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Abstract
Background Data-sharing is increasingly encouraged or required by funders and journals. Data-sharing is more 
complicated for lifecourse studies that rely upon ongoing participation, but little is known about perspectives on 
data-sharing among participants of such studies. The aim of this qualitative study was to explore perspectives on 
data-sharing of participants in a birth cohort study.

Methods Semi-structured interviews were conducted with 25 members of the Dunedin Multidisciplinary Health 
and Development Study when aged between 45 and 48 years. Interviews were led by the Director of the Dunedin 
Study and involved questions about different scenarios for data-sharing. The sample consisted of nine Dunedin Study 
members who are Māori (the Indigenous peoples of Aotearoa/New Zealand) and 16 who are non-Māori.

Results Principles of grounded theory were applied to develop a model of participant perspectives on data-sharing. 
The model consists of three factors that inform a core premise that a one-size-fits-all approach to data-sharing will not 
suffice in lifecourse research. Participants suggested that data-sharing decisions should depend on the cohort and 
might need to be declined if any one Dunedin Study member was opposed (factor 1). Participants also expressed a 
proven sense of trust in the researchers and raised concerns about loss of control once data have been shared (factor 
2). Participants described a sense of balancing opportunities for public good against inappropriate uses of data, 
highlighting variability in perceived sensitivity of data, and thus a need to take this into account if sharing data (factor 
3).

Conclusions Communal considerations within cohorts, loss of control over shared data, and concerns about 
inappropriate uses of shared data need to be addressed through detailed informed consent before data-sharing 
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Background
Data-sharing is broadly defined as the process of mak-
ing anonymised individual-level raw data from research 
routinely available to other researchers and often the 
general public too [1]. In recent years there has been a 
radical transformation of data-sharing practices, and it 
is increasingly common to find raw data shared directly 
alongside academic articles on journal websites or via 
online repositories. These changes to data-sharing prac-
tices are driven by the potential benefits of having access 
to raw data [1]. For example, the sharing of raw data has 
been central to providing prompt solutions to emerging 
problems, and COVID-19 is a case in point [2]. However, 
data-sharing comes with many ethical considerations, 
and there is a pressing need for research to address the 
privacy implications for participants and the wider impli-
cations for participants’ ongoing engagement in research 
[3]. Data-sharing decisions become increasingly complex 
for studies that are not cross-sectional, and particular 
tensions are likely to exist for research participants who 
are taking part in ongoing lifecourse studies due to their 
ongoing participation [3].

Data-sharing is a core component of the ‘open sci-
ence’ movement, which advocates for transparency in 
all components of scientific research in order to benefit 
from pooling and reusing data as well as being a means 
of overcoming concerns about findings that do not rep-
licate in other studies and avoiding unethical practices 
such as fabrication of data [1]. Funders and journals have 
increasingly been implementing data-sharing policies 
including stipulations for data-sharing plans or manda-
tory inclusion of data for peer-review and publication. 
For example, the US National Institutes of Health has 
announced a requirement for all data from projects they 
fund to be made public from 2023 [4] with scope for 
variations in the extent of data-sharing due to extenuat-
ing reasons such as sensitivity of the data and/or poten-
tial privacy concerns of participants. Such policies are 
often interpreted as broad statements and run the risk of 
data being shared without careful planning specific to the 
research methodology in question. Moreover, the appli-
cation of broad data-sharing policies can directly con-
flict with ethical guidelines and data policies that aim to 
protect the rights of research participants if privacy and 
informed consent are not addressed appropriately [3, 5]. 

There is a lack of consistency across data-sharing policies 
that means researcher have to handle aspects of differ-
ent guidance; moreover, real-world decisions about the 
practice of data-sharing are in the hands of researchers as 
opposed to the participants in studies, and this is where 
complex ethical concerns can arise [6, 7].

At present, there are gaps in knowledge about the per-
spectives on data-sharing among different stakeholders. 
Of particular concern, research into data-sharing has 
rarely included the views of long-term research partici-
pants [3]. The limited existing research into the perspec-
tives of research participants on data-sharing has focused 
on one-off studies in health, mostly specific to genomic 
or biobank research [8–10]. These studies have shown 
that research participants are cautiously open to indi-
vidual-level data-sharing. However, openness towards 
data-sharing is partially determined by how informed 
consent is framed to participants, and participants tend 
to indicate a preference for there to be greater limitations 
on data-sharing when these options are made available 
and explained in comparison to when researchers ask for 
broad consent for data-sharing [10, 11].

Views about data-sharing have also been linked to 
research participants’ views on the sensitivity of the data 
in question, with data related to mental health condi-
tions, sexual or reproductive health, and alcohol use con-
sidered more sensitive than some other types of data by 
participants [12]. The willingness of participants to share 
data has also been found to potentially be contingent on 
who is receiving the data and the potential stigma associ-
ated with the sensitivity of the data being shared [12–14]. 
Findings from a meta-analysis showed that willingness 
to share data is more likely among participants who have 
familiarity with genomic research as well as those with 
long-term experience in a particular healthcare setting, 
the presence of a heritable condition within the family, 
and trust in local and nationwide research infrastructures 
[15]. However, participants have been found to report a 
lower willingness to contribute data for genomic research 
when the data are to be shared with multiple researchers 
or agencies [15].

Past research has shown that research participants are 
aware of the potential for data-sharing to create public 
good but at the same time have concerns related to pri-
vacy, misuse of data, and discrimination on the basis of 

occurs for lifecourse studies, particularly where this has not been established from the start of the study. Data-sharing 
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funders, and government policymakers need to consider participants’ views when balancing the proposed benefits of 
data-sharing against the potential risks and concerns of participants in lifecourse research.
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health conditions or ethnicity [8, 9, 16, 17]. Data-shar-
ing is increasingly being applied within Western science 
policy frameworks [7]. Historically, in Aotearoa/New 
Zealand, research undertaken by non-Māori on Māori 
(the Indigenous people of Aotearoa/New Zealand) has 
provided little, if any, benefit for Māori [18]. The growing 
Indigenous data sovereignty movement seeks to uphold 
the rights of self-determination for Indigenous peoples to 
control and govern their Indigenous data to realise Indig-
enous aspirations [19, 20]. This includes accepting that 
data are subject to the laws of the country or territory 
where it is collected and stored [20, 21].

More widely, research participants have argued for 
increased transparency about the process of data-shar-
ing, implementing tailored data-sharing plans which suit 
the needs of the communities involved in the research, 
and the necessity of maintaining some form of autonomy 
over data, for example in relation to secondary analyses 
[8, 9, 22–24]. Research participants have been treated as 
a homogenous group in the literature on data-sharing, 
with a general lack of consideration about participant 
diversity or changes in data-sharing policies and asso-
ciated processes of informed consent. Participants in 
lifecourse studies are likely to have particular concerns 
about data-sharing because of the amount of data col-
lected about them over an extended period of time, 
which can lead to an increasing risk of what is referred to 
as ‘re-identification’ of participants even when data have 
been anonymised before being shared [25]. Participants 
commonly have a commitment to further data being col-
lected and a strong motivation based on creating public 
benefit through their contributions, but concerns about 
data-sharing are likely to impact the ongoing retention of 
participants, and this could act as a deterrent to partici-
pating in long-running studies [25].

Aims
Based on the gaps in existing literature, there are pressing 
questions about the application of data-sharing protocols 
for lifecourse studies. Input from research participants 
themselves is needed to understand their concerns and 
what should be required to ensure appropriate informed 
consent about data-sharing in such studies. Address-
ing these questions is required in order to understand 
what participants see as the boundaries to data-sharing 
and the implications for their ongoing participation in 
research. The present qualitative study was conducted 
with selected participants from the Dunedin Multidisci-
plinary Health and Development Study (henceforth, ‘the 
Dunedin Study’), which is an ongoing lifecourse research 
project that began in 1972–1973 with N = 1,037 study 
members at foundation [26]. The Dunedin Study pro-
vides a highly relevant exemplar for building a theoretical 
understanding of the views of participants in lifecourse 

research regarding the appropriateness of various data-
sharing processes for different forms of data gathered 
over 50 years.

The specific aims of the present qualitative study on 
data-sharing were:

1. To explore the perspectives on data-sharing of 
participants in the Dunedin Study as an exemplar of 
a long-running lifecourse study.

2. To build an understanding of participants’ 
interpretation of existing arguments for data-sharing 
in relation to their ongoing participation in lifecourse 
research.

3. To gain insight into the concerns that lifecourse 
research participants have about data-sharing.

4. To develop a novel theory of participants’ 
perspectives on whether aspects of data-sharing are 
appropriate for lifecourse research.

Methods
A constructivist grounded theory approach [27] was used 
to design a process of engaging with a range of members 
of the ongoing Dunedin Study. Engagement was car-
ried out separate to the standard periodic assessments 
within the Dunedin Study. The most recent assessment 
occurred when the Dunedin Study members were aged 
45 years in 2017–2019. Grounded theory methodology 
seeks to explain the occurrence of a social process within 
a specific environment [28]. The application of grounded 
theory methodology is appropriate when there is a need 
to develop new theoretical models and fits the aim of the 
present study to explore lifecourse research participants’ 
perceptions of data-sharing [28, 29].

Ethics approval was granted by the Human Ethics 
Committee of the University of Otago (reference 18/075). 
The study was conducted in concordance with relevant 
regulations and ethics principles. All participants gave 
informed consent to participate in an interview after 
being invited by a member of the research staff of the 
Dunedin Study based on stratification characteristics 
on file. Purposive sampling of members of the Dunedin 
Study initially centred on efforts to include Māori and 
non-Māori participants. In addition, efforts were made 
to stratify by gender and education. Subsequently, a pur-
posive effort was added to include some people with and 
without children across these other stratification charac-
teristics, as per grounded theory methods in developing 
the sampling based on emerging issues of relevance [27].

The study was run by a Master’s student (the first 
author) who subsequently continued the research as a 
staff member. The other authors were supervisors/advi-
sors of the Master’s project and all met regularly dur-
ing the research to reflect on the progress and discuss 
roles and responsibilities, including the power dynamics 
among the researchers and in relation to the interviewing 
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of participants. One-on-one interviews were conducted 
in order to elicit individual perspectives from Dunedin 
Study members on data-sharing whilst also maintaining 
confidentiality. A semi-structured approach was adopted 
and provided flexibility in the interaction between the 
participant and the interviewer [30]. As semi-structured 
interviews rely on rapport between the participant and 
the interviewer [31], the Director of the Dunedin Study 
(the last author) conducted the interviews. The inter-
viewer has wide knowledge of the Dunedin Study and 
had established relationships with the participants that 
had been built up over almost 40 years having first inter-
viewed participants when they were aged 13 in 1985–
1986. The familiarity of the interviewer was felt to be 
more important for rapport and a sense of confidentiality 
for participants over any concern about power between 
the interviewer and participants, who were frank in shar-
ing their perspectives. A schedule of open-ended ques-
tions was designed with input from all authors to elicit 
information about data-sharing and to encourage partici-
pants to discuss what they perceived as important in rela-
tion to data-sharing [32, 33].

The constructivist approach to grounded theory 
involved iteratively analysing the data using constant 
comparison at the same time as collecting further infor-
mative data in order to produce a substantive novel 
theory ‘grounded’ in participants’ perspectives on the 
emergent constructs related to data-sharing [27]. Within 
this approach, the theorisation of the central phenom-
ena of interest is co-constructed through the researchers’ 
interpretation of the participants’ experiences [27]. In the 
present study, the first author led the analyses with input 
from the principal investigator of this specific project (the 
second author) as well as the interviewer (the last author) 
and the three other authors (who are Māori researchers). 

Power dynamics were regularly discussed in group super-
vision meetings and during individual discussions. No 
conflicts of interest were experienced in relation to roles 
in this project.

Demographics of interview participants
Demographic information was confirmed through a self-
report questionnaire prior to each interview. Fourteen 
women and 11 men participated in this qualitative study, 
and all participants were cisgender (non-transgender). 
The age range was 45–48 years old. One participant did 
not state their sexuality and all others listed their sexu-
ality as straight. The cross-tabulation of demographic 
characteristics is provided in Table  1. Nine participants 
listed their ethnicity as Māori (seven of whom also listed 
Pākehā/New Zealand European ethnicity); 15 as Pākehā/
New Zealand European; and one as New Zealand Asian 
ethnicity (specific details excluded to maintain confi-
dentiality). Five participants had no children, and twenty 
participants had between two and five children (median 
three).

Interview procedure
Potential participants were invited to take part in an 
interview. Invitations were made either through a secure 
email address or in person during scheduled assessments 
at the Dunedin Study unit location. The main reason 
given for not participating was being too busy. Individu-
als who attended an interview received an information 
sheet in advance and were able to ask questions before 
the start of the interview. All agreed to go ahead with the 
interview and signed consent forms before the start of the 
interview. Three of the 25 participants were interviewed 
via telephone or videoconferencing, and they returned 

Table 1 Stratification details of the sample of Dunedin Study members
Ethnicity Gender Education Any children n in this stratum
Māori Female (cisgender) University education Children 4

Māori Female (cisgender) University education No children 0

Māori Female (cisgender) No university education Children 2

Māori Female (cisgender) No university education No children 0

Māori Male (cisgender) University education Children 1

Māori Male (cisgender) University education No children 0

Māori Male (cisgender) No university education Children 2

Māori Male (cisgender) No university education No children 0

Non-Māori Female (cisgender) University education Children 2

Non-Māori Female (cisgender) University education No children 2

Non-Māori Female (cisgender) No university education Children 4

Non-Māori Female (cisgender) No university education No children 0

Non-Māori Male (cisgender) University education Children 3

Non-Māori Male (cisgender) University education No children 2

Non-Māori Male (cisgender) No university education Children 2

Non-Māori Male (cisgender) No university education No children 1
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signed consent forms by post and also confirmed consent 
verbally before the interview began.

Interviews were conducted between July 2018 and 
December 2020 and involved a semi-structured ques-
tion guide. The questions covered various aspects of and 
motivations for data-sharing and sought views on hypo-
thetical data-sharing situations that might be applied to 
the Dunedin Study in the future (e.g., raw data being pub-
lished alongside journal articles). The audio recordings of 
the interviews were transcribed verbatim and checked 
for accuracy before analysis.

Applying reflexivity
Reflexivity was applied throughout the project to inter-
rogate our own perspectives of data-sharing, in order 
to identify and collectively consider how our values and 
experiences informed the co-construction of our emer-
gent grounded theory [31]. The first author (JR) is a 
cisgender female Pākehā (non-Māori) researcher who 
initially led the analysis for her Master’s in Psychology 
and in an ongoing role as an assistant research fellow. The 
second author (GT) is a cisgender male Pākehā researcher 
who has expertise in longitudinal health research, quali-
tative methods, and research ethics. He was the lead 
supervisor of the first author and co-ordinated the 
finalisation of the grounded theory analysis. The third 
author (MR) is a cisgender female Māori researcher with 
expertise in Māori health research, health promotion, 
and research ethics. The fourth author (RT) is a cisgen-
der female Māori researcher who is the co-director of a 
national collaborative research centre and has expertise 
in longitudinal research and Māori health research. The 
fifth author (WE) is a cisgender male Māori researcher 
who is a director of a Māori community-based research 
organisation and active in national research organisa-
tions and Māori community leadership. He has exper-
tise in epistemology and Māori perspectives on research 
data and community development. The last author (RP) 
is a cisgender male Pākehā researcher who conducted 
all interviews based on his established relationship with 
Dunedin Study members. He is the Director of the Dune-
din Study and a clinical psychologist. He has expertise in 
lifecourse research and application of research in policy 
and practice and was also a governmental Chief Science 
Advisor at the time of the interviews. The authors met 
in person and via teleconference at key junctures in the 
research process to discuss our collective reflections on 
the aims and emerging findings, and the two lead analysts 
met weekly during active periods of analysis to reflect on 
new data and constant comparison.

Data analysis
The data analysis focused on the production of a novel 
theory of data-sharing using an iterative combination of 

inductive processes (drawing from participants’ narra-
tives) and abductive processes (explaining expected and 
unexpected elements of the data) [27]. Existing frame-
works for constructivist grounded theory were used to 
guide the analysis, particularly in the application of three 
levels of coding which correspond to increasingly higher 
levels of theoretical abstraction [34–36].

The initial open coding involved the transcripts being 
read and reread before being coded, with equal attention 
being paid to each component of text and comparison 
to other coded sections [35, 36]. Once all the interviews 
had been coded, the codes were listed, compared, and 
collapsed against each other to form the basis of tenta-
tive categories. Intermediate or selective coding involved 
amalgamating codes around a central construct, while 
theorising about connections between and within cat-
egories and whether the data were supportive of these 
interactions. Each interview was summarised as a ‘memo’, 
focusing on the analytical abstraction of two or three key 
ideas. Memos were shared between the two lead ana-
lysts to check for consistency and provide feedback on 
other points arising within the data, before being shared 
with the wider research team. Ongoing discussions were 
held among all authors, including consideration of views 
expressed by Māori and non-Māori participants. After 
iterative analysis of all ongoing interviews, the newer 
participants were found to echo similar conceptualisa-
tions of data-sharing, and therefore data saturation was 
confirmed after 25 interviews.

Advanced coding and theoretical integration involved 
making sense of the data and finalising the categories 
[35]. The tentative categories were tabulated for each par-
ticipant by reviewing their transcripts again. At this stage, 
the third author analysed the nine Māori transcripts and 
the categories were discussed to ensure considerations 
for Māori participants were accounted for through a 
Māori lens. Following these discussions, the categories 
were expressed as factors within the theoretical model 
and reviewed by all authors.

Results
The grounded theory analysis led to the construc-
tion of a theoretical model about data-sharing from 
the perspective of lifecourse research participants, as 
depicted in Fig. 1. The overall model sits within the local 
context of Aotearoa/New Zealand amidst the global 
data-sharing debate. At the core of the model lies the 
premise expressed by participants that ‘a one-size-fits-
all approach to data-sharing will not suffice in lifecourse 
research’ and relates to the interaction between three 
core factors: (1) ‘cohort considerations supersede individ-
ual agreement to data-sharing’; (2) ‘the right researcher 
for the job when receiving shared data’; and (3) ‘balanc-
ing opportunities for public good against inappropriate 
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uses of data’. Figure 1 displays how the three factors feed 
into the core premise that data-sharing is more compli-
cated than assumed and that a one-size-fits-all approach 
is unlikely to work in lifecourse research. Factor one on 
cohort considerations superseding individual agreement 
to data-sharing is positioned at the top to indicate its pri-
macy in the theory, reflecting its primacy for participants. 
Arrows within the figure indicate the flow of impact evi-
dent across participants’ narratives. Specifically, having 
the right researcher for the job when receiving shared 
data impacts reciprocally with participant perspectives 
on cohort considerations and balancing opportuni-
ties for public good against inappropriate uses of data. 
Cohort considerations are also impacted unidirectionally 

by balancing opportunities for public good against inap-
propriate uses of data, which shape these cohort con-
siderations. Participants are referred to by the interview 
number throughout the results section because any 
selected pseudonym would likely be the name of one of 
the approximately 1,000 participants in the ongoing over-
all Dunedin Study.

Core premise: a one-size-fits-all approach to data-sharing 
will not suffice in lifecourse research
For many of the participants in this study, the interview 
was the first time they had considered data-sharing and 
the processes that would be appropriate for the data-
sharing of lifecourse research data. Participants drew on 

Fig. 1 Visual representation of the core premise and related factors within the grounded theory model of participants’ perspectives on data-sharing in 
long-term lifecourse research
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their knowledge of the Dunedin Study and came up with 
comparable scenarios outside the study (e.g., taking part 
in other research) in order to make sense of how data-
sharing aligns with research processes including fund-
ing applications, managing data-sharing requests from 
other researchers or agencies, and the storage, analy-
sis and dissemination of research data. This led partici-
pants to reflect on how their views about data-sharing 
are influenced by the deep trust that participants have in 
the research team and the protocols applied in the wider 
study because the researchers have proven themselves to 
be trustworthy over the long duration of the study:

“I have complete, one hundred percent faith that 
that data is, not that I knew what happened to 
the data (laughs), blind faith that data was in safe 
hands and being managed.” – P12

In speaking about the degree of trust placed in the 
research team, participants highlighted that the positions 
of participants and researchers are different in lifecourse 
research compared to one-off studies because of the 
longer timeframes and regular interactions that enable 
trust to develop. They noted how successful lifecourse 
research requires participants and the research team to 
develop a mutually beneficial relationship, which is sus-
tained by the level of trust that is developed. Participants 
attributed their willingness to honestly disclose whatever 
information was requested directly to the high quality of 
the relationships with the research team, and in turn felt 
that their honesty played a key role in data quality:

“I really value the model that you use and I think it’s 
a really high trust model, and the relationships that 
the people, as a [Dunedin] Study member, the people 
that we deal, with those trusting relationships. I per-
sonally have implicit trust when I come here” – P25

Participants spoke to the ‘culture’ of the research team 
which is one within which the interests of study members 
are protected and prioritised at every turn, and this con-
tributed to the high level of trust placed in the team to 
appropriately safeguard data. From this perspective, the 
research team were described as ‘guardians’ of the data 
held on participants. Asking participants their perspec-
tives on data-sharing reinforced some participants’ belief 
in the shared ethos of guardianship within the research 
team:

“the values that you’ve brought and predecessors 
and the whole team bring is the right values to look 
after us” – P6

Invariably, as interviews progressed, participants moved 
beyond a dichotomous yes/no answer to questions about 
hypothetical data-sharing scenarios. They described 
conditions where data-sharing would or would not be 
acceptable. These responses are described as three dis-
tinct factors that are inter-related, as shown in Fig. 1.

Factor 1: cohort considerations supersede individual 
agreement to data-sharing
A consistent sentiment expressed by participants was 
that they would be open to researchers sharing their 
life-long research data only if their anonymity was guar-
anteed and only if all other participants were also in 
agreement about data being shared. Where participants 
were open to their own data being shared, a common 
rationale was that they had nothing particularly sensitive 
within their individual dataset:

“While I think I’m the average person, I may not be 
the average person. People’s sensitivity issues might 
be sensitive to all manner of things.” – P22

It was generally agreed that the sensitivity of data should 
also be factored in when determining whether the 
researchers should share research data. However, there 
was no overall consensus on what constitutes ‘sensitive’ 
data. For example, some participants constructed data as 
sensitive if the information related to crime, participants’ 
relationships, or mental health. In contrast, other general 
medical or health information was seen as less sensitive 
data and therefore more appropriate for sharing:

“all the medical side of it and everything like that, 
would be fine, but some people may not like travel-
ling down the path as an individual and exposing 
themselves to mental health issues, with drugs or 
alcohol related things” – P7

Several Māori participants indicated that data of cul-
tural significance should be treated as sensitive in various 
scenarios:

“my daughter put it up on Facebook [image of grand-
child engaged in cultural practice] and coz it’s Māori 
and […] I just didn’t think it needed to be there” – P3

Comments also indicated that biological data has cultural 
significance and is sensitive from a Māori perspective:

“with Māoridom anything our hair, our fingernails, 
everything like that have a special part” – P8

Participants also articulated that it is particularly impor-
tant that determinations about data-sharing should 
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account for the “lowest common denominator” (P6) such 
that data-sharing decisions should be based on protecting 
any members of the cohort whose data could potentially 
generate harmful outcomes for that person if shared. The 
construction of a united community of participants led to 
the sentiment that data-sharing would only be appropri-
ate if there was unanimous agreement across the cohort:

“if there came to be a decision and even just one per-
son was uncomfortable, then I’d be like, cool, then 
none of us are doing it” – P20

Factor 2: the right researcher for the job when receiving 
shared data
Participants shared insights into who outside of the 
research team should be granted access to the wider 
cohort data and expressed how it has to be the right 
researcher for the task required of the research and drew 
on metaphors of inappropriate people tackling jobs that 
they are not qualified to have. Participants explained 
that it felt inappropriate for funders or journal editors to 
make the ultimate decision about data being shared and 
were concerned that the hard work of the research team 
would be undermined by others having access to the data 
for no effort:

“I think on a personal level, well, I’m kind of happy 
with [data-sharing], so long as it’s not traced back to 
me personally or anything like that. I think it’s more 
that actually this study, unless the study as a group 
are involved in whatever else that’s going to be used, 
then perhaps not, because then that’s a lot of work 
for you guys to have done for somebody else to take 
all that data” – P20

When describing ideal external candidates with whom 
data may be shared, participants highlighted that a simi-
lar research ethos was crucial. They expanded on what 
constituted this ethos in these discussions, noting that 
external researchers’ values should align with the priori-
tisation of the research participants, and an opposition 
to financial gain being the motive for data-sharing or any 
aspect of research:

“I didn’t want it going into corporate hands where 
they could use it to make money” – P5

Some of the Māori participants noted that their trust 
in the research team was grounded in their trustworthy 
actions over time, which contrasted with experiences 
with other agencies and led them to see the Dunedin 
Study as a safe place to disclose information not only 
about themselves but also about their family. Concerns 

were raised about the possibility that data related to both 
Māori participants and the wider cohort may be misin-
terpreted or misused if shared with the wrong external 
agencies, particularly those who were outside of Aote-
aroa/New Zealand:

“so for it to be tika [true] and them to get the correct 
answers I believe they [external researchers] need to 
come back here rather than having the data them-
selves.” – P8

In the context of sharing data for replication of analyses, 
participants generally acknowledged the utility of this 
approach. Discussions tended to turn back to concerns 
about the research team losing control over the dataset. 
The loss of control was linked to the misuse or misinter-
pretation of data by external researchers, as there was no 
guarantee that they shared the same values in relation to 
research ethics. To overcome both of these concerns, the 
participants suggested that their research team have final 
say over any secondary analyses conducted by external 
researchers.

Factor 3: balancing opportunities for public good against 
inappropriate uses of data
One of the most consistent messages from participants 
was that their decision to continue participating in the 
lifecourse research was driven by a desire to create pub-
lic good. At the same time participants raised concerns 
about unacceptable reasons for external researchers to 
access aspects of data. Participants indicated that they 
would be agreeable to sharing their own data where 
this led to improved outcomes for individuals and 
communities:

“say I have a condition and somebody born has that 
condition and you share my information with the 
Ministry of Health to help that person, I would be 
happy about that. So more on a human level than 
on another level.” – P16

While the potential for data-sharing to create public 
good was clear to participants, they also found data-shar-
ing hard to reconcile with the data being used for pur-
poses outside the stated original intention. The process 
of gaining informed consent and specification about who 
can access data was queried by some participants:

“there is certainly an obvious line of argument that 
people have consented to give their data to the study 
[…] they haven’t consented to give data to a research 
group in Arkansas or Delhi” – P1
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Data-sharing was deemed unacceptable by most partici-
pants if it could be used outside the purpose of creating 
public good. Inappropriate outcomes that participants 
referred to included data being shared in a way that 
meant the research team had no control over future 
analyses, which may not always be for the public good. 
In addition, participants argued that data-sharing would 
not be aligned with public good if external research-
ers or funders are profiting financially from shared data. 
Some participants raised the issue as to whether the 
New Zealand government was an appropriate recipient 
of data, although some acknowledged that the govern-
ment’s public funding meant that benefits for local com-
munities were possible. However, several participants 
expressed that it was unclear why the government would 
be requesting data. Some Māori participants empha-
sised that negative experiences, both within and outside 
of research contexts, meant that they were reluctant for 
their data to be shared with government agencies. It is 
apparent that for these participants there are issues of 
trust based on past experiences:

“what needs to be clear is what are the benefits of 
making things available and who benefits from it? 
[...] if it is that it is a publishing house benefits at 
the financial level or a government department ben-
efits in terms of its reputation or standing or how it 
appears in terms of its ability to discharge a chang-
ing set of expectations that a minister or the public 
might have of it, I don’t think they’re such strong 
drivers really” – P1

As conversations about data-sharing progressed, par-
ticipants generally concluded that data-sharing would 
be deemed appropriate if two conditions were met: (a) if 
the explicit purpose of sharing data were to create pub-
lic good; and (b) if the research team made the decision 
about whether the data should be shared:

“I sort of say well look those that then have control of 
that data, which is at the moment essentially your-
selves, if you see ultimately the public benefit in hav-
ing wider access to that data for studies, whatever, 
then I think in a way I’m putting my trust in you 
that you will make a good decision on that because 
the public benefit that you can perceive of someone 
having access to this data outweighs the relatively 
low risk of someone finding out information directly 
attributable to me.” – P10

Discussion
The overall aim of the present study was to explore the 
perspectives on data-sharing of participants in the Dune-
din Study birth cohort as an example of a long-running 
lifecourse study. The qualitative approach applied in this 
exploratory study allowed us to build an understand-
ing of participant perspectives on data-sharing in rela-
tion to their ongoing participation in this research and 
also gain insight into the concerns that participants in 
this research have about data-sharing. The resulting 
grounded theory provides a novel preliminary model 
about why aspects of data-sharing might be seen as inap-
propriate for lifecourse research, as depicted in Fig.  1. 
The findings raise important considerations about how 
research participants’ perspectives should be prioritised 
especially as they have been surprisingly absent in discus-
sions on data-sharing [3].

The central finding of this study is that lifecourse 
research participants take a critical approach to data-
sharing requirements and therefore any implementation 
of data-sharing should require considerable explana-
tion and more input than answering a yes/no question 
on each individual’s consent form. Participants’ willing-
ness for their data to be shared was shaped by: (1) who 
will receive the data; (2) whether anonymity will remain 
once data are shared; (3) the sensitivity of specific forms 
of data, including data related to mental health, crime, 
or relationships, or Māori data; and ultimately, (4) the 
view that individual agreement to data-sharing should 
not override the best interests of the most vulnerable 
members of the cohort and the wider cohort in any study 
(Fig.  1). Furthermore, participants felt that research-
ers who collect the original data should have a say about 
which, if any, external researchers receive access to 
shared data, and how. While participants saw some merit 
in the argument that data being used outside its origi-
nal purpose can generate more public good, this only 
extended to situations that would not compromise par-
ticipants’ confidentiality and would retain the quality of 
research.

Specific issues related to Māori data that were raised 
by Māori participants reflect Indigenous data sover-
eignty principles and calls for Māori data to be subject 
to Māori governance [21, 37, 38]. Our finding that data 
are seen as having varying sensitivity echoes previous 
research showing that data about stigmatised issues (e.g., 
mental health data) are seen as less appropriate for shar-
ing [12]. Māori views on data belonging to the collective 
and that some data (e.g., biological samples) have a cul-
tural significance that results in certain restrictions being 
imposed on their use aligns with wider research that 
challenges hegemonic notions of data ownership [37, 38]. 
The finding that the willingness to share data was influ-
enced by who will receive those data is consistent with 
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past research suggesting that research participants are 
most likely to want their data shared with medical doc-
tors, and least likely to want the recipient to be research-
ers for private companies [15]. Past research has revealed 
concerns about research data being linked to national 
databases such as healthcare data due to possible mis-
use of data [39]. The present study extends insights into 
these concerns in the context of Aotearoa/New Zealand 
by demonstrating apprehension about other researchers 
being able to access research data in addition to concerns 
about government agencies accessing research data. In 
contrast, our findings highlight the importance of the 
relationship between researchers and the research partic-
ipants in a given study: if participants’ trust is established 
and maintained then the original researchers are trusted 
with decisions about data-sharing.

Our findings suggest that there is a requirement for 
increased information and transparency about data-
sharing. These findings expand on past research that has 
shown research participants have varied understandings 
of common scientific processes, which in turn highlights 
the need for comprehensive informed consent processes 
[40]. A systematic review noted that, while research par-
ticipants are generally aware of possible risks associated 
with taking part in research, they are less likely to be able 
to identify specific risks arising from participating [41]. 
In addition, past research on data-sharing has shown that 
participants who gave their blanket consent to all future 
uses of their data on signed consent forms were less likely 
to do so when verbally asked to give consent under the 
same conditions [11]. Data-sharing has the potential to 
become another misunderstood component of research, 
and our findings add to past findings that unspecified 
future uses of data are likely to lead to breaches of the 
requirements of informed consent [42]. The need for 
clarification of informed consent processes relating to 
data-sharing is particularly pressing given increasing 
global shifts to make data-sharing mandatory in order 
to receive funding from public sources such as the US 
National Institutes of Health [4] or to publish in a grow-
ing number of journals. Future research could consider 
how these findings relate to existing and new models of 
informed consent and could expand to other research 
designs beyond long-term lifecourse studies.

The interviews conducted in this study were led by the 
Director of the Dunedin Study rather than the primary 
analyst. This decision was made because the interviewer 
had existing rapport with the participants, and this is 
in keeping with best practice in semi-structured inter-
views, which rely on the rapport between the research 
participant and the interviewer [31]. At the same time, 
future research with external parties might provide dif-
ferent insights into participants’ experiences of lifecourse 
research that they might not be willing to explain to a 

researcher they will continue to interact with. In addi-
tion, the analysis was led by the first author as part of a 
Master’s degree and then as a staff member. No conflicts 
of interest were experienced within these arrangements 
and particular consideration was given to what could be 
concluded from interviews conducted by another mem-
ber of the team. This enriched the analysis by requiring 
considerations of aspects of communication that might 
be taken for granted by someone present in the inter-
viewing. Future research could explore alternative ways 
of gathering data about perspectives on data-sharing, 
potentially including more anonymised methods such as 
online surveys to reduce socially desirable responding or 
more open methods such as focus groups that provide 
insight by hearing discussion among participants and 
other stakeholders.

The sample was appropriately diverse based on pur-
posive efforts to stratify based on gender, education, and 
ethnicity, although complete balance was not achieved. 
Future research should focus on particular demograph-
ics to ensure representation and would ideally involve 
interviewing all participants in the cohort. Although the 
study involved proactively recruiting Māori participants 
to ensure Māori voices were included, the study was not 
specifically focused on Māori views of data-sharing. A 
kaupapa Māori methodology would be a useful way to 
extend the findings presented here by conducting a study 
specific to the perspectives of Māori participants in life-
course research that is led by Māori, with Māori, and for 
Māori [18].

While not an inherent limitation of the research itself, 
the changing macro-context of the global COVID-19 
pandemic has meant that considerations of data storage 
and sharing have become more prevalent in daily life. 
In Aotearoa/New Zealand, Bluetooth location tracking, 
data-sharing between government departments, and 
COVID-19 tracing mobile applications have become part 
of the public discourse around nationwide management 
of the pandemic. Given this changing global context, 
participants’ perspectives and concerns about data stor-
age, safety, and sharing may have changed, even if only 
relating to the data collected for COVID-19 tracing pur-
poses. The periodic nature of the interview phases over 
several years worked to our advantage here, as approxi-
mately half of the participants were interviewed after 
the COVID-19 pandemic had begun. While some par-
ticipants interviewed after the onset of the pandemic 
discussed how the pandemic had made them more aware 
of the types of data that were recorded for public health 
purposes, those scenarios were considered to be different 
from the collection of data for the Dunedin Study.
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Conclusions
Overall, this study provides novel and in-depth insights 
into research participants’ perspectives about data-
sharing in the context of a long-running lifecourse study 
with implications for informed consent processes in such 
studies and potential impact on retention of partici-
pants in order to provide valuable long-term sources of 
knowledge about human health and development. The 
findings also inform researchers as well as ethics commit-
tees, journal editors, research funders, and government 
policymakers about balancing benefits of data-sharing 
against the need to inform and seek permission from par-
ticipants in lifecourse research. However, we acknowl-
edge that these arguments do not necessarily apply to 
other research designs, such as one-off surveys, and have 
less relevance for research projects that were established 
from the outset with the explicit intention of data-shar-
ing, such as the UK Biobank [43].

The main implication of the present study is that 
informed consent processes relating to data-sharing need 
to be enhanced universally and be tailored to the specific 
community or population that is being studied. Given 
researchers’ roles in implementing stipulations about 
data-sharing, considerations about the possible sensitiv-
ity of data, who the data recipients are, consent models, 
and Indigenous data sovereignty principles should be 
considered by researchers in the planning stages of a pro-
spective study. Another implication of the present find-
ings is that consultation with research participants about 
data-sharing plans should be a mandatory component of 
the scientific research process. Further to this, consulta-
tion needs to cover present and possible future outcomes 
of data-sharing in lifecourse research and should be con-
ducted verbally to ensure full understanding is achieved. 
Requiring participants to sign blanket agreements to all 
forms of data-sharing is problematic, and more respon-
sive models such as dynamic or tiered consent are prom-
ising ways of overcoming concerns, but with implications 
for additional discussions with participants [40]. Future 
research with participants of lifecourse research could 
explore what models of informed consent meet the spe-
cific ongoing needs of participants and how this relates 
to feelings about uses of their own data and the data of 
whole cohorts that may be part of their identity as long-
term study members.

Research participants have been a relatively over-
looked stakeholder group in research and discussions on 
data-sharing in long-term lifecourse research, and this 
is surprising given that unplanned data-sharing has the 
potential to cause the most harm to participants out of 
all parties involved in this kind of research. Our findings 
demonstrate why these concerns are particularly relevant 
to lifecourse research given the ongoing and often life-
long involvement of participants. Our study provides a 

model of the concerns and recommendations of partici-
pants that can inform policy and ethical practice. Trans-
parency and rigour with how data-sharing is planned, 
explained, and implemented is urgently needed in life-
course research.

Acknowledgements
We thank the Dunedin Study members who took part in an interview for this 
study and administrative staff who supported recruitment. We also thank 
colleagues in the National Centre for Lifecourse Research for their feedback 
following presentations about this work.

Authors’ contributions
RP and GT conceived the study. All authors contributed to study design, 
preliminary interpretation of data, and ongoing development of the study. 
RP conducted the interviews. JR, GT, and MH analysed the transcripts. JR 
developed the grounded theory model and all authors provided feedback 
on the model and summarised data. JR and GT prepared the first draft of 
the manuscript. All authors made intellectual contributions to the final 
manuscript, and approved its submission.

Funding
Funding for this study was received from the Office of the Privacy 
Commissioner Te Mana Mātāpono Matatapu. RT was supported by the Health 
Research Council of New Zealand (grant number 18/664).

Data Availability
The dataset generated and analysed in the current study are not publicly 
available due to the confidentiality of participants, who are part of an ongoing 
lifecourse study. Any enquiries about the data can be addressed to the 
corresponding author.

Declarations

Ethics approval and consent to participate
Ethics approval for this study was granted by the Human Ethics Committee 
of the University of Otago (reference 18/075). The study was conducted in 
concordance with relevant regulations and ethics principles. All participants 
gave informed consent to participate in an interview after being invited by 
a member of the research staff of the Dunedin Study based on stratification 
characteristics on file.

Consent for publication
Not applicable.

Competing interests
The authors declare that they have no competing interests.

Author details
1Department of Psychology, University of Otago, PO Box 56,  
Dunedin, Aotearoa 9054, New Zealand
2Te Pou Tiringa, New Plymouth, Aotearoa, New Zealand
3Dunedin Multidisciplinary Health and Development Research Unit, 
Department of Psychology, University of Otago, PO Box 56,  
Dunedin, Aotearoa 9054, New Zealand
4Taumata Associates, New Plymouth, Aotearoa, New Zealand

Received: 29 June 2022 / Accepted: 5 May 2023

References
1. Rouder JN. The what, why, and how of born-open data. Behav Res Methods. 

2016 Sep;48(3):1062–9.
2. Cosgriff CV, Ebner DK, Celi LA. Data sharing in the era of COVID-19. Lancet 

Digit Health. 2020 May 1;2(5):e224.



Page 12 of 12Reeves et al. BMC Medical Research Methodology          (2023) 23:118 

3. Reeves J, Treharne GJ, Theodore R, Edwards W, Ratima M, Poulton R. Under-
standing the data-sharing debate in the context of Aotearoa/New Zealand: 
a narrative review on the perspectives of funders, publishers/journals, 
researchers, participants and Māori collectives. Kōtuitui N Z J Soc Sci Online. 
2022;17(1):1–23.

4. NIH Office of Science Policy. Final NIH Policy for Data Management and 
Sharing [Internet], US National Institutes of Health. ; 2020 Oct. Available from: 
https://grants.nih.gov/grants/guide/notice-files/NOT-OD-21-013.html

5. Williams M, Bagwell J, Nahm Zozus M. Data management plans: the missing 
perspective. J Biomed Inform 2017 Jul;71:130–42.

6. Kaye J, Hawkins N. Data sharing policy design for consortia: challenges for 
sustainability. Genome Med. 2014;6(1):4.

7. Shah N, Coathup V, Teare H, Forgie I, Giordano GN, Hansen TH, et al. Shar-
ing data for future research—engaging participants’ views about data 
governance beyond the original project: a DIRECT study. Genet Med. 2019 
May;21(5):1131–8.

8. Lemke AA, Wolf WA, Hebert-Beirne J, Smith ME. Public and Biobank partici-
pant attitudes toward genetic research participation and data sharing. Public 
Health Genomics. 2010;13(6):368–77.

9. McGuire AL, Hamilton JA, Lunstroth R, McCullough LB, Goldman A. DNA data 
sharing: research participants’ perspectives. Genet Med. 2008 Jan;10(1):46–53.

10. Garrison NA, Sathe NA, Antommaria AHM, Holm IA, Sanderson SC, Smith ME, 
et al. A systematic literature review of individuals’ perspectives on broad con-
sent and data sharing in the United States. Genet Med. 2016 Jul;18(7):663–71.

11. Oliver JM, Slashinski MJ, Wang T, Kelly PA, Hilsenbeck SG, McGuire AL. 
Balancing the risks and benefits of genomic data sharing: Genome Research 
participants’ perspectives. Public Health Genomics. 2012;15(2):106–14.

12. Soni H, Grando A, Murcko A, Diaz S, Mukundan M, Idouraine N et al. State of 
the art and a mixed-method personalized approach to assess patient percep-
tions on medical record sharing and sensitivity. J Biomed Inform. 2020 Jan 
1;101:103338.

13. Goodman D, Johnson CO, Bowen D, Smith M, Wenzel L, Edwards K. De-
identified genomic data sharing: the research participant perspective. J 
Community Genet. 2017 Jul;8(3):173–81.

14. Goodman D, Johnson CO, Bowen D, Smith M, Wenzel L, Edwards KL. A com-
parison of views regarding the use of de-identified data. Transl Behav Med. 
2018 Jan;29(1):113–8.

15. Middleton A, Milne R, Almarri MA, Anwer S, Atutornu J, Baranova EE et 
al. Global Public Perceptions of Genomic Data Sharing: What Shapes the 
Willingness to Donate DNA and Health Data? Am J Hum Genet. 2020 Oct 
1;107(4):743–52.

16. Mählmann L, Schee S, von Wyl A, Brand A. Attitudes towards Personal 
Genomics and Sharing of Genetic Data among Older Swiss Adults: A Qualita-
tive Study. Public Health Genomics. 2017;20(5):293–306.

17. Zarate OA, Brody JG, Brown P, Ramirez-Andreotta MD, Perovich L, Matz 
J. Balancing benefits and risks of Immortal Data: participants’ views of 
Open Consent in the Personal Genome Project. Hastings Cent Rep. 2016 
Jan;46(1):36–45.

18. Smith LT. Decolonizing methodologies: Research and indigenous peoples. 
Third edition. London: Zed; 2021.

19. Carroll SR, Garba I, Figueroa-Rodríguez OL, Holbrook J, Lovett R, Materechera 
S et al. The CARE Principles for Indigenous Data Governance. Data Sci J 2020 
Nov 4;19:43.

20. Kukutai T, Cassim S, Clark V, Jones N, Mika J, Morar R et al. Māori data sov-
ereignty and privacy. Hamilton: Te Ngira Institute for Population Research; 
2023. Available from: https://tengira.waikato.ac.nz/__data/assets/pdf_
file/0005/947444/MDSov-and-Privacy_20March2023.pdf

21. Te Mana Raraunga. Māori Data Sovereignty Network. Our data, our sover-
eignty, out future [Internet]. n.d. Available from: https://www.temanara-
raunga.Māori.nz/

22. Ludman EJ, Fullerton SM, Spangler L, Trinidad SB, Fujii MM, Jarvik GP, et al. 
Glad you asked: participants’ opinions of Re-Consent for DbGap Data Submis-
sion. J Empir Res Hum Res Ethics. 2010 Sep;5(3):9–16.

23. McCormack P, Kole A, Gainotti S, Mascalzoni D, Molster C, Lochmüller H, et 
al. You should at least ask’. The expectations, hopes and fears of rare disease 
patients on large-scale data and biomaterial sharing for genomics research. 
Eur J Hum Genet. 2016 Oct;24(10):1403–8.

24. Murad AM, Myers MF, Thompson SD, Fisher R, Antommaria AHM. A qualita-
tive study of adolescents’ understanding of biobanks and their attitudes 

toward participation, re-contact, and data sharing. Am J Med Genet A. 2017 
Apr;173(4):930–7.

25. El Emam K, Buckeridge D, Tamblyn R, Neisa A, Jonker E, Verma A. The re-
identification risk of Canadians from longitudinal demographics. BMC Med 
Inform Decis Mak [Internet]. 2011 Dec [cited 2018 Oct 8];11(1). Available from: 
http://bmcmedinformdecismak.biomedcentral.com/articles/https://doi.
org/10.1186/1472-6947-11-46

26. Poulton R, Moffitt TE, Silva PA. The Dunedin Multidisciplinary Health and 
Development Study: overview of the first 40 years, with an eye to the future. 
Soc Psychiatry Psychiatr Epidemiol. 2015 May;50(5):679–93.

27. Charmaz K. Constructing grounded theory: a practical guide through qualita-
tive analysis. London: SAGE Publications Ltd; 2014.

28. Starks H, Trinidad S. Choose Your Method: A Comparison of Phenomenol-
ogy, Discourse Analysis, and Grounded Theory. Qual Health Res 2007 Dec 
1;17(10):1372–80.

29. Dew K. A health researcher’s guide to qualitative methodologies. Aust N Z J 
Public Health. 2007;31(5):433–7.

30. Qu SQ, Dumay J. The qualitative research interview. Qual Res Account Manag 
Bradf. 2011;8(3):238–64.

31. Willig C. Introducing qualitative research in psychology: adventures in theory 
and method. Buckingham, Philadelphia: Open University Press; 2001.

32. Smith JA. Semi-Structured Interviewing and Qualitative Analysis. In: Rethink-
ing Methods in Psychology [Internet]. London: SAGE Publications Ltd; 1995 
[cited 2019 Jul 30]. p. 10–26. Available from: https://sk.sagepub.com/books/
rethinking-methods-in-psychology/n2.xml

33. Seidman I. Interviewing as qualitative research. 4th ed. New York: Teachers 
College Press; 2013.

34. Corbin J, Strauss A. Basics of Qualitative Research (3rd ed.): Techniques and 
Procedures for Developing Grounded Theory [Internet]. 2455 Teller Road, 
Thousand Oaks California 91320 United States: SAGE Publications, Inc.; 2008 
[cited 2021 Jun 30]. Available from: http://methods.sagepub.com/book/
basics-of-qualitative-research

35. Birks M, Mills J. Grounded theory: a practical guide. 2nd ed. Los Angeles, CA: 
SAGE; 2015.

36. Urquhart C. Grounded Theory for Qualitative Research: A Practi-
cal Guide [Internet]. London: SAGE Publications, Ltd; 2013 [cited 
2019 Jul 30]. Available from: http://methods.sagepub.com/book/
grounded-theory-for-qualitative-research/

37. Hudson M, Southey K, Uerata L, Beaton A, Milne M, Russell K, et al. Key 
informant views on biobanking and genomic research with Māori. N Z Med J. 
2016;129(1447):14.

38. Beaton A, Hudson M, Milne M, Port RV, Russell K, Smith B, et al. Engaging 
Māori in biobanking and genomic research: a model for biobanks to guide 
culturally informed governance, operational and community engagement 
activities. Genet Med. 2017 Mar;19(3):345–51.

39. Moore D, Niemi M. The Sharing of Personal Health Data – A Review of the Lit-
erature [Internet]. 2016 p. 30. Available from: http://datafutures.co.nz/assets/
Uploads/The-Sharing-of-Personal-Health-Data-Sapere-FINAL.pdf

40. VandeVusse A, Mueller J, Karcher S. Qualitative Data Sharing: Participant 
Understanding, Motivation, and Consent. Qual Health Res 2022 Jan 
1;32(1):182–91.

41. Tam NT, Huy NT, Thoa LTB, Long NP, Trang NTH, Hirayama K et al. Participants’ 
understanding of informed consent in clinical trials over three decades: 
systematic review and meta-analysis. Bull World Health Organ. 2015 Mar 
1;93(3):186-198H.

42. Hansson MG, Lochmüller H, Riess O, Schaefer F, Orth M, Rubinstein Y, et al. The 
risk of re-identification versus the need to identify individuals in rare disease 
research. Eur J Hum Genet. 2016 Nov;24(11):1553–8.

43. UK Biobank. Accessing UK Biobank data [Internet]. 2020. Available from: 
https://biobank.ctsu.ox.ac.uk/~bbdatan/Accessing_UKB_data_v2.3.pdf

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in 
published maps and institutional affiliations. 

https://grants.nih.gov/grants/guide/notice-files/NOT-OD-21-013.html
https://tengira.waikato.ac.nz/__data/assets/pdf_file/0005/947444/MDSov-and-Privacy_20March2023.pdf
https://tengira.waikato.ac.nz/__data/assets/pdf_file/0005/947444/MDSov-and-Privacy_20March2023.pdf
http://bmcmedinformdecismak.biomedcentral.com/articles/
http://dx.doi.org/10.1186/1472-6947-11-46
http://dx.doi.org/10.1186/1472-6947-11-46
https://sk.sagepub.com/books/rethinking-methods-in-psychology/n2.xml
https://sk.sagepub.com/books/rethinking-methods-in-psychology/n2.xml
http://methods.sagepub.com/book/basics-of-qualitative-research
http://methods.sagepub.com/book/basics-of-qualitative-research
http://methods.sagepub.com/book/grounded-theory-for-qualitative-research/
http://methods.sagepub.com/book/grounded-theory-for-qualitative-research/
http://datafutures.co.nz/assets/Uploads/The-Sharing-of-Personal-Health-Data-Sapere-FINAL.pdf
http://datafutures.co.nz/assets/Uploads/The-Sharing-of-Personal-Health-Data-Sapere-FINAL.pdf
https://biobank.ctsu.ox.ac.uk/~bbdatan/Accessing_UKB_data_v2.3.pdf

	A one-size-fits-all approach to data-sharing will not suffice in lifecourse research: a grounded theory study of data-sharing from the perspective of participants in a 50-year-old lifecourse study about health and development
	Abstract
	Background
	Aims

	Methods
	Demographics of interview participants
	Interview procedure
	Applying reflexivity
	Data analysis

	Results
	Core premise: a one-size-fits-all approach to data-sharing will not suffice in lifecourse research
	Factor 1: cohort considerations supersede individual agreement to data-sharing
	Factor 2: the right researcher for the job when receiving shared data
	Factor 3: balancing opportunities for public good against inappropriate uses of data

	Discussion
	Conclusions
	References


