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ABSTRACT 

 

The scope of the field of population studies has broadened: there is an ever-increasing amount of 

micro-data available from registers to study population dynamics. Although register-based 

population studies tend to analyse de-identified private information, these studies are 

nonetheless accompanied by ethical concerns. Codes of conduct, meant to guide researchers 

making decisions in ethically ambiguous situations, do not include notions on this type of 

research, and might therefore be unfit to apply. The objectives of this study are twofold: first, to 

gain insight into the normative framework set out for academic researchers working in the 

Dutch context, and second, to explore how register researchers working in the Netherlands 

approach the research ethics of working with human data. A qualitative mixed method 

approach was employed, in which the findings of a content analysis on eight international, 

national, and institutional academic research ethics guidelines, and a thematic analysis of 

eleven semi-structured in-depth interviews with register researchers were combined to reach 

the objectives. The findings indicate that the norms set out in academic guidelines generally 

provide a suitable framework to understand researchers’ perceptions and attitudes towards 

research ethics, but also reveal how researchers practice research ethics through additional 

strategies. These findings can be utilized when making policy about research ethics in register 

research. The developed inductive conceptual model forms a solid base for future research, as it 

provides valuable insights on the practices register researchers working in the Netherlands 

apply to protect the interests of those included in register datasets.  

 

Keywords: population, register, research ethics, guideline, privacy, competence, Netherlands, 

mixed method 
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Chapter 1: Introduction 

 

Population Studies is an interdisciplinary research field, mostly grounded in demography, but 

complemented with knowledge from for instance geography, sociology, psychology, economics, 

anthropology, and epidemiology. Population researchers study what might be peoples’ most 

intimate moments; birth, romantic relationships, mobility, health, education, reproduction, 

work, and death. They do this by employing quantitative, qualitative, and mixed approaches, 

and using different data sources (primary or secondary collected data on local, national, or 

international level). While some of this research can be considered to be strictly fundamental, 

the larger share of studies serves as a basis for labour market-, housing-, health-, and 

education- policies on local and national level.  

 

1.1 Problem statement  

Two types of research are most common in population studies; human subject research, and 

non-human subject research. Human subject research is a systematic investigation, involving 

human subjects, designed to develop or contribute to generalizable knowledge (United States, 

2016). It involves obtaining data through intervention or interaction with the individual and/or 

obtaining private, identifiable information of an individual. Whether a person is a human 

subject thus depends on the type of data that is collected in the research, and in what ways this 

is done. An intervention includes physical procedures of data collection and/or manipulations of 

the subject, or the subject’s environment, performed for research purposes. With interaction, the 

data are gathered through communication or interpersonal contact between the researcher and 

the subject. Private information is “information about behavio[u]r that occurs in a context in 

which an individual can reasonably expect that no observation or recording is taking place” or 

information which the individual provided for specific purposes, and “which the individual can 

reasonably expect will not be made public” (United States, 2016:1). Analysing private 

information (collected through intervention/interaction) is only considered human subject 

research when this information is individually identifiable, that is, it can be used to identify 

individual persons (United States, 2016).  

 Following the previous definitions, non-human subject research is research where 

humans are not the subject of the study (see also: The University of Utah, n.d.). The study’s data 

are for example not collected through direct contact with the individual 

(intervention/interaction), or there is no identifiable, private information obtained. An example 

is register research, where population researchers work on municipal personal records data 

combined with other registers; large datasets that were obtained from for example 

municipalities or national government. The data used in these types of studies were not 

primarily collected for research, but for (semi-)government agencies to be able to fulfil their 

tasks (Rijksoverheid, n.d.). In the Netherlands, such microdata are for example collected by 
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municipalities, the tax authorities, social security authorities, and education authorities. Under 

specific conditions, these data are shared with population researchers (Centraal Bureau voor de 

Statistiek, n.d.-a). The data analysed in this type of research tends to be aggregated or at least 

deidentified information on human individuals, which makes the term non-human subject 

research slightly confusing. Indeed, there can be no doubt that these data still relate to humans, 

albeit in deidentified form, which is why some researchers went on to define these studies as 

human non-subject research (Brothers & Wright Clayton, 2010). Defining it as such makes it 

evident that this type of research, alike traditional human subject research, comes with similar 

ethical concerns (Brothers & Wright Clayton, 2010). In this study, we will employ the terms 

human non-subject, and human non-subject research as (research on) humans, whose data are 

either collected without intervention or interaction with a researcher, or whose data are no 

longer identifiable or private.  

 

1.2 Objective of the study 

Despite the concerns related to human non-subject research, demographic literature has never 

given much attention to research ethics, as opposed to literature from sociology (Hedgecoe, 

2008; Richardson & McMullan, 2007), geography (Dowling, 2009; Valentine, 2003, 2005) and 

psychology (Drotar, 2011; Koller, 2008). This absence of literature on research ethics from 

population researchers’ perspective is problematic, especially since their work covers both 

human subject and human non-subject research and a combination thereof. As a result, 

population research can generate situations where it is unclear which set of research ethics to 

apply, and/or it can lead to instances where existing research ethics guidelines seem unfit.  

 This is also the case with register-based population studies, which on the one hand 

does not involve human subjects, but on the other, analyses with very personal information. 

There does not seem to be academic literature that can clarify how population researchers deal 

with this ambiguity in practice. However, codes of research conduct might be able to give some 

direction, as they aim to set a normative framework in which researchers make decisions about 

research ethics (Resnik, Rasmussen, & Kissling, 2015).  

 The first objective of this study is to get insight into the guidelines that were developed 

for academic population research in the Dutch context. Under this objective, the following 

research question was raised: 

1. What normative frameworks are underlying the academic codes of research conduct? 

The second objective is to explore how register researchers working in the Netherlands 

approach the research ethics of working with human data. Under this objective, three research 

questions will be studied:  

1. What meanings do register researchers attach to human data research ethics 

practices as described in academic ethics guidelines, and what do they perceive to be 

the role of these practices in register research? 
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2. What are register researchers’ perceptions and attitudes towards the ethical 

practices they apply in their work?  

3. What role does researchers’ competence play in forming perceptions and attitudes 

about research ethics practices? 

This study aims to answer these questions, and to thereby add notions from the field of 

population studies to the existing body of literature on human non-subject research ethics. 

 

1.3 Background  

Population research involves different phases (e.g. literature study, data collection, presenting 

and publishing results) (Hennink, Hutter, & Bailey, 2011), and within and by transitioning 

between these phases, researchers make decisions about ethical issues (Guillemin & Gillam, 

2004). Ethical issues are situations where the outcome of certain behavioural choices can harm 

or benefit others (Velasquez & Rostankowski, 1985). To deal with these situations, researchers 

abide by (inter)national laws, and norms established by the scientific community, which are 

often represented in Codes of ethical conduct. Codes of conduct aim to guide researchers when 

making decisions in ethically ambiguous situations (Resnik, Rasmussen, & Kissling, 2015) by 

distinguishing desirable and undesirable practices within the process of research (Koninklijke 

Nederlandse Akademie van Wetenschappen, 2012; Vereniging van Universiteiten, 2014). These 

codes exist on local, national, and international level, and are specified per research discipline, 

or applicable in all fields. The field of Population Studies does not have its own code, thus 

researchers working in this field consult either general guidelines, or specified codes from 

closely related fields such as psychology, anthropology, and sociology. 

 The Nuremberg Code (United States, 1949) is the result of what is arguably considered 

the first collective effort to establish a normative framework for research on human data. It was 

the result of the Nuremberg trials, where doctors who worked in Nazi concentration camps 

during the Second World War were tried for unethical and inhumane treatment of their 

patients (Shuster, 1997). The events that happened in those facilities demonstrated the 

importance of sufficient protection of human subjects in research. The judges of the trial came 

up with 10 research principles, focussing primarily on the rights of human subjects before, 

during and after participating in (medical) experiments, but suitable to apply to all kinds of 

research involving human subjects. Later, the influential Belmont Report was published 

(United States, 1978), aiming to provide an analytical framework that helps scientists resolve 

ethical problems that might arise from research involving human subjects. Previous codes of 

conduct were considered to be sometimes inadequate to cover complex situations, conflicting 

with each other, or hard to interpret (United States, 1978:1). Since then, numerous guidelines 

have been designed to guide researchers working on international, national, and institutional 

levels. 
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Various studies have been conducted to analyse the content of both business/organizational 

codes of conduct (e.g. Erwin, 2011; O’Dwyer & Madden, 2006) and international, national and 

institutional guidelines focussing more specifically on research conduct (Komić, Marušić, & 

Marušić, 2015; Resnik, Neal, Raymond, & Kissling, 2015; Resnik, Rasmussen, & Kissling, 2015). 

The analyses of codes of research conduct tend to yield similar results; they include notions on 

responsible research conduct, questionable research practices and research misconduct across 

different themes. Pimple (2002) grouped the different elements of research ethics into six 

domains; scientific integrity, collegiality, protection of human subjects, animal welfare, 

institutional integrity, and social responsibility. Clearly, not all domains are relevant for all 

types and disciplines of research. For example: while animal welfare might be relevant for 

pharmacists conducting animal experiments in the lab, and protection of human subjects might 

be relevant for those working in the humanities, this might not be true the other way around.  

 Human subject research tends to be a well-covered topic in codes of conduct. The 

guidelines are meant to protect the human subjects’ rights, for example with regard to 

distribution of risks and benefits, and privacy protection. It is recommended that researchers 

planning to conduct human subject research present their proposals to an institutional review 

board (that gives non-binding guidance) before they start their study (Dolgin, 2014). In practice, 

most researchers cannot obtain funding or conduct a study without approval from their 

institutional review board. Human non-subject research, on the other hand, is a grey area with 

regard to regulations. Although providers of data tend to be strict in their assessment of 

requests, and institutions often still require approval from their review boards, academic codes 

of research conduct do not mention guidelines for human non-subject research.  

 This can be considered to be problematic, because these studies still deal with human 

data, and very personal information. Arguably, the risks of harm for human non-subjects whose 

deidentified data are included in research are less than they would be for traditional human 

subjects, but therefore not less significant. Non-subjects, and their data, should be protected as 

well, for example against the risk of re-identification, and the risk that their data are being 

used for other purposes than for which they were collected. While some (Rothstein, 2010) state 

that the current guidelines are insufficient in protecting non-subjects privacy, others argue that 

the fine line of de-identification and reidentification itself is sufficient protection for subjects 

(Brothers & Wright Clayton, 2010). The idea is as follows: human non-subject research falls 

under the category non-human subject research, which does not require permission from an 

institutional review board. In order for it to stay in this category, however, researchers must 

make sure that the data are properly deidentified, by processing and disseminating it in such a 

way that it remains non-human subject research (Brothers & Wright Clayton, 2010). Thus, with 

de-identification as dividing line between the two types of research, established codes of conduct 

should be guiding for human non-subject researchers as well. 
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But is this truly the case? Some have said that the codes of conduct used in social studies are 

too constraining, as they are developed for ‘strict’ biomedical sciences, while others feel they are 

not constraining enough, or just generally unsuitable to apply in social sciences (Israel, 2015). 

Fact is that some of the available guidelines are dated (the Nuremberg code stems from the 

1940s, while the influential Belmont Report was written in the 1970s), and some authors have 

questioned the possibilities to compare these historical documents to present norms (Stark, 

2007). Moreover, not only norms are subjected to change; the scope of the population 

researchers’ studies has changed as well as broadened.  

 There is an increasing amount of data available, and with new technologies to match 

and combine data sources being used more often, some even say data is so valuable, it is the 

new currency (Bakker, 2009; Sociaal-Wetenschappelijke Raad, 2006; Willenborg & Heerschap, 

2010). These developments come with their own ethical concerns, for example with regard to the 

possibilities to analyse personal data that are seemingly freely available online. A Harvard 

study on relationships, culture and demographic characteristics of first-year students in the late 

’00 demonstrated that the line between public and private information is not always clear cut 

(Israel, 2015). The researchers justified gathering data from students’ online social network 

profiles, by stating that data were not collected through interviews or other direct contact, and 

that the information was never made public. However, many were critical to this approach, as 

the information collected in the study was in most cases only available to closely related others 

in the social network, instead of publicly available (Israel, 2015).  

 

1.4 Overview of the thesis  

The previous example illustrates the ethical difficulties that come together with human non-

subject research, and how current regulations might not be as guiding as they -perhaps- should 

be. This current study explores how population researchers approach these situations in 

practice. The conceptual framework used in this study (which is described in Chapter 2), was 

derived from a content analysis of eight codes of academic research conduct, while researchers’ 

perceptions and attitudes were studied through a thematic analysis of semi-structured in-depth 

interview data. An overview of the study design, and the methodological details of the data 

collection and analysis can be found in Chapter 3. The findings of this study are reported in 

Chapter 4. First, the meanings register researchers attach to human data research ethics 

practices as described in academic guidelines, and the role these practices play in their work are 

explored (4.1). Then, register researchers’ perceptions and attitudes towards the research ethics 

practices they apply in their work are discussed (4.2). Finally, the role that researchers’ 

competence plays, in the process of forming perceptions about ethics practices, is covered (4.3). 

The findings are discussed in Chapter 5. 
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CHAPTER 2: THEORETICAL FRAMEWORK 

 

Register research can be considered a grey area when it comes to research ethics, because it is 

located on the fine line between human subject and human non-subject research. On the one 

hand, the data are deidentified, and were collected without intervention or interaction, while on 

the other hand, it concerns personal data on humans. To explore how register researchers 

approach the research ethics of working human data, insight into the normative framework 

that applies in these types of research is needed. A content analysis was conducted on academic 

codes of research conduct (see Chapter 3 for methodological details, Appendix 1 for the 

codebook, and Appendix 2 for an overview of contents), which yielded three human data 

research ethics values (respect for persons, beneficence, and justice), and one prerequisite factor 

(competence). Several applications of these values were identified, namely consent, privacy, 

assessment of risks and benefits, and selection of subjects. In what follows, the ethics values and 

practices will be discussed and defined. After, competence will be covered. Finally, the 

conceptual model employed in this study will be presented.  

2.1 Respect for persons 

Respect for persons requires a researcher to acknowledge a person’s autonomy (Vereniging van 

Universiteiten, 2014), and to protect those with diminished autonomy (United States, 1978). In 

practice, this means that persons should be given the opportunity to enjoy their rights of self-

determination, i.e. that they can decide for themselves what will happen to them (United States, 

1978). To meet this requirement, research can only be conducted on people who wish to 

participate. Researchers should ask for the subjects’ consent, which is defined as ‘to explicitly 

agree to participate in the research’ (United States, 1949). For the consent to be valid, it should 

be voluntary given, informed, and of sufficient quality (European Science Foundation and 

ALLEA, 2011; United States, 1949, 1978; Vereniging van Universiteiten, 2014). Voluntary 

consent means it is freely given, without coercion or undue influence, and it can be revoked at 

any time. Informed consent means that subjects make their decision about participation after 

they are informed about the details of the study, which should be presented in an 

understandable way. Consent is of sufficient quality when subjects have the legal capacity to 

consent, understand the risks and benefits related to the research, and understand the 

voluntary nature of participation. People who cannot give consent of sufficient quality should be 

protected by the researcher (United States, 1978).  

 Respecting a person’s autonomy comes together with respecting their privacy 

(Vereniging van Universiteiten, 2014), which is defined as the different extents to which a 

subject can “determine whether and how information about [his/herself] is revealed to others” 

(Stein & Sinha, 2002), or remains shielded from public attention. Three research-related 

activities affect privacy, namely information collection, processing and dissemination (Solove, 
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2006). Some subjects participate on anonymous basis, where their name remains unpublished, 

or excluded from the data, while others want to be fully de-identified, where not only their 

name, but other identifiable information is removed as well. Those who consent to participation 

in research, share their information with a researcher, but might not want their personal 

information to be recognizable from a publication or the raw data. They might also have 

preferences with regard to the purposes for which their information can be used. Some might 

not want their information to be used in any other projects of the researcher, distributed among 

other researchers, and/or even to third parties. Confidentiality is the extent to which the 

information that the participant shares with the researcher remains between them, or is shared 

with others with permission of the subject (European Science Foundation and ALLEA, 2011; 

Solove, 2006). Confidential data treatment thus requires researchers (as well as data producers 

and providers) to follow the agreed-on characteristics of the research about who has access to 

which information of the subject, and under what conditions.  

 

2.2 Beneficence 

Beneficence is the obligation of researchers to take the welfare of participants into account 

(United States, 1978). In practice, this means they should avoid harming those involved in 

research, while they also should aim to maximize the possible benefits, and minimize possible 

risks that come with research participation (European Science Foundation and ALLEA, 2011; 

United States, 1949, 1978; Vereniging van Universiteiten, 2014). To fulfil this obligation, the 

researcher should assess potential benefits and risks of harm, which requires them to carefully 

think about the positive and negative consequences the research might have for the different 

parties involved (Statement Drafting Committee at the 2nd and 3rd World Conference on 

Research Integrity, 2010; United States, 1978). Benefits are positive influences on health, 

safety, or welfare, while risk is the possibility that harm occurs, indicating both the probability 

and severity of potential harm (United States, 1978).  

 

2.3 Justice 

Justice involves a fair distribution of benefits and burdens (United States, 1978) resulting from 

research, which can be achieved through a fair selection of research subjects. This requires 

researchers make conscious choices about who to include in, and exclude from participating in 

research, and to consider what the consequences of these choices are, in terms of distribution of 

positive and negative outcomes (European Science Foundation and ALLEA, 2011; United 

States, 1978). The outcomes of a selection procedure are fair when every individual has the 

same chance of participating in beneficial or risky research (individual justice) and when 

already burned groups of people (stigmatized or otherwise vulnerable groups) are not further 

burdened by research participation (societal justice) (United States, 1978).  
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2.4 Competence 

We define competence as possessing the required abilities, skills, and knowledge to conduct 

research effectively, and in an ethically correct manner. Following from this definition, 

competence is a prerequisite to be able to adhere to the aforementioned ethical values. 

Researchers might have the best intentions with a research subject, but when they are not 

competent, reaching beneficence, respect and justice becomes problematic as they simply lack 

skills, knowledge, and/or abilities to succeed. To have competence, researchers need to be 

sufficiently qualified (United States, 1949), which means they have to actively maintain or 

improve their level of expertise by undertaking “relevant education, training, supervised 

experience, consultation, or study” (American Psychological Association, 2010:2.01c, comma 

added). This implies that researchers should conduct only research with populations, and in 

areas, where their competence is sufficient, that is; they are trained, have professional 

experience, or obtain supervised experience when they conduct their research projects 

(American Psychological Association, 2017). Moreover, to meet the requirement of competence, 

researchers should be aware of (inter)national laws, regulations and protocols related to 

research, and adhere them (European Science Foundation and ALLEA, 2011; Statement 

Drafting Committee at the 2nd and 3rd World Conference on Research Integrity, 2010). In 

practice, this may imply for example that the researcher includes systematic and 

comprehensive information about the risks and benefits of the research in a research proposal, 

which is then assessed by a review committee (i.e. institutional research board, ethics 

committee, research ethics board), to see whether it meets scientific and ethical standards 

(Dolgin, 2014). 

 

2.5 Conceptual model 

In the previous sections, the theoretical framework of this study was outlined, aiming to give 

insight in how register researchers approach the ethics of working with human data. Three 

human data research ethics values were identified, namely respect for persons, beneficence, and 

justice. Competence was defined as a prerequisite for bringing these values into practice: 

sufficient expertise and awareness of protocols helps researchers interpret the values, and form 

perceptions of what ethically sound register research looks like. The conceptual model displays 

how human data research ethics are interpreted by the researcher, who then forms a perception 

of which practices are important to ethically conduct research (see Figure 1). Chapter 5 presents 

an inductive version of the conceptual model, that was established based on the findings of this 

study.  
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Figure 1 Conceptual model 
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CHAPTER 3: METHODOLOGY 

 

In what follows, the design of the study, including data collection methods and an overview of 

the analysis will be described. 

 

3.1 Study design and data collection methods 

This project explored register researchers’ perceptions and attitudes towards research ethics by 

employing a qualitative mixed method study design, where both a content analysis of existing 

documentation on research ethics, and a thematic analysis of semi-structured in-depth 

interview data, were combined to reach the objective of the study. A schematic overview of the 

study design is included in Figure 2. 

  

Figure 2 Study design 

 

Some researchers consider qualitative research methodology crucial for an exploratory and in-

depth understanding of ethical decision making, as it is an “interactive and iterative process of 

participants and researchers jointly exploring the phenomenon to yield rich insights for theory 

building” (Lehnert, Craft, Singh, & Park, 2016:499). Moreover, qualitative methodology helps 

researchers “interpret phenomena in terms of the meanings people bring to them” (Hennink et 

al., 2011:9). This study employs a qualitative mixed method research design, as mixed method 

research is thought to be an effective way to examine different aspects of the research problem 

(Hennink et al., 2011). We aim for a grounded theory approach, where we examine the linkages 

between data and theory, in order to build an inductive conceptual model which captures the 

theory developed from research findings (Babbie, 2010; Bazeley, 2013; Hennink et al., 2011; 

Maxwell, 2005).  
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As described in Chapter 1, there is little empirical background on the topic of ethics in human 

non-subject research. Conventional content analysis is a most suited research design for 

situations where “existing theory of research literature on a phenomenon is limited” (Hsieh & 

Shannon, 2005:1279). It helps to systematically make interferences with regard to manifest and 

latent meanings of messages, by sorting and linking codes derived from the data (Bazeley, 2013; 

Hsieh & Shannon, 2005; Saldaña, 2011). Although the conventional approach to content 

analysis is considered to be unsuitable to demonstrate relationships between concepts, it is a 

helpful tool in the development of conceptual models (Hsieh & Shannon, 2005). 

In this study, content analysis was employed to gain insight into the guidelines that 

were developed for academic population research in the Dutch context. A large body of ethics 

guidelines and written protocols for research exists, aiming to set a normative framework in 

which researchers working with human data make decisions about ethics. To get a clear picture 

of the norms and customs that apply in research on human data, the contents of eight 

international, national, and institutional academic codes of research conduct were analysed. 

Content analysis of codes of research conduct has been done before by for example Komić et al. 

(2015) and Resnik, Rasmussen, and Kissling (2015). Such policies set and enforce ethical 

research standards, and examining their contents is a useful way to study the norms that apply 

in research (Resnik, Rasmussen, & Kissling, 2015). Identifying the central themes present in 

such documents gives insight into ethics concepts and practices which might be to more or 

lesser extent relevant for register research. Therefore, these documents can be used as a 

reference point to explore how researchers approach ethics in their daily work. The themes that 

emerged from the data were brought together in the conceptual framework presented in 

Chapter 2.  

This study also explores researchers’ perceptions and attitudes about the concepts 

included in the framework. Moreover, it examines whether there are additional practices of 

perceived importance for register researchers, and what the role of researchers’ competence is in 

the process of forming these perceptions. Organizations and business literature has a history of 

measuring perceptions and attitudes to for example workspace ethics with scales, on which the 

respondent can indicate the extent to which they agree with a statement of situation (e.g. 

Dawson, 1997; Hunt, 1997; Singhapakdi, Kraft, Vitell, & Rallapalli, 1995). However, this 

approach does not enable participants to truly explain how they feel, as their answers can 

strictly be given within the framework the researcher sets for them (Perryer & Scott-Ladd, 

2014).  

Perceptions are inherently personal and subjective processes, in which humans interpret 

and organize sensations, in order to give meaning to them. This means an individual observes a 

situation or stimuli, and attaches a meaning to it, based on prior experiences (Pickens, 2005). 

Attitudes are defined as a persons’ overall evaluation of the objects in their environment (Eaton 

& Visser, 2008). Attitudes differ in strength, which means people find some attitudes more 
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important than others. Multiple features together form the strength of an attitude, for example 

the certainty with which it is held, the amount of knowledge on which it is based, and the 

degree of to which a person finds the attitude personally important (Eaton & Visser, 2008). 

 Perceptions and attitudes are thus formed on sensations and objects in the persons’ 

environment (Eaton & Visser, 2008; Pickens, 2005). Consequently, employing a 

multidimensional approach to ethics, where such contextual factors are taken into account 

(Perryer & Scott-Ladd, 2014), was necessary to gain a detailed understanding of how register 

researchers perceive these factors. Moreover, an open approach to research ethics is essential 

because it leaves researchers free to share their perceptions and attitudes without feeling too 

limited by the data collection methodology.  

Following this line of thought, a semi-structured, in-depth, face-to-face interview 

approach was employed, where new topics can emerge, and probes are used to gain a detailed 

understanding of the participants’ perceptions and attitudes, in a relatively safe setting 

(Hennink et al., 2011). Subsequently, a thematic analysis was applied, where themes in the 

data were identified by integrating codes that entail both content and meaning (Bazeley, 2013). 

This was done by listening to the audio recordings, reading the transcripts, and coding them, as 

well as through memo writing, which captured, facilitated, and stimulated analytic thinking 

(Maxwell, 2005). The findings of the analysis can be found in Chapter 4. 

Finally, we combined the two approaches, and used the findings to develop an inductive 

theory (Babbie, 2010; Hennink et al., 2011). The conceptual model derived from the content 

analysis of guidelines was refined with the findings of the thematic analysis of interview data to 

form an inductive conceptual model which can be used to understand how register researchers 

working in the Netherlands approach and practice research ethics. This model is presented in 

Chapter 5. 

  

3.2 Content analysis of academic codes of research conduct 

To get insight into the normative framework that applies in research on human data, the 

contents of eight academic codes of ethical research conduct were analysed. In what follows, the 

process of data selection and analysis of these codes is described.  

 

3.2.1 Description of selection of academic codes of research conduct 

Following the nature of register research on human data, the analysed codes were either 

interdisciplinary, or focussed on population studies. As the scientific community tends to be 

largely internationally organized, not only institutional, and national, but also international 

codes were analysed to get insight into the norms that apply in research on human data. Both 

current and historical documents were used, and all codes were written in English. The 

international codes of conduct analysed in this study are the Nuremberg Code (United States, 

1949), the Belmont Report (United States, 1978), the report Best Practices for Ensuring 
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Scientific Integrity and Preventing Misconduct (OECD Global Science Forum, 2007), the 

Singapore statement (Statement Drafting Committee at the 2nd and 3rd World Conference on 

Research Integrity, 2010), the Montreal Statement (Statement Drafting Committee at the 2nd 

and 3rd World Conference on Research Integrity, 2013) and the European Code of Conduct for 

Research Integrity (European Science Foundation and ALLEA, 2011). One national code was 

analysed in this study, namely the Netherlands Code of Conduct for Scientific Practice 

(Vereniging van Universiteiten, 2014), and one institutional guideline, the Regulations for the 

Protection of Academic Integrity (University of Groningen, 2012). The documents were retrieved 

online, after which they were submitted into qualitative data analysis and research software 

ATLAS.ti (version 7.5.7).  

 

3.2.2 Content analysis of academic codes of research conduct 

Employing ATLAS.ti software, a qualitative content analyses was conducted to discover the 

messages about human data research ethics in the documents (Friese, 2012). An inductive 

approach was necessary, as the focus of this study lied on human data research ethics, for which 

coding schemes had not yet been developed. Codes were applied to passages about humans, and 

human data-, human subject-, human non-subject- research ethics and practices, while more 

general parts (for example about plagiarism, fraud) were excluded from analysis. Admittedly, 

this selection is arbitrary, which is why more ambiguous passages were included in the study as 

well. Following coding, the process of categorizing revealed certain themes in the data, for 

example, how voluntary consent, informed consent, and consent of sufficient quality all fall under 

the value respect for persons. Arranging the codes thus helped to identify ethics values, and 

applications of research ethics that were deemed important in research on human data. 

Competence was initially interpreted as an ethics value, but after some reflection, it was 

included as a contextual concept. As it is difficult for researchers to follow the norms stated in 

the documents if they are not competent, competence was modelled as a prerequisite to bring 

the values into practice. Parallel to the analysis, a codebook was developed. The code tree 

displays (sub)themes, and examples of how codes were applied, and can be found in Appendix 1. 

Together with some additional literature, the values and practices were used to build the 

conceptual framework of this study, which can be found in detail in Chapter 2.  

 

3.3 Thematic analysis of semi-structured in-depth interview data 

To get insight into register researchers’ perceptions and attitudes towards human data research 

ethics, the research ethics they themselves apply in their work, and the role of competence in 

their work, semi-structured in-depth interviews were conducted with register researchers 

working in the Netherlands. The following section gives insight into the research context, study 

population, process of data collection, and analysis of the interview data. 
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3.3.1 Research context  

This study focusses on register researchers working in the Dutch context, because the Dutch 

register information tends to be of excellent quality. Moreover, around 95% of the national 

statistics are produced by Statistics Netherlands, which Eurostat’s peer reviewers recognized to 

be one of the leading National Statistics Institutes in the world (O’Hanlon, Szép, & Smrekar, 

2015). Especially notable are the innovative methods Statistics Netherlands implemented in 

their statistical programme, including ‘big data’ research and strong collaborations with 

universities (O’Hanlon et al., 2015). Therefore, the objective of the study focussed on the Dutch 

context, and the location of data collection was geographically limited to the Netherlands. The 

research and data collection was conducted by a Masters student from the University of 

Groningen, supervised by an assistant professor from the same university. Throughout the 

research project, the strategies for data collection and analysis, as well as written work, were 

refined with input from the supervisor.  

 

3.3.2 Study population and participant recruitment 

Following from the research objective, the target population of this study consists of researchers 

working with Dutch register data on humans, in order to understand behaviour and population 

dynamics. They work at public research institutions in the Netherlands, such as municipal or 

provincial research offices, academic or applied universities, or governmental research 

organizations such as Statistics Netherlands. This population was chosen because we wanted to 

focus on research professionals providing policy-support or contributions to scientific knowledge. 

Therefore, researchers working in amateur or commercial settings are excluded from the study 

population. Potential participants were recruited through websites of research institutions, 

initial academic contacts, and by snowball sampling. The participants were send an email 

(included in Appendix 3) with information about the study, and the question if they wanted to 

participate. 

 

3.3.3 Method: In-depth interviews  

The human data research ethics values (as were described in Chapter 2) were operationalized 

based on the findings from the content analysis of academic codes of research conduct. A 

detailed overview of the operationalisations can be found in Table 1. These operationalisations 

were integrated into an interview guide, which was used as a reference point during the 

interviews, to make sure all topics were discussed.  
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Table 1 Definitions and operationalisations of concepts 

Concept Definition Operationalization  

Respect for 

persons 

To acknowledge a person’s 

autonomy, and protect those 

with diminished autonomy 

(United States, 1978). 

Consent; a person explicitly agrees to participate in research 

(United States, 1978). Should be valid, informed and of 

sufficient quality (European Science Foundation and ALLEA, 

2011; United States, 1949, 1978; Vereniging van 

Universiteiten, 2014).  

Privacy; the different extents to which a person can 

“determine whether and how information about [them] is 

revealed to others” (Stein & Sinha, 2002). 

Beneficence Obligation to take welfare of 

those participating in 

research into account: do not 

harm, and maximize possible 

benefits and minimize 

possible risks that come with 

participation (United States, 

1978). 

Assessment of risks and benefits by the researcher, where 

s/he considers risks as the possibility harm occurs, and 

benefits as positive influences on the health, safety, or 

welfare for the participant and/or society (European Science 

Foundation and ALLEA, 2011; Statement Drafting 

Committee at the 2nd and 3rd World Conference on Research 

Integrity, 2010; United States, 1949, 1978; Vereniging van 

Universiteiten, 2014). 

Justice  Achieving a fair distribution 

of benefits and burdens 

across subjects (United 

States, 1978). 

Selection of subjects should be fair for the individual and 

for society; every individual has the same probability of 

participating in beneficial or risky research, and already 

burdened groups are not burdened further by research 

participation (European Science Foundation and ALLEA, 

2011; United States, 1978). 

Competence Possessing the required 

abilities, skills, and 

knowledge (American 

Psychological Association, 

2017) to conduct research 

effectively, and in an 

ethically correct manner.  

 

Sufficient expertise (United States, 1949) and awareness 

and adherence to research protocols (European Science 

Foundation and ALLEA, 2011; Statement Drafting 

Committee at the 2nd and 3rd World Conference on Research 

Integrity, 2010).  

 

Four parts can be distinguished in the guide, which can be found in full in Appendix 4. The first 

part consisted of several opening questions, aiming to build rapport (Babbie, 2010; Hennink et 

al., 2011), for example about what topics the researchers study, and how they obtain the data. 

In the second part, they were asked about the role of topics as privacy, consent, assessment of 

risks and benefits, and data selection in their work. These questions were asked to explore 

researchers’ perceptions of human subject research ethics concepts, and their attitudes towards 

the role of these ethics in register research. The questions from this part were also used as a 

bridge to have researchers reflect on the ethics and practices they currently apply in their work. 

The third part consisted of questions about competence, for example about the role of additional 
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training, and codes of research conduct in their work. These questions were asked to find out 

what the role of researchers’ competence is in forming perceptions about ethics practices. The 

fourth and final part consisted of questions meant to break down rapport, for example, how 

their own ideas about research ethics had changed throughout their career.  

 The interview guide was piloted, which revealed some issues with the wording of 

questions (which were afterwards changed to more ‘every day speech’-wording), and led to the 

removal of one question, which showed to be too broad and generally unclear for participants, 

while its topic turned out to be covered by the other questions as well. 

 

3.3.4 Description of the interview process  

The participants (four men, seven women), worked at universities, and municipal or (semi-) 

governmental research organizations in the Netherlands. They fulfilled, apart from research, a 

variety of tasks, such as collecting, processing, maintaining, and distributing register 

information. They were a broad mix of junior and senior researchers conducting research on 

topics such as family, (un)employment, social security, health(care), poverty, and debt. Due to 

participants’ confidentiality concerns, a detailed table of participant characteristics has not been 

included in this report, nor will their information be displayed in relation to the quotations. 

 The data collection continued until the saturation level was reached, which happened 

after 11 interviews. The interviews were conducted in May/June 2017, and were, with one 

exception, conducted at the working location of the participants. The duration of the interviews 

was about 45 minutes on average, but because the consent process took some time as well, the 

total time spent with participants was closer to one hour. All interviews were conducted by the 

same interviewer, and conducted in Dutch. The interviews were audio recorded and verbatim 

transcribed in Dutch.  

 During the interviews, I, the interviewer, choose not to reveal my own perceptions and 

attitudes about register research and the ways research ethics are approached in register 

research, with exception of the pilot interview. In that interview, I revealed my enthusiasm 

about the data, and the extent to which it was available, to the participant. This first interview 

was unique in the ways the rapport that was established and the topics that were discussed as a 

result. It is one of the richest interviews in the set, when it comes to getting insight into 

researchers’ perceptions and attitudes. However, for reproducibility reasons, the interview 

guide was followed more closely in later interviews, and own ideas were not- or to very limited 

extent- revealed during the data collection. Some participants specifically wanted to know my 

stance, or discuss the topic in a two-way conversation, which we then did after the interview 

ended. 
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3.3.5 Data analysis 

The audio recordings of the interviews were verbatim transcribed to capture the essence of what 

participants said, in their own words and expressions. This was deemed important because it 

allowed to obtain an emic perceptive about the matter, which helped gaining a detailed 

understanding of how register researchers approach research ethics in their work.  

 The transcripts were coded using the software package ATLAS.ti 7.5.7 (Friese, 2012), 

and a combination of inductive and deducted coding was applied to capture how researchers 

reflect on the ethics they themselves apply in their work, how they reflect on the role of human 

subject research ethics in register research, and what role competence plays in forming 

perceptions about ethics practices. Some of the codes followed from the topics discussed from the 

interview guide, for example about consent and privacy. Others were deductive codes, brought 

up by the participants themselves. Table 2 shows an example of such a code. A number of codes 

only came to the surface after extensive reading and analysing (e.g. responsibility in assessment 

of risks and benefits, responsibility in distribution of risks and benefits). A complete overview of 

the codes applied to the transcripts can be found in Appendix 5.  

 

Table 2 Example of a deductive code 

Code family Code Quotation 

Perceptions/attitudes 

about research ethics 

applied in own work 

Purpose limitation 

(‘Doelbinding’) 

P: “I am also bound to purpose limitation, so I can’t just do 

anything with the data. It has to fit the statistical policy of 

Statistics Netherlands, and I am not allowed to bring 

anything outside, outside of this secured data environment.”   

  

In the process of forming code families, many themes and combinations of topics were explored. 

Since the aim of this analysis was to answer the different research questions, the process of 

categorizing the codes was mainly deductive. However, in the end, subgroups of codes were 

formed inductively within the larger code families (e.g. how the subtheme understandings of 

privacy was formed within the code family perceptions and attitudes towards human data 

research ethics). Arranging the codes into subgroups helped identifying the themes related to 

research ethics that were evident in the data. These themes will be discussed in more detail in 

Chapter 4. 

 

3.4 Data quality and study limitations 

This study employed a qualitative mixed method approach, where the content of existing 

documentation on research ethics, and the themes in semi-structured in-depth interview data 

were analysed to explore how register researchers approach the research ethics of working with 

human data. Both methods yielded valuable insights into the role of research ethics in register 

research, but there are also some limitations to the methods. 
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With regard to the content analysis, a clear limitation was that only academic codes were 

included in the analysis on which the conceptual framework was based. This selection is 

arbitrary, and had the criterium been broader, for example by including laws, and (semi-) 

governmental guidelines, some concepts would have been included in the initial framework 

from the start, which would have led to less alterations in the refining process. On the other 

hand, including codes of conduct from different organizational levels (academic institutions, and 

their national and international partnership organizations) has shown to yield a diverse 

overview on the matter. The conceptual framework turned out to be a fruitful way to examine 

research ethics in register research, despite only academic codes being used in the process of 

establishing the framework.  

 A limitation of the interview process, was that none of the interviewees worked for a 

provincial research organization. Consequently, the perspective of researchers working ‘in 

between’ local and national government was not included. However, the group of interviewees 

was diverse, and to large extent able to cover a full range of perceptions on research ethics.  

 The data collection and (content and thematic) analyses for this study were conducted by 

one person, which can be both a strength and a limitation of the study. On the one hand, less 

variation in for example interviewing style and coding strategies can lead to more consistent 

data collection and analysis, while on the other, it can be difficult to give insight in the choices 

that were made in the process of data collection and analysis. As a solution for this difficulty, 

the data collection and analysis processes were described in detail in the methodology section 

(3.2 & 3.2), and details on coding were included in the Appendices 1 and 5 for full transparency. 

 

3.5 Ethical issues 

The following section describes the confidentiality and consent process, and reflects on the 

researchers’ positionality in relation to the participants and the research topic. 

 

3.5.1 Confidentiality & consent 

Before the start of the interview, the participants were talked though the research process. The 

ways the data would be collected (interview, audio-recorded), stored (in password protected file 

on personal computer, up to two years) and disseminated (in such a way the information cannot 

be traced back to the participant) were discussed. After, the participants were free to ask any 

questions about the project or the data collection. If they had no questions, or the questions had 

been answered, the participants were asked to sign the initial email they were invited with 

(which also included information about the data collection and confidentiality), to demonstrate 

their consent to participation. All participants signed the form, and none objected to being audio 

recorded.  
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Ethics and practices can be considered sensitive topics, and thus confidentiality was -as 

expected- quite the theme for some participants. One participant even asked me if I worked for 

the data provider, Statistics Netherlands, afraid I was going to check their work for misconduct. 

Many of the participants were fairly concerned about being identified from this report, either 

because of things they said, or in the case their workplace or their research niche would be 

mentioned. As a result, the workplaces of the participants, as well as the dates on which the 

interviews were conducted, will not be included in the report. One participant requested to 

approve of any quotes of them that would be used in this report, which was complied with. 

 

3.5.2 Positionality 

Before discussing the findings, I want to address my own positionality as interviewer and 

researcher in relation to the interviewees and their research.  

 Personally, I am in a split when it comes to register research. On the one hand, I, a 

Dutch citizen whose data are also included in many register datasets, hold autonomy to high 

value. I am interested in privacy issues, follow current events with regard to ‘big data’, and try 

to do everything in my power to conceal the data traces I leave behind. The Dutch government 

collecting and storing large amounts of information on its citizens, and allowing researchers to 

work with these data, is something that I am personally strictly opposed to. On the other hand, 

there is me as primarily quantitatively schooled researcher, certainly seeing the pros of register 

research. It seems like a dream to work with datasets that contain information on so many 

people, and to be able to apply innovative methods and study research topics that previously 

could not be studied because the data quality was lacking. Thus, register research also appeals 

to me, and I can imagine that the ways you approach research ethics, your own perceptions and 

attitudes, might change- become of secondary importance, in relation to the research you 

conduct.  

 This current research is in many ways different from the register research the 

participants conduct on a daily basis. Some of the participants held explicit and implicit 

opinions about my - qualitative – research, and the ways I dealt with ethics during the data 

collection. For example: when discussing the process of data collection and confidentiality, some 

participants seemed to want to rush this part, interrupting me and finishing my sentences. 

Other participants commented on how qualitative researchers working in certain fields overdo 

ethics, thereby drifting away from the purpose of the research. It is possible that my position as 

aspirant researcher applying qualitative methodology, in relation to the participants conducting 

quantitative research, may have had consequences for the ways researchers answered the 

questions. For example, after going through the whole informed consent process themselves, 

they might have felt they could not speak freely about consent issues in register research, or 

might have felt I could not relate because conduct qualitative research. 
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CHAPTER 4 FINDINGS 

 

The findings of the content analysis of ethics guidelines, as well as the thematic analysis of 

semi-structured in-depth interview data, will be presented together as follows: In the first 

section, the meanings register researchers attach to human data research ethics practices (as 

described by codes of research conduct), and the role these practices play in their work, will be 

explored (4.1). After, researchers’ reflections on the research ethics they apply in their work will 

be discussed (4.2). Then, the role of competence in forming perceptions about ethics practices 

will be covered (4.3).  

 

4.1 Understandings of human data research ethics in register research  

The findings reveal how register researchers’ interpretations of human data research ethics are 

in certain cases distinct from how these ethics were described in the codes of research conduct. 

While some concepts seem to have a very limited role in register research, others remain 

equally important, albeit being interpreted differently than in the guidelines. In what follows, 

the understandings of the ethics values respect for persons, beneficence, and justice will be 

discussed in more detail. 

 

4.1.1 The role of respect for persons in register research 

In the Belmont Report, respect for persons is described as a value which requires researchers to 

treat individuals as “autonomous agents” (United States, 1978:4), and protect those with 

diminished autonomy. In practice, this means that persons involved in research should be given 

the opportunity to choose what shall (or shall not) happen to them. The role respect for persons 

plays in register research was explored by examining the perceptions and attitudes register 

researchers hold towards informed consent and privacy. Three themes emerged from the data, 

namely responsibilities in the informed consent process, perceptions on the role of consent in 

register research, and understandings of privacy. 

 

Responsibilities in the informed consent process 

Respecting a person’s autonomy requires “that subjects enter into the research voluntarily and 

with adequate information” (United States, 1978:6). Providing the people included in research 

with understandable information about the study, so that they can make an “enlightened 

decision”(United States, 1949:1), is seen as the duty of the researcher (European Science 

Foundation and ALLEA, 2011; United States, 1949, 1978; Vereniging van Universiteiten, 2014). 

People involved in research should for example be informed about the nature, duration, and 

purpose of the study, the methods used, the ways data will be collected, and “all inconveniences 

and hazards reasonably to be expected” (United States, 1949:1) in relation to the study. 
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However, the findings show that researchers are divided when it comes to actively providing 

information about register research to the people included in the data.  

 Some researchers perceive notions of information and consent to be of importance in 

register research. One researcher said for example: “Yeah, actually, everyone that is included in 

a study, should be informed.”. Another mentioned: “[I] think that it is pretty important that the 

public is aware of that, that the data exists, and that it is used, and that they could influence this, 

if they would want to.”. Others, on the other hand, see a limited role for providing the public 

with information about register research. Some researchers interpret ‘providing information 

about register research’ as: ‘people can reasonably expect that register research takes place’. 

This shifts the responsibility to inform people about research, away from the researcher, to the 

public itself. Some deemed providing information unnecessary because people are confronted 

regularly with media items covering statistics (Statistics Netherlands publishes news items on 

their website which get picked up by established news outlets on a regular basis), which would 

allow the public to deduce that register data are used to produce these results.  

P: “[I] think that people who are interested in that, can also definitely find somewhere 

that it is being used for research. Because you often hear about Statistics Netherlands on 

the evening news, they come with statistics […] those are based on something of course.”   

Whereas guidelines generally describe it as the duty of the researcher to provide people with 

information, some register researchers thus perceive it to be more the responsibility of the 

public itself, which demonstrates a shift of responsibility compared to what was set out in the 

conceptual framework. Some researchers oppose the idea of providing information all together. 

They fear commotion in society, if people were to find out register data are used in research. 

This commotion would mainly be due to a lack of insight and knowledge of the research process 

and safety standards. This researcher sketches how the public would react if they were asked to 

provide consent: 

P: “The moment that you would really ask for consent, and I understand why that could 

be a theme- I think that you make people aware of something they don’t want to be aware 

of. I think that if you were to tell people that the government has 20 years of residential 

information on them, they would be angry, but this is just necessary for the functioning of 

the country. I mean, you have to know how often people move, where they lived, for the 

statistics. And on the long run, you should always make the consideration: is the privacy 

of the individual more important, than the interests of society.” 

Thus, while some researchers find it important that people are informed about their data being 

used in research, others see a limited role for themselves in this process. They experience 

shifted responsibility (from the researcher to the public itself) when it comes to providing 
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information. Some researchers oppose actively providing information because they fear negative 

consequences, such as inadequate knowledge about the characteristics of the Dutch population. 

 

Perceptions on the role of consent in register research 

As described in the conceptual framework of this study, one way researchers can demonstrate 

their respect for persons, is by asking people for consent. Consent is an explicit statement in 

which the person agrees to participate in research, in voluntary manner, and based on sufficient 

information (European Science Foundation and ALLEA, 2011; United States, 1949, 1978; 

Vereniging van Universiteiten, 2014). Since register data were not primarily collected for 

research purposes, the role for consent is limited, as there is no direct contact between 

researcher and person whose data are included in the registers. Moreover, in the Netherlands, 

citizens have the obligation to register themselves (or else risk a fine) (The Netherlands, 2015), 

and the access to these data is regulated by law (see Figure 3). While Dutch citizens are 

expected to know the letter of the law, many might not know which data is included in the 

registers, or how these data are used for research. 

 

 

 

 

 

 

 

 

 

 

 

 

 

    

  

 

 

 

The Belmont Report presents examples of situations where, alike the Dutch context, individuals 

have limited self-determination. Cases of “illness, mental disability, or circumstances that 

severely restrict liberty” may require extra protection for individuals involved in research 

(United States, 1978:5). They present an example of a study involving prisoners who, on the one 

hand, should be able to exercise their right to self-determination, by for example making the 

Figure 3 Illustration regulatory context 
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Netherlands are legally obliged 

to register in the municipal 
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Treatment of personal data from 

other registers is regulated 

through the Personal Data 

Protection Act 

(The Netherlands, 2017) 
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choice to participate. On the other hand, they should be protected, as prison might have 

“coerced or unduly influenced [them] to engage in research activities”, for which they would not 

have chosen had they not been incarcerated (United States, 1978:6).  

 Similar scenarios can take place when it comes to register research. Consider for 

example a situation where a person applies for welfare. On the one hand, they themselves hand 

over the necessary information for the approval process (which can be considered an active 

choice to share this information), on the other, this is not a choice to have their data included 

research, it is a choice made in order to obtain benefits (and avoid fines or lower allowances (The 

Netherlands, n.d.)). Thus, as register research is conducted in a context where people are not 

able to exercise autonomy (they are not truly free to decide what happens to them), register 

research might require extra protection for the people whose data are included. One researcher 

mentioned how citizens indeed have little control over what their information is used for in ‘big 

data type’ register research, and that “that is the reason the government makes those decisions 

for us”. 

 Since the data are used for many purposes, and are included in many interlinked 

systems, researchers perceive when it comes to withdrawing from register research, due to the 

nature of the data and the way it is stored:  

I: “Should it be possible for people to omit from research?” 

P: “Yes, absolutely! Yes, everybody has that right. […] if you work with a lot with big data,  

it just isn’t possible, no, that is right. But I think it should be possible.” [laughs] 

Another one said: 

P: “[T]he system requires the integrity, so it forbids you from just removing things, […] It 

is a difficult predicament. On the one hand, I think: One should have the right to be 

forgotten, […]. But I’m afraid that is not technically feasible. But that would be the ideal 

situation for me, that you think: that is possible. If people would really want that, then 

they should have that right.” 

Some researchers perceive notions of consent to be of little relevance in register research, 

because they interpret register research as mainly being macro research, that happens to be 

conducted on microdata. The research is not meant to follow individual cases, but to get insight 

into the larger picture. These procedures and characteristics of the research are by some 

researchers employed as motivations to not obtain consent. The idea is that, because 

researchers are not interested in the individuals ‘behind the data’, their role (and say) in the 

research process is limited. One researcher summarized the difficulties between the 

characteristics of register data research and consent issues as follows: 

P: “And the difficult part is, in essence it’s not about people the moment you do register 

data research, but all people are included in the data, and you could follow all people 
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individually. And I think that is where the shoe pinches, you can talk about people, but 

[…] that is not what I want. [S]o I think that [those] research guidelines aimed for 

individuals, informed consent, […] are not applicable per se. The ethical questions should 

focus on how to protect these data the best we can.” 

To conclude, in register research, the role of consent is limited in practice. Registration is 

mandatory, and while some researchers feel that notions of consent are relevant and important 

in register research, they perceive constraints when it comes to removing people from the data. 

Others understand consent to be irrelevant in register research, as the focus of register research 

are not individual persons, but macro level phenomena.  

 

Understandings of privacy 

The analysed codes of research conduct provided no clear definition of privacy, and this 

inconclusiveness is to certain extent reflected in the perceptions of researchers as well. Table 3 

illustrates the definition of privacy as was included in the conceptual framework, as well as the 

interpretations of privacy that are prevalent among register researchers. First, privacy is 

understood as autonomy, where people can exercise their rights to decide what happens with 

their information. Second, privacy is interpreted as (non)identifiability, a state where the 

information in the data is deidentified. Third, privacy is understood as confidentiality, where 

the information of the person who the information belongs to, remains between the person and 

the researcher. 

Arguably, the role of privacy as autonomy is limited, because for many types of 

information, registration is a mandatory and mostly automated process, outlined in the law (See 

figure 5). Some researchers also perceive practical limitations to the autonomy interpretation of 

privacy, for example because they feel not sharing information becomes more and more difficult 

in the current information-focussed society, or because some situations require revealing 

information, that one might not want to share.  

However, that data are collected and shared between (semi-)governmental organizations, 

and academic researchers, does not mean there is no role for privacy at all. Apart from 

autonomy, privacy is also interpreted as (non)identifiability, and confidentiality, where 

respectively the identity, and the information of persons remains shielded from public attention. 

Many researchers perceive privacy to be a combination of one or more of these understandings. 

Although they themselves have access to (to more or lesser extent) deidentified information, 

researchers utilize several strategies to make sure the information is not available for the whole 

world to see (see section 4.2). 
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Table 3 Understandings of privacy 

In literature In conversations with participants 

Privacy Privacy as autonomy Privacy as 

(de)identifiability 

Privacy as confidentiality 

People can decide 

whether they want to 

share information, 

with whom, and in 

what ways. 

 

Extent to which a 

person can “determine 

whether and how 

information about 

[his/herself] is revealed 

to others” (Stein & 

Sinha, 2002) 

People can exercise 

their rights to decide 

what happens with 

their information. 

 

 

P: “I would say that […] 

privacy is, a 

combination of the right 

and the possibility to 

make sure that other 

people don’t find out 

things about you that 

you don’t want them to 

know about.” 

The identity of the 

people in the data 

remains concealed. 

 

 

 

P: “[T]hat you can’t 

retrace records on an 

individual level from the 

data. [T]hen I think the 

privacy is secured.” 

The information of the 

people in the data remains 

concealed. 

 

 

 

P: “But [the] privacy element 

is: as a researcher, you have 

information that you really 

have to secure and make sure 

isn’t leaked.” 

 

4.1.2 The role of Beneficence in register research  

In the Belmont Report, beneficence was described as an ethical principle which requires 

researchers to protect subjects against harm, and also to consider potential loss of benefits 

initially gained from being involved with the research (United States, 1978). In this study, the 

role of beneficence was explored by looking at the perceptions register researchers hold towards 

assessment of risks and benefits. Three subthemes were identified, namely perceived risks, 

perceived benefits, and responsibilities in the assessment process. 

 

Perceived risks and benefits 

Conducting register research comes together with potential risks and benefits for individuals 

included in the datasets and for society as a whole. Most participants perceived the chance that 

risks occur in register research to be small. However, while the probability of risks of harm 

might (perceived to be) be small, does not imply that the risks are also thought of as small or 

neglectable by researchers. One participant described the risks and benefits as “two sides of the 

coin”, where research can have both positive and negative externalities. Table 4 displays which 

potential risks and benefits researchers perceive to be relevant for register research. 

 

 

 

  



  

 

 

 26 

Table 4 Perceived risks and benefits of register research 

Perceived risks Perceived benefits 

• Improper data use 

• Discrimination or stigmatization resulting from    

findings 

• Privacy violations  

• Basis for custom policy 

• Meeting European Union requirements  

• Advance scientific knowledge  

• Cheap, quick, and less invasive way of data collection  

 

Responsibilities in the assessment process 

The analysed codes of research conduct describe how these externalities are ‘weighed’ against 

each other, that is; risks should never outweigh the “humanitarian importance” of the problem 

under study (United States, 1949:1). Even then, the research might impose risks on those 

involved in research, while not yielding direct benefits for this group. In such cases, conducting 

the study might be justified, as long as the rights of those involved in research have been 

protected (United States, 1978). An important theme in assessment of risks and benefits is 

responsibility: who weighs these risks and benefits, and makes decisions about whether 

research can (and should) be conducted?  

 In codes of research conduct, it is perceived to be the duty of the researcher to assess 

risks and benefits inherent in their work (Statement Drafting Committee at the 2nd and 3rd 

World Conference on Research Integrity, 2010). However, many researchers, who use Statistics 

Netherlands’ data in their research, perceive the responsibility to make such an assessment, to 

have shifted from themselves to the data provider. One researcher explained for example: “They 

[Statistics Netherlands] are always responsible for the ‘checks and balances’, so I think that […] 

that limits my responsibilities as a researcher as well, so to say.”. Another shared a similar 

thought, where adhering the protocols shifts the requirement to assess risks and benefits from 

the researcher to Statistics Netherlands: 

P: “Well, for us, the people that work with the Statistics Netherlands-data - it is assumed 

that Statistics Netherlands takes care of that. They collect the data, and they distribute it 

to us under certain terms, so that’s the principle. In that sense, they are the responsible 

party and we are just responsible for not breaking the rules.” 

Others do not experience this shift, for example because they work with municipal data, or are 

required to present the assessment in research proposals. Their perceptions on the necessity to 

weigh risks and benefits seemed to differ substantially, both within and across research 

organizations. Some researchers perceived the importance of assessment to be related to the 

aims of the research and the sensitivity of the data, while others considered it with the start of 

every new project.  



  

 27  

P: “[Type of register research] only has few risks for individuals, in that case I don’t really 

do it […]. But when the material is really sensitive, I think it should probably be done 

more often. […] Yes, it very much depends on whether it is sensitive or not.” 

P: “[We] don’t specifically take time […] to think about that, but there is always a 

consideration, every time a new assignment comes in we ask ourselves, yes, we do have 

that information, but what do they need that information for, and on what level do we 

provide, etcetera.” 

Researchers approach the risks and benefits of register research as two sides of the coin, where 

the positive and negative outcomes of research are weighed against each other. Researchers 

working with data retrieved from Statistics Netherlands perceive the responsibility to assess 

risks and benefits of research to have shifted from themselves to the data provider. Those 

working with ‘own’ data hold various perceptions towards the necessity to assess risks and 

benefits. 

 

4.1.3 The role of Justice in register research 

The ethical principle of justice requires ‘just’ procedures for the selection of research subjects, so 

that positive and negative outcomes of research are fair distributed among those involved 

(United States, 1978). Selection can be just for individuals (fair selection in potential beneficial 

or risky research) and/or for society. Social justice of selection allows to make distinctions 

between classes of subjects, their ability to bear burdens, and “the appropriateness of placing 

further burdens on already burdened persons” (United States, 1978:18). Regarding social justice, 

it might thus be appropriate to prefer the participation of certain groups over that of others. In 

this study, the role of justice was explored by looking at the perceptions register researchers 

hold about the distribution of positive and negative outcomes resulting from the process of data 

selection and dissemination of findings.  

 

Perceptions about distribution of outcomes 

According to the European Code of Conduct for Research Integrity (European Science 

Foundation and ALLEA, 2011), researchers need to be sensitive to participants’ characteristics, 

such as “age, gender, culture, religion, ethnic origin, and social class” (European Science 

Foundation and ALLEA, 2011:14, comma added). In the same code, scientists are seen as the 

responsible party when it comes to the choice of subjects, and the consequences of this choice. 

Researchers could for example exclude stigmatized groups to avoid burdening them even more, 

or publish results in such a way that the chance of stigmatization is minimal.  

 In register research however, this understanding of justice seems to be largely 

untenable. Researchers perceive data selection to mainly be a methodological issue, in which 

the aim of the research (which people are we targeting?), and the quality of the data (are their 
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enough cases to draw solid conclusions?), together with some privacy considerations (can we 

publish it without violating privacy?) are the factors taken into account. When asked about 

whether distribution of positive and negative externalities of being included in research were 

considered in a particular research, one participant said resolute: “No, because, because that’s 

not the purpose of the research, absolutely, totally not.” Another researcher also mentioned how 

the aim of the research is leading in deciding whose data are included in research: “That totally 

depends on the topic […]. In general, we just use everyone, so there is no selection.”.  

 Some also perceive the above-mentioned considerations about for example data quality 

to be leading in the dissemination process. One participant mentioned how they sometimes 

decide not to publish results because they were drawn on too small samples which would lead 

them to be statistically unsound, and prone to privacy violations. 

P: “[I]f there is a risk for identification, that is an important criterion, or […] if one would 

suggest that with certain results a certain relation exists, […] while you have no idea, 

because the data quality was not sufficient- look, if the data quality is insufficient, then 

you don’t state findings about that part.” 

Conversely, other participants consider effects beside privacy violations in their dissemination 

process. Researchers mentioned for example how they conducted analyses with ethnicity as a 

variable (this is generally considered “not done”, according to one of the participants), and not 

disseminating the results to avoid the backlash of ethnic profiling and discrimination. Some 

take into account how policymakers would interpret their work. They try to avoid 

misinterpretation of their results (which could lead to unfair treatment of individuals) by 

including disclaimers about the research in their publications. Others on the other hand, feel 

limited responsibility for possible unfair treatment of certain groups. One researcher explained 

for example how they think the results of register research can never directly lead to 

stigmatization: 

P: “If you’re talking about a group of people […], and you discover that the group in its 

entirety, […] does in general more of something that is not appreciated, then it’s not a 

problem, I reckon. [L]ook, if people then stigmatize- then they all [fall for] the ‘ecological 

fallacy’ […]. The moment that people do that, yeah that’s awful, but the research with 

register data is not the cause. [T]he cause is, human nature.” 

Regardless of whether researchers pay attention to distribution of potential risks and benefits 

in their work, the general consensus seems to be that scientific research should be published. 

This is even the case if the results might not be favourable for certain groups, or might lead to 

severe responses in society. One researcher described it as follows: 

P: “I reckon that actually: you should, and Statistics Netherlands does strive for that, […] 

you should communicate your research to the outside. […] [I cannot] withhold 
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information because I think: oh, that doesn’t really work for me, or that doesn’t work for 

somebody else. [T]hat is the nice thing about science, you can just objectively show things, 

without directly having to deal with all kinds of subjective opinions. [laughs]” 

In conclusion, while some perceive methodological considerations to be leading in data selection 

and dissemination of results, privacy issues, and avoiding disproportionate burdening also play 

a role in the register researchers’ work. With some exceptions -ethnicity-, most researchers feel 

that results of scientific research should be published. 

 

4.2 Perceptions and attitudes towards research ethics 

When it comes to research ethics, register research can be considered a stranger in our midst, 

balancing on the fine line between human subject and human non-subject research. In the 

following section, the perceptions and attitudes register researchers hold toward the research 

ethics they apply in their work will be discussed. After, researchers’ understandings of enforcing 

ethics in a changing context are covered. 

 

4.2.1 Approaching ethics 

Register research involves analysing personal information of Dutch citizens on the microlevel, 

which comes together with ethical concerns about using data for other purposes than for which 

they were collected, data breaches, and reidentification. From the data emerged three strategies 

researchers utilize in their work to deal with these concerns, namely purpose limitation 

(‘doelbinding’), separation of functions (‘functiescheiding’), and de-identification. Table 5 shows 

a detailed overview of the approaches, and the meanings researchers give to them.  

 Many perceived the strategies to be an integral part of their work, and the analysis 

identified several motivations register researchers hold to approach research ethics this way. 

The researcher from the following quote explains what they do to avoid privacy violations, but 

also illustrates why they perceive this to be of importance:  

P: “[W]e do everything we can, […] Not just because there is an ethical conscience, but 

also because Statistics Netherlands has [a central position]. That is so incredibly 

important, the trust that is put in us is so incredibly high, but it is also- yes, it took a long 

time to build that credibility […] You can […] very easily lose that trust. If you were to do 

something wrong. So it is incredibly important that we do everything we can to prevent 

the privacy from being violated […].” 
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Table 5 Deductive approaches to research ethics in register research 

Approach Meaning Illustration 

 

Purpose 

limitation 

Using the data that 

were provided for one 

specific purpose, that 

is: conduct a 

predefined analysis to 

answer the research 

question.  

 

P: “Statistics Netherlands provides the data, but they have a lot of 

terms for this[.] [Y]ou can only answer the questions that you have 

defined a priori in your research question. [A]nd you have to 

discuss those beforehand, […], then you can get the data, then you 

can receive the output you need to answer your research question, 

so you can’t just search for interesting findings in the data, thus it 

is treated in a responsible manner.” 

Separation of 

functions 

Separating tasks 

within organizations 

or specifying the 

duration of tasks, to 

avoid that 

unauthorized persons 

access register data. 

P: “[E]specially here at Statistics Netherlands, it is very 

procedural, very strictly organized, with the different departments 

with different theme’s[.] [Y]ou can’t just access everything, you have 

restricted […] access to read and write data within the network, 

and those permissions are all temporary, so if a project has ended, 

then you also lost that. And it’s all managed independent from the 

researcher. Permissions are granted and removed.” 

De-

identification 

Removing identifying 

information from the 

data and output. 

P: “You have to make sure that records don’t end up on the streets, 

you always publish in table format, so from a dataset, whether it’s 

register data or surveys- you’re never going to find an individual in 

there, and say something about them. And the table format is 

always made in such a way, that identifying people is not possible.” 

 

In the above-mentioned quote, the researcher holds the value that identifiability should be 

avoided, but also mentions the position of Statistics Netherlands, the organisation they work for. 

Protecting the image of Statistics Netherlands as trustworthy party, who will do everything in 

their power to avoid that information can be compromised, also acts as a motivation to minimize 

the risk of privacy violations. Other researchers shared their thoughts about motivations to 

avoid these violations as well, and their reasons tend to be just as divers. For example, for some, 

avoiding this type of risk seems to be integral part of what some researchers consider ‘being a 

good researcher’, for example:  

P: “[The] quality control, that you have to be able to reproduce your findings, that you 

don’t plagiarize, that you handle personal information with care. It is […] like with a 

doctor, you expect a researcher to be good at their job, and those are all important facets 

of being a good researcher. Yes, the first time I did think it was a bit gibberish, but now I 

am convinced that it is actually important. Yeah, especially if you are not treating it with 

care, you get commotion in society, if there is abuse-. And at a certain moment […] 

measures will be taken, and I think that would really be a shame.” 
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In this case, the researcher has a specific idea of how a ‘good’ researcher behaves, and actively 

tries to comply with this idea. Wanting to adhere to this image is itself a motivation to avoid 

privacy violations. Moreover, the participant is afraid violations of privacy might lead to 

commotion in society, which could lead to researchers being denied access to register data. 

Similarly, the researcher from the following quote mentions the possible repercussions that 

could follow from privacy violations as a motivation to avoid them:  

P: “It is important: […] how do you communicate things, how do you report things? It 

should be in such a way that you can’t trace things […] on the individual level. Then, I 

reckon that you violate privacy, and then as an organization […] you can get sued. But we 

handle it well.” 

Thus, while many researchers perceive purpose limitation, separation of functions and de-

identification as important and reliable strategies to avoid privacy violations, their motivations 

to apply these strategies differ considerably. Some are concerned with their own or their 

organizations’ image, whereas others mainly want to avoid public uproar or sanctions. 

 

4.2.2 Approaching ethics in a changing context 

The Dutch Data Protection Authority (‘Autoriteit Persoonsgegevens’) has been given the task to 

supervise and advise organizations and institutions working with personal data. In principle, 

every research institution where personal data is processed, should follow privacy regulations 

and can be audited by the Data Protection Authority. Previously, the Authority could only 

impose administrative sanctions, however, since 2016, it has the power to administer financial 

penalties as well (Autoriteit Persoonsgegevens, n.d., 2015). Along with the change in sanction 

structure, came the obligation for companies and (local) government to report (severe) data 

breaches to the Authority.  

 This change in regulations resulted in researchers approaching ethics in a different 

way. On the one hand, they feel their institutions took research ethics more serious, ever since 

fines could be administered, but they also mention how they are themselves more aware of rules 

and regulations. One researcher said:  

P: “[T]hat data leak hotline, that alerted a lot of companies like oh, this could cost us a lot 

of money. You know what it’s like: if it’s going to cost money then we wake up. While these 

are all things of which you think: yeah, we should have always done this, and all of a 

sudden, they are serious. That is actually ridiculous, that it’s always been like that. But 

suddenly we received training and awareness sessions and everything and then, for the 

most you think: “yeah, I already know this”, but sometimes there’s something that makes 

you think: “right, […] he actually has a point”. And that makes you think a bit more 

critical about your actions.” 
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The previous quote illustrates how the researcher felt that enforcing ethics through fines 

resulted in more attention to research practices in their own, and other research organizations. 

Other researchers did not perceive the administrative and financial sanctions to be of much 

relevance, but feared bad publicity for themselves and their research organization if the Data 

Protection Authority would conduct an audit and present their findings. One researcher 

commented:   

P: “[T]he worst that can happen is obviously that you will be publicly pilloried…” 

I: “To whom will this happen?” 

P: “[T]he researchers, the [organization]. But that is actually the only sanction that is 

enforced. […] [I]t is actually pretty interesting, because they visited [another 

organization] ... We were happy that they did not visit us, because, well, we would not 

want to be audited ourselves. [Other organization] pretty much do[es] the same things 

that we do, and, well, I am very curious how the privacy watchdog will react.” 

The presence of the Date Protection Authority, and the possibility for repercussions makes 

researchers more aware of their own research practices. On the one hand, this leads to pro-

active changes in how research ethics are approached, on the other hand, to ‘wait and see’ 

attitudes, where results of audits conducted elsewhere are used as a reflection on own research 

practices.  

 Enforcing ethics might be even more important in the changing context in which 

researchers work. The combining or ‘matching’ of datasets to population register- or other 

register data sources is an increasingly more common practice in the field (Willenborg & 

Heerschap, 2010). One researcher commented: “You can use it to enrich your data”, while 

another commented how it allows researchers to study phenomena which could not be studied 

to such extent before. However, these developments also lead to concerns when it comes to data 

safety. One researcher said for example: “Right, the risk is just bigger, because you are 

combining more. Because there is more data, there is more risk.”. Figure 4 demonstrates how 

researchers perceive this change to be approached in two conflicting ways, namely increased 

and decreased administrative control.   
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Figure 4 Conflicting approaches to increased availability of data 

As shown in Figure 4, researchers perceive the increased availability of data to lead to new 

infrastructure and stricter organizational policies regarding data management, while others 

feel obtaining access to data has become much easier, since it can now be requested without 

formal administrative processes. This development results thus in to two opposite reactions, 

where administrative control in organizations gets either increased (strict data management) or 

decreased (moderate control on data access). 

Most researchers perceive the increased availability of data, and possibilities to combine 

data sources as a positive development, where they feel the positive outcomes of research 

abundantly exceed the disadvantages. Others, on the other hand, personally oppose the process, 

which can be difficult as they also benefit from it. Table 6 illustrates through a case study how 

one researcher perceived the changing context. 

 

Increased administrative control

P: “[I] reckon that everyone does 
realize that we obtain increasingly 
more data, and that there is some 
work to be done in terms of 
coordination and storage. Something 
we encounter often nowadays, is […] 
an audit, that you have published an 
article, and the you have to be able to 
reproduce your tables, with the help of 
existing data files, but then they also 
look at how you saved your file […].”

Decreased administrative control

P: [Y]ou notice that the access to data is 
given faster, so for example with [type of] 
records, well, nowadays that’s a simple 
call, so to say, and then I just have to put 
it on paper, but in principle I could have 
those at my disposal. [A]nd that used to be 
much harder. So in the past […] the board 
had to make that decision. […] So the ease 
with which you can obtain data, that is 
increasing.”

One participant has worked for many years as a statistical researcher. During their career, the 

researcher has seen the field of register research change. Of course, register data were always 

collected and available for them to analyze, but the number of different datasets has increased over 

time, and has become more easily available. On the one hand, the researcher is content with this 

development: the data are certainly interesting, and allow to study many different research topics 

into great detail. On the other hand, it also worries them. Data gathered under the premises of being 

erased after a certain period, turned up, and was offered to the researcher. This lead them to 

conclude that collected information will never be discarded. The researcher actively removed 

themselves from voluntary registers, because “[…] I know what I can do with it! [laughs] I know for 

sure that it will never be deleted!”. The researcher opposes the data sharing, almost feels like a 

victim, but also plays an active part in the process. This puts them in a difficult position, which they 

feel is confrontational to talk about. The researcher wonders whether the sharing of data is a fait 

accompli. “Time will tell...” 

Table 6 Case study of a register researcher 
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In conclusion, changing contexts also change the ways researchers approach research ethics. 

Increases in formal enforcement of research ethics provides researchers and their organizations 

with incentives to pay attention to research practices and to adhere protocols. Researchers feel 

register data to be increasingly available, which they think also leads to increased risks for data 

safety. Organizations deal with increased data availability through increased and decreased 

administrative control. For researchers who oppose the development of data sharing and 

matching, the changing context sometimes results in inner conflict, where researchers feel 

divided between their own values on the one hand, and the possible positive outcomes of 

register research on the other. 

 

4.3 The role of researchers’ competence in forming perceptions on research ethics 

practices 

Several guidelines mention elements related to competence, which describes a situation where 

researchers have sufficient qualifications and awareness to protocols, to conduct research 

effectively and in an ethically correct manner (American Psychological Association, 2017; 

European Science Foundation and ALLEA, 2011; Statement Drafting Committee at the 2nd and 

3rd World Conference on Research Integrity, 2013; United States, 1949). This requires the 

researcher to actively maintain or improve their level of expertise, while also being aware and 

adhering to relevant laws, regulations, and research protocols. This section covers the role of 

competence in register research, by examining what researchers perceive to be of importance 

when keeping their skillset up to standards, and by finding out what meanings researchers 

attach to the written protocols when making decisions in their work.  

 

4.3.1 Improving and maintaining expertise 

When it comes to maintaining or improving the level of expertise, three strategies are employed, 

namely institutional learning, self-study, and learning in the work environment. Some 

researchers keep their expertise up to standards by conducting literature studies, reading about 

methodology, and repeating material. One researcher said for example: “[I am] still busy with 

that, so I do read things, repeat, like: right, how does this work again, how did that work again.”. 

Others also involve institutional learning in their learning strategies, for example by following 

additional education or courses though academic or other professional institutions. One 

participant mentioned: 

P: “[I] followed [a couple] of courses at the university last year, so in that way I am 

involved in supplementary training. And for studies that are new, that are set up ‘from 

scratch’, we do literature studies, so by doing that I try to keep up.” 

Not only academic institutions, but the data provider (Statistics Netherlands) plays an active 

role in improving knowledge and skillsets as well. They provide for example regular newsletters 
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involving datasets, methodology, and research practices, and organize user meetings that 

provide a platform for researchers to talk about these topics and their own work. Researchers 

perceived the attention to research ethics to be limited on such days, although they also 

mentioned how some events were specifically organized to discuss research practises and ethics. 

However, some researchers perceive such events to be of little importance, because they feel 

research ethics is an established field, where new information comes up scarcely. One 

researcher commented: “[Organization] organizes some lectures about that, but yeah, honestly: 

that doesn’t really bother me that much because yeah, there is never really something new that 

they talk about. Nothing that hasn’t been talked about before.”. Even though research ethics 

might not be considered the most innovative topic by some, Statistics Netherlands found new 

ways to draw attention to the topic: they ask researchers to answer a multiple-choice question 

when logging in to the secured data environment, to remind researchers of good research 

practices. Researchers perceive these questions to be a fun and helpful way to keep their 

knowledge up to standards, and to help educate new researchers on the topic. One participant 

said for example: 

P: “Pretty funny, at Statistics Netherlands they actually have, before you log in, you have 

to answer a question, and that is always about a code of conduct […]. And if your answer 

is wrong you cannot log in. So, in that way they keep it topical, the knowledge. [I] think 

that is actually pretty creative, yeah and, I also think that it helps with the education of 

new researchers.” 

The work environment itself is another way researchers maintain and improve their expertise. 

Participants mention how they keep their skillset up to date by regularly working with register 

data, participating in on-the-job training sessions and discussing research practices with 

colleagues. Discussing these practices with colleagues helps researchers in two ways. On the 

one hand, talking to non-expert or junior researchers presents the participants with situations 

they never experienced before, forcing them to think about research practices, while on the 

other hand also keeping their own knowledge up to date. One researcher mentioned: 

P: “[E]very time a new researcher arrives, then you have to tell them: we treat data like 

this and that, you can do this, you can’t do that, this is how you should approach it. This 

is the method that we use. That is the nice thing about PhD students, that, you do that 

together, and that you yourself also stay sharp, then it also can’t deteriorate.” 

On the other hand, discussing research practises with experienced colleagues makes 

researchers aware of a habitus. This habitus is a working culture where certain research 

practices are common, and where most colleagues work in that specific way. One researcher 

said: “[…] by colleagues, that also work in a specific way, you copy that, so there is something 

akin to a culture in there, and a certain way of working that fits there.”. The habitus helps 
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researchers decide which research practices to apply, while also giving direction on which 

practices to avoid. One participant said about this: “[I]t is a kind of habitus so to say, that we 

just have here, that you just can’t do certain things, but you also won’t do them.”. Habitus is by 

some described as a self-regulating mechanism, where discussing and working together with 

colleagues keeps researchers on the right track. Researchers said for example: 

P: “[The rules] they are something that you have to be aware of all the time, […] that is 

something that makes a good researcher, but it’s also somewhat hard, because you have to 

safeguard that together.” 

P: “[Navigating] is something that you have to do yourself, together with your project- the 

people within that team. With whom you collaborate in research. There is no one that 

actively monitors you, no, not like that.” 

Researchers thus apply different strategies to improve and maintain their expertise, which 

helps them keeping their knowledge up to date and conform to the habitus at their working 

place. This habitus is to an extent a self-enforcing mechanism, where talking and discussing 

research practices with colleagues helps to keep researchers on the right path. 

 

4.3.2 Giving meaning to written protocols 

Many written protocols are established to guide (register) researchers in their work. Not only 

academic guidelines (e.g. European Science Foundation and ALLEA, 2011; Vereniging van 

Universiteiten, 2004, which were employed to build the conceptual framework), but also other 

institutional guidelines (for example the remote access protocol from Statistics Netherlands 

(Centraal Bureau voor de Statistiek, n.d.-b), or the guideline from collaborating research 

organizations in the Netherlands (MarktOnderzoekAssociatie, Vereniging voor 

Beleidsonderzoek, & Vereniging voor Statistiek en Onderzoek, 2010)), and laws (see also Figure 

3), aim to help researchers make decisions in their work. The meaning researchers attach to 

these codes differ substantially, and will be discussed according to the metaphors included in 

Figure 5.  

Figure 5 Giving meaning to guidelines through metaphors 

 

Giving 
meaning to 
guidelines

The "open door"

The helpful reminder

The showcase

The cage
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All interviewed researchers were aware of the existence of protocols, though many admitted to 

not being able to reproduce the contents. One researcher said for example: “Yeah, I actually 

should know all of this, but I don’t.”, while another one mentioned: “Yes… I honestly have to tell 

you that I haven’t really looked into laws or anything. Yeah, I’ve looked into it but, there isn’t 

really much in there.”. This last quote also illustrates how some researchers perceive the 

protocols to have predictable content. The contents are frequently described as an “open door” (a 

Dutch expression which means ‘stating the obvious’), where the codes are interpreted as being 

“logical”, “simple”, “straight forward”, or “common sense”.  

P: “Yeah, that sounds logical to me, […] It is good that they put it on paper, that you sign 

those and that you are aware of them, [they are things] that actually, if you just, think 

rationally, then you could think of them yourself.” 

However, that the content is considered to be predictable, does not imply that the codes have 

little meaning to the researchers. Some perceive the documents to be helpful reminders in their 

work, because they emphasize the importance of research ethics. Many researchers mention 

how they have internalized the contents of the documents since they started working. As a 

result, the documents are not consulted on regular basis, but are sometimes used as work of 

reference during the research process and staff evaluations. One researcher commented on the 

reminder role of guidelines: 

P: “Well, […] the funny part is actually: if you read the code, then I always think: yes, 

obviously. But it is just a reminder for everyone like: how should you handle your data, 

and what are you doing as a research, so what is the goal of what you are doing. And 

often it is pretty good to realize that: right, I am working with the data of other people 

and should treat that with care […].” 

Some researchers do not consult the protocols at all. They perceive the guidelines to be a 

showcase mechanism, where the contents are meant to show the public how organizations make 

sure the research is conducted in an ethical manner. In this interpretation, codes of conduct are 

thus not meant to be utilized by the researcher, but serve as a showcase for credibility for 

researchers and their research institutions. One participant said about this: 

P: “[I]t is also important for Statistics Netherlands, to have something [guidelines] like 

that, to show the public that: we have this sort of rules, for the researchers that handle 

personal data.  If anyone starts asking questions, then they can tell them that there are 

very clear rules. [So] on the one hand everything is made clear, on the other hand it’s also 

the ‘credibility’. So they can say:  we do that-and-that-and-that.” 

Some researchers perceive the protocols to be unfitting or too restraining to apply in their work, 

an interpretation that can be described as the cage. This is for example the case in situations 

where researchers can only work locally with the data, leading to situations where workstations 
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are scarce, and researchers cannot work from home. Other instances are situations where 

researchers want to discuss findings with supervisors, but have to pay and wait for their 

research output the be approved by Statistics Netherlands. One researcher mentioned for 

example how they perceived the local workstations to be a constraining factor in conducting 

research, and explained how they found a way around it: 

P: “[I]t is, practically speaking, very inconvenient when you have to run to a screen every 

time, so what we did was: we made a screenshot, and then we printed that, and looked at 

it together, and then make sure we’d destroy that print. So there are some elements in the 

procedure of Statistics Netherlands that make it very hard to do everything by the book 

and at the same time on a practical operable manner…” 

Another researcher shared a similar story, and commented: 

P: “[A]lternatively […] for example when we sit at my supervisor, we have a meeting, and 

then I say: we are now at this-and-that table, will you walk with me? Then they can stand 

behind my computer, then they can watch, and subsequently… etcetera. That would be 

the alternative, and I think that alternative is not workable. [H]ow it is written on paper, 

[that is] obsolete in reality, the paper truth, and the paper norms and values, they just 

don’t correspond with what is possible in practice.” 

Clearly, protocols that were initially meant to guide towards ethical behaviour and ‘safe’ data 

treatment, can have unintended effects. These effects (screenshotting, printing through 

communal printers, unapproved output) are unwanted by both the data provider and the 

researchers themselves, but take place because researchers prefer some level of efficiency above 

following the protocols. Some researchers perceive certain guidelines to be inefficient, but decide 

to follow them anyway. One participant mentioned for example how some protocols are designed 

to appear good and useful, while in practice, they have barely any effect.  

P: “[T]hat they force you to save social security numbers with encryption, so it’s no longer 

a social security number. But it is still a uniquely identifiable number. […] Yeah, but 

those kind of measures, that is somewhat like window dressing. [I]t is about me, handling 

it properly. That is eh, and whether it’s a social security number or an encrypted social 

security number, that is not relevant for me. That is completely irrelevant[.]” 

Other researchers experienced inconsistencies (research institutions or journals requesting 

copies of the datasets, requiring storage in certain formats) or grey areas were the protocols 

were not sufficiently guiding. Some researchers for example thought that the codes lack 

clearance when it comes to the increased availability of ‘matchable’ data. While some 

participants felt this should be solved by adding information concerning availability and 

matching of data to the guidelines (or other internal documents), others perceive briefer codes to 

be more effective, and argue against extending the guidelines.  
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Chapter 5 Discussion and conclusion 

 

5.1 Synthesis of findings 

The aims of this study were twofold. The first objective was to gain insight into the guidelines 

that were developed for academic population research in the Dutch context. Under this objective, 

we studied what the normative framework set by academic codes of research conduct consisted 

of. This was done by employing a qualitative approach, in which the contents of international, 

national and institutional academic codes of research conduct were analysed. We found three 

ethics values that were deemed important in research on human data, namely respect for 

persons, beneficence, and justice. Moreover, four corresponding research ethics practices were 

identified, namely consent and privacy (for respect for persons), assessment of risks and benefits 

(for beneficence), and selection of subjects (for justice). These findings were in line with existing 

literature, as the codes indeed aimed to guide researchers by distinguishing between desirable 

and undesirable practices (Komić et al., 2015; Koninklijke Nederlandse Akademie van 

Wetenschappen, 2012; Pimple, 2002; Resnik, Neal, et al., 2015; Resnik, Rasmussen, & Kissling, 

2015; Vereniging van Universiteiten, 2014). 

 The second objective of the study was to explore how register researchers working in 

the Netherlands approach the research ethics of working with human data. A total of three 

research questions were raised under this objective.  

 First, we wanted to find out what meanings register researchers attach to human data 

research ethics practices as described in academic ethics guidelines, and what they perceive to 

be the role of these practices in register research. This was studied by employing a qualitative 

mixed method approach, in which the findings of the above-mentioned content analysis of codes 

of research conduct were combined with those of a thematic analysis of semi-structured in-

depth interviews with register researchers. The findings reveal how register researcher’s 

understandings of human data research ethics relate to their descriptions in academic codes of 

research conduct. Differences expressed themselves for example through shifts in 

responsibilities related to ethics, or practical limitations to apply the ethics in their daily work. 

As a result, researchers perceive some of the ethics practices that where described in the codes 

of research conduct to have a very limited role in register research. These findings relate to 

earlier ideas: academic codes of conduct do not explicitly focus on human non-subject research 

ethics, which could lead to situations where codes are unsuitable to apply, or where non-

subjects rights are insufficiently protected (Rothstein, 2010). In practice, researchers avert this 

by strictly avoiding privacy violations, alike what was argued by Brothers & Wright Clayton 

(2010). 

 Second, we wanted to find out what register researchers’ perceptions and attitudes are 

towards the ethics practices they apply in their work. This question was answered through the 
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aforementioned thematic analysis of interview data. The findings reveal how researchers 

perceive avoiding privacy violations to be of great importance, and how they employ several 

strategies to avoid such violations, namely purpose limitation, separation of functions, and de-

identification. This is in line with the human non-subject literature, where protecting privacy of 

the persons in the data is described as the only factor that separates human non-subject 

research from research on human subjects (Brothers & Wright Clayton, 2010). Researchers 

have various motivations to apply these practices, and experience changes in how they approach 

ethics as a result of perceived increases in availability of data, and formal enforcement of 

regulations. This experienced change of context is relates to the ‘social media study’ (Israel, 

2015) that was described in Chapter 1. 

 Third, we considered the role of researchers’ competence in forming perceptions and 

attitudes about research ethics practices. This was also explored by means of the preceding 

thematic analysis of transcripts from interviews with register researchers. The findings show 

how researchers employ different strategies to improve or maintain their expertise, namely self-

study, institutional learning, and learning at the workplace. This is in line with the idea that 

researchers are indeed concerned with their qualifications (American Psychological Association, 

2017). Especially learning at the workplace, where researchers learn with and from colleagues, 

is perceived a valuable way to improve expertise, as it creates self-regulating work culture 

which guides the researchers’ behaviour. Researchers varied in perceived awareness of codes, 

and attached various meanings to the documents. Some perceive the protocols to be too 

constraining (alike described in (Israel, 2015)), leading to situations where researchers ‘break 

out’ of this ‘cage’, by not following the codes to the letter. This finding is opposite from what one 

would expect from literature (European Science Foundation and ALLEA, 2011; Statement 

Drafting Committee at the 2nd and 3rd World Conference on Research Integrity, 2010).  

  

5.2 Towards an inductive understanding  

The findings of this study show how register researchers approach the research ethics of 

working with human data. While the normative framework set out in the academic codes of 

conduct was generally found to be a suitable way to explore perceptions towards research ethics 

practices in register research, there were also some differences that should be considered. The 

findings of the study were processed into an inductive conceptual framework, which can be 

found in Figure 6. 

 Obtaining consent for example, is perceived by some researchers to be irrelevant in 

register research, while others do find it important, but experience constraints withholding 

them to apply notions of consent in their own work. When it comes to providing information 

about register research to the public, researchers are divided as well, but none take active 

measures to inform the public. Clearly, researchers perceive ambivalence related to both 



  

 41  

providing information, and obtaining consent, making it a concept that is considered of 

importance by some, but has very limited relevance in the daily work of the register researcher.  

 Researchers approach the value respect for persons mainly as protecting privacy. While 

privacy was initially understood as the autonomy to decide whether to share information, with 

whom, and in what ways, the relevance of this understanding of privacy turned out to be 

limited in register research. Register researchers attach two additional meanings to privacy, 

namely (de)identifiability, and confidentiality, where respectively the identity, and the 

information of the people in the data remain concealed. In practice, the relevance of 

(de)identifiability and confidentiality shows that protecting privacy is considered a VIP (Very 

Important Practice) by researchers, leading them to apply strategies such as purpose limitation, 

separation of tasks, and de-identification.  

 Researchers approach beneficence through assessment of risks and benefits. Risks and 

benefits are interpreted as two sides of the coin, and several examples of each were mentioned. 

The process of assessment was initially described to be the duty of the researcher, in which they 

weigh the potential benefits and risks of harm. However, in the daily practice of the researcher, 

this statement needs some refining. While some researchers indeed assess risks and benefits 

when they conduct their research projects, others perceive this to be mainly the duty of the data 

provider (Statistics Netherlands). Clearly, there is a role for beneficence in register research, but 

not all register researchers approach it by assessing risks and benefits themselves.  

 Whereas justice was initially described as fair selection of data, researchers perceive it 

to be less related to selection of data, and more to dissemination of results. Generally, 

researchers analyse the whole population (or select randomly) and perceive dissemination of 

scientific findings of importance. However, they refrain from publishing if they consider the 

findings to be methodologically unsound or prone to privacy violations. Some researchers take 

policy-implications into account when disseminating their work, to avoid unfair treatment as 

result of misinterpretation of findings. Thus, there is a role for justice in register research, but 

researchers approach it through dissemination of findings rather than selection of data.  

 Competence was indeed found to have a role in how researchers form their perceptions 

about research ethics practices, where researchers perceived maintaining or improving 

expertise to be a useful strategy to learn about research ethics. The role of protocols was 

understood in various ways, ranging from helpful to even counterproductive in achieving 

ethically sound research. These findings are especially helpful notions for organizations and 

policy makers, as they provide insight in what helps (e.g. learning with and from colleagues) 

and what does not (too many or too strict regulations, which will be bypassed under the guise of 

efficiency). Moreover, they present those concerned establishing academic guidelines with a 

clear overview of which elements, that are currently missing in guidelines, are relevant in 

human non-subject research, providing insight in how ethics are approached by those working 

with human non-subject data.  
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5.3 Limitations and recommendations 

Having done this study in the Dutch context, we found both differences and similarities 

between how ethics are approached in the normative framework set for academic researchers by 

codes of research conduct, and how register researchers approach ethics in practice. A limitation 

of this study was the lack of empirical background on the topic, as literature on research ethics 

mainly focusses on human subject research, and not on human non-subject research. Moreover, 

there is, as far as we know, no existing literature on how researchers working with human non-

subject data approach research ethics in their work, which made it difficult to embed the study 

in a body of scientific literature, or compare the findings to previous results. To work around 

this difficulty, we examined what was known about the research ethics of working with human 

data, by analysing the content of academic guidelines, and built the conceptual framework 

ourselves. This framework was then used as input in the interview process. This allowed for the 

conceptual framework to be modified and refined, thereby resulting in a suitable and fitting 

framework to examine register researchers approaches to research ethics. The inductive 

Figure 6 Inductive conceptual model 
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Respect for persons
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Purpose limitation
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framework seems like a valuable tool to explore research ethics in register research even 

further. 

 From the findings, it becomes evident that conducting register research comes together 

with ethical difficulties, and developments register researchers do not always approve of. There 

are constraints to register research that make it impossible to for example, withdrawal from the 

research, or to choose which data are shared with researchers. Register researchers do 

everything in their power to conduct research in an ethically sound way, but in some situations, 

there is a mismatch between the daily practice and the values they find important.  

 With big data research becoming increasingly more common and important in both 

public and private research environments, the gap between researchers’ values and practice 

might increase. Register research could become the new ‘Humphreys’ research, the study where 

a sociologist observed men looking for intimate contacts in public restrooms, without informing 

them about the research or obtaining consent (Giddens, 2006; Henslin, 2012). Wanting to know 

more about these men, Humphreys looked up their licence plate in records, and went on to 

gather more information about them by visiting them at home. Instead, researchers conducting 

register research do not have to go into the field, or actively look for ways to connect 

information; data about peoples most intimate moments already exists and is available for 

researchers to analyse, as long as they have a solid proposal. It could be that one day, we, as 

society, look back at this situation and think: well, that was not how you are supposed to work 

with human data. 

 This requires vigilance with regard to research ethics, even in research fields where 

there is never any contact between researchers and the people they study, so important. This 

current study explored how register researcher approach the research ethics of human data, 

and identified several ethics and practices that register researchers perceive to be of importance 

in their work. Future research could expand on these findings even more, for example by 

conducting an in-depth study focussed on perceptions and attitudes towards notions of privacy 

in register research. Another research avenue is related to motivations and perceptions about 

research ethics in human non-subject research. We identified several motivations researchers 

have to take research ethics into account, but the range of these motivations could be 

investigated even more. Furthermore, this study identified different understandings of these 

protocols, but only gave a glimpse of what ethics are considered of importance, what motivations 

researchers have to adhere to protocols, and in what situations this is considered to be difficult. 

Furthermore, future research could incorporate more ethics guidelines (for example (Centraal 

Bureau voor de Statistiek, n.d.-b; MarktOnderzoekAssociatie et al., 2010; Sauerwein & 

Linnemann, 2002; Vereniging van Universiteiten, 2005), and broaden the research context to 

include more organizations, or even study the topic in an international setting. The findings 

opened up new research avenues allowing us to gain a deeper and broader understanding of 

how register researchers approach and practice research ethics. 
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5.4 Conclusion 

Research ethics in register-based population studies are approached through practices of 

consent, purpose limitation, separation of functions, de-identification, assessment of risks and 

benefits, and dissemination of findings. Competence helps researchers form perceptions about 

what ethically sound register research entails. These findings reveal how register researchers 

working in the Dutch context approach the ethics of working with human data in a changing 

context, where information is increasingly available and enforcement on regulations is stricter. 

Future research can utilize the developed inductive framework to examine researchers’ 

perceptions, attitudes and motivations towards research ethics even further. More information 

is needed on the distinction between values held by researchers and practices applied in register 

research. The findings of this study add to the current understanding of research ethics in 

theory and practice, and show how register researchers protect the interests of those included in 

register datasets. 
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APPENDIX 1 CODE TREE RESULTING FROM CONTENT ANALYSIS OF CODES OF RESEARCH 

CONDUCT  

 

This appendix displays the code tree that resulted from the content analysis of eight academic 

codes of research conduct. The first order of the tree displays the theme, the second order shows 

the subthemes, and with an example of a quotation included under the subtheme. 

 

Competence 

• Researcher Qualifications 

o “A scientific practitioner ensures that he maintains the level of expertise 

required to exercise his duties. He does not accept duties for which he lacks 

the necessary expertise. If necessary, he actively indicates the limits of his 

competence.” (Vereniging van Universiteiten, 2004:5) 

• Adherence to protocols 

o “The collaboration as a whole should be in compliance with all laws, policies 

and regulations to which it is subject.” (Statement Drafting Committee at the 

2nd and 3rd World Conference on Research Integrity, 2013:1).  

Respect for persons 

• Consent 

o “Human subject protocols should not be violated: this implies complying with 

the requirement of informed consent on the basis of adequate and 

appropriate information, and to voluntary agreement to participate [...].” 

(European Science Foundation and ALLEA, 2011:14).  

• Privacy 

o  “Deviations from desired [research] practices include [...] insufficient privacy 

protection […].” (European Science Foundation and ALLEA, 2011:12) 

Beneficence  

• Assessment of risks and benefits 

o “Accordingly, so-called risk/benefit assessment are concerned with the 

probabilities and magnitudes of possible harms and anticipated benefits. 

Many kinds of possible harms and benefits need be taken into account” 

(United States, 1978:15) 

Justice 

• Selection of subjects 

o “[...], the principle of justice gives rise to moral requirements that there be 

fair procedures and outcomes in the selection of research subjects. Justice is 

relevant to the selection of subjects of research at two levels: the social and 

the individual.” (United States, 1978:18)  
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APPENDIX 2 OVERVIEW CODES OF RESEARCH CONDUCT EMPLOYED FOR CONTENT 

ANALYSIS 

 

Ethics practices included in codes of research conduct. 
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Policies and regulations 

 

. . X X X X . . 

Researcher qualifications 

 

X . . . . . . . 

Consent 

 

X X . . . X X . 

Assessment of risks and 

benefits  

X X . X . X X . 

Selection of subjects 

 

. X . . . X . . 

Privacy 

 

. . X . . X X . 
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APPENDIX 3 INVITATION TO PARTICIPATE IN SEMI-STRUCTURED IN-DEPTH INTERVIEW 

 

 

Subject: Research ethics practices in register data research – Invitation to participate in study 

 

 

Dear <Name>, 

 

My name is Rosanne Spruijt, and I am a Population Studies master student studying at the 

University of Groningen. For my master thesis project, I explore how population researchers who 

study population register data approach the topic of research ethics, more specifically: the 

research ethics of working with human data. I would like to invite you, a professional who deals 

with these data on a daily basis, to have a discussion with me about the research ethics you apply 

in your work.  

 

I plan on interviewing professionals working at several Dutch research organizations, and I 

would be very grateful if you would want to participate in my study. My goal is to hear a diverse 

range of stories about this topic, not to check your work, or look for misconduct. The interviews 

are expected to last approximately 45 minutes, and will be audio-recorded (and/or notes will be 

taken during the discussion). The information you provide will be treated confidential, which 

means personal names or any other information which would serve to identify you as an 

informant will not be included in any reports or presentations resulting from this project. 

 

If you can accept this invitation to participate, or have any questions or concerns about the study, 

please contact me per email (e.r.spruijt@student.rug.nl)! You can also contact my supervisor for 

this project, dr. Ajay Bailey, assistant professor at the Faculty of Spatial Sciences of the 

University of Groningen, per email (a.bailey@rug.nl) or phone (050-3633898) with any questions 

you might have. 

 

Thank you for your consideration, 

 

Kind regards, 

Rosanne Spruijt 

  

mailto:a.bailey@rug.nl
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APPENDIX 4 INTERVIEW GUIDE USED IN SEMI-STRUCTURED IN-DEPTH INTERVIEWS  

 

Introduction 

Thank you so much for having me, and letting me ask you some questions. Like I wrote in the 

email, I am conducting my master thesis research at the university of Groningen, and I am 

interested in hearing about how you approach research ethics in your work as a population 

researcher. I hope that you want to share your thoughts and opinions about the research 

practices that come together with doing research on human data. So: I would like to know which 

research ethics practices you apply; which practices you find especially important; and why. My 

goals is to, in the end, understand how you deal with research ethics in your work. I would also 

like to get insight in the role of ‘codes of conduct’ in your work, to see whether these codes are 

helpful in making decisions in population register research. So that’s why I would like to ask 

you some questions. Would an interview of about 45 minutes work for you?                 

 

Confidentiality  

I’d like to hear your thoughts and opinions about the topic, so there are no right or wrong 

answers to give in this interview. Everything you tell me will be treated confidential, which 

means that I will not share the things you tell me in such a way that they can be traced back to 

you. I will use the information you tell me in publications and presentations, but I will leave out 

the parts that can be used to identify you. 

I will be taking some notes during the discussion, and if you’re ok with it, I would like to record 

the audio of our conversation so I can listen to it later on. I would not share the recordings with 

anyone, except for my supervisor, and I will keep the recordings in a password protected file on 

my computer for up to two years.  

 I told you a bit about the purpose of this interview, and we discussed how I will treat 

the information you provide. As a participant in this study, you have the right to decline 

participation, decline to answer any particular question, ask for the recorder to be turned off, or 

to end the discussion at any time. You have the right to fully withdraw from this project, or ask 

for erasure of any materials you do not wish to be used in any reports of this project, up until 

two weeks after participating in the discussion. You are, of course, free to ask any question you 

might have about the research project before, during, or after your participation! Do you have 

any questions for me about this, or about something else?                    

 

Consent 

Ok, if you would want to sign here to confirm your consent? This is the email I invited you with, 

which also includes the information about the project and confidentiality.  

 Start audio recording and the interview. 
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Opening question 

1. Can you tell me a little bit about your work? 

Probe: How long working for “organization” // Education // Topic of interest // Typical workday 

 

2. I invited you for this interview because you work with population register data. Can 

you tell me about the process which allows you to get access to these data? 

Probe: Lay over a research proposal // Online or local access  

 

Questions about respect for persons/autonomy 

3. What do you think ‘consent’ is about? 

4. Can you tell me about the role of consent in your work?  

Probe: Opinion // Process // Informed? // Permission? // Withdraw  

 

5. What do you think privacy means? 

6. Could you tell me something about the role of privacy in your own work? 

Probe: Opinion // Process of de-identification // Security measures 

 

Questions about beneficence 

7. Can you tell me a little bit about the risks and benefits of your work? 

Probe: Risks // Benefits // Process of assessment // When applicable // Opinion  

 

Questions about justice 

8. Can you tell me something about the process of data selection in your work, so: how is 

determined whose data gets included in the research?  

Probe: Opinion // // Relevance of sensitivity in data selection// When and Why?  

 

Questions about competence 

10. Can you tell me something about the role of codes of conduct in your work?  

Probe: Code “organization” // Know any other codes // Suitable // What helps // What is missing 

 

11. Can you tell me a little bit about maintaining or improving your level of expertise as a 

population register researcher? 

Probe: Education or training // congresses // consult colleagues about research ethics 

 

12. How do you decide which practices to apply in your work? 

Probe: Formal education // Experience // Consult/discuss with colleagues // Guidelines // Other  
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Closing questions 

13. Are there research practices related to working with population register data that you 

would like to see implemented or improved in your field? 

 

14. Have your thoughts about which practices you find important changed since you 

started your career? How? 

 

That was the last question I have for you. Is there anything we have not yet talked about, that 

you would like to discuss? 

 Closing discussion, thanking participant 
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APPENDIX 5 CODE TREE RESULTING FROM THEMATIC ANALYSIS OF INTERVIEW DATA 

 

Code family: Perceptions/attitudes about research ethics applied in own work 

• Purpose limitation (“Doelbinding”) 

• Separation of functions (“Functiescheiding”) 

• De-identification (“Herleidbaarheid voorkomen”) 

• Changing context 

o Change in protection and access to data 

o Enrich data through matching 

o Enforcing protocols 

 

Code family: Perceptions/attitudes about human data research ethics 

• Perception informed consent 

o Interested in macro, not micro 

o Consent responsibilities 

• Perception privacy 

o Identifiability/herleidbaarheid 

o Confidentiality 

o Privacy-autonomy 

o Sensitivity of data as a scale 

• Perception assessment of risks and benefits 

o Responsibility in assessment 

o Perceived benefits 

o Perceived risks 

• Perception about distribution of risks and benefits 

o Responsibility in distribution of risks and benefits 

o Research question leads data selection/analysis/dissemination 

o Perceived benefits 

o Perceived risks 

 

Code family: Competence 

• Expertise 

o Learning in work environment 

o Self-study 

o Learning: institutional 

• Protocols 

o Attitude protocols 

o Internalising contents 
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o Common sense 

o Showcase mechanism 

• Credibility 

o Enforcing protocols 

o Perceived constraints 

o Mentioned guidelines 

• Academic 

• VSO 

• Work instructions (“werkafspraken”)/ Individual arrangements 

• CBS 

• Law 

 

 

 


