Publications, Inc. 2012. pp320. 

11. Kasket E. All the Ghosts in the Machine: The Digital 
Afterlife of your Personal Data. Robinson, London, 
UK. 2019. ISBN-13:978-1472141897. 

12. Shaw D. Defining Data Donation after Death 
(DDD): Metadata, Families, Directives, Guardians 
and the Route to Big Consent. In: The Ethics of 
Medical Data Donation. Krutzinna J, Floridi L (eds). 
Gewerbestrasse: Springer. 2019. Chapter 10.

13. Cornwall J, Slatter T, Guilford P, et al. Culture, law, 
ethics, and social implications: Is society ready 
for advanced genomic medicine? Australas Med J. 
2014;7(4):200-2.

14. Hill G. Pharmacogenetics: A Review of the Ethical, 
Social and Policy Implications of ‘Personalised 
Medicine’. In: Genes, Society, and the Future. Volume 
3. Henaghan M (ed). 2009.

15. Milne BJ, Atkinson J, Blakely T, et al. Data resource 
profile: The New Zealand Integrated Data 
Infrastructure (IDI). Int J Epi 2019;48(3):677-677e.

16. US National Library of Medicine. Clinical Trials 
Website. https://clinicaltrials.gov/ Accessed 15 July 
2021.

17. Carter P, Laurie GT, Dixon-Woods M. The social 
licence for research: Why care.data ran into trouble. 
J Med Ethics 2015;41:404-9. 



New Zealand Medical Journal 
Te ara tika o te hauora hapori

2022 May 6; 135(1554). ISSN 1175-8716
www.nzma.org.nz/journal ©NZMA 

article 54

18. Middleton A, Milne R, Almarri MA, et al. Global 
public perceptions of genomic data sharing: What 
shapes the willingness to donate DNA and health 
data? Am J Hum Gen. 2020;107(4):743-52. 

19. Privacy Commission. Privacy concerns and sharing 
data. New Zealand; April 2020. 

20. Caron NR, Chongo M, Hudson M, et al. Indigenous 
genomic databases: Pragmatic considerations and 
cultural contexts. Front Pub Health. 2020;8:111. 

21. Hudson M, Anderson T, Dewes TK, Temara P, 
Whaanga H, Roa T. “He Matapihi ki te Mana 
Raraunga” - Conceptualising Big Data Through 
a Māori Lens. In: He Whare Hangarau Māori - 
Language, Culture & Technology (pp. 64–73). 
Whaanga H, Keegan TTAG, Apperley M (eds). 
Hamilton, New Zealand: Te Pua Wānanga ki te 
Ao / Faculty of Māori and Indigenous Studies, the 
University of Waikato. 2017.

22. Genomics Aotearoa. Rakeiora Pathfinder Genomic 
Medicine – Rakeiora announcement. 2020. Available 
from: https://www.genomics-aotearoa.org.nz/
projects/rakeiora-pathfinder-genomic-medicine/
rakeiora-announcement Accessed 25 March 2021.

23. Ministry of Health. Whakamaua: Māori Health 
Action Plan 2020–2025. Wellington: Ministry of 
Health; 2020. 

24. EU General Data Protection Regulation (GDPR): 
Regulation (EU) 2016/679 of the European 
Parliament.

25. Ballantyne A. How should we think about clinical 
data ownership? J Med Ethics. 2020;46:289-94. 

26. Menkes DB, Hill CJ, Horsfall M, Jaye C. Perspectives 
on access to personal health information 
in New Zealand/Aotearoa. Anthropol Med. 
2008;15(3):199-212.

27. New Zealand Government. Code of Health and 
Disability Services Consumers’ Rights (1996).

28. Privacy Commission. Health Information Privacy 
Code. New Zealand; 2020.

29. Pichler H, Eder J. Supporting the Donation of 
Health Records to Biobanks for Medical Research. 
In: Artificial Intelligence and Machine Learning for 
Digital Pathology. Holzinger A, Goebel R, Mengel 
M, Müller H (eds). Gewerbestrasse: Springer. 2020. 
pp38-55. 

30. Childress JF, Liverman CT (eds). Organ Donation: 
Opportunities for Action. Committee for increasing 
rates of organ donation. Washington DC: Board on 
Health Sciences Policy, Institute of Medicine of the 
National Academies, National Academies Press. 
2006.

31. Abbott A. Icelandic database shelved as court 
judges privacy in peril. Nature. 2004;429(6988):118.

32. Lucassen AM, Parker M, Wheeler R. Role of next 
of kin in accessing health records of deceased 
relatives. BMJ 2004;328:952.

33. Robinson DJ, O’Neill D. Access to health care 
records after death: Balancing confidentiality with 
appropriate disclosure. JAMA. 2007;297(6):634-6. 

34. New Zealand Government. Health (Retention of 
Health Information) Regulations; 1996.

35. Ballantyne A, Style R. Health data research in 
New Zealand: Updating the ethical governance 
framework. N Z Med J. 2017;130(1464):64-71.

36. Dupras C, Bunnik EM. Toward a framework for 
assessing privacy risks in multi-omic research 
and databases. Am J Bioethics. 2021. DOI: 
10.1080/15265161.2020.1863516.

37. Crampton P, Parkin C. Warrior genes and risk-taking 
science. N Z Med J. 2007;120(1250):U2439. 


