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Abstract 

 

The storage of personal health information in nationwide electronic patient record (EPR) has 

led to a heated political debate in the Netherlands. The link between the political attitudes of 

individuals and the value given to health privacy is largely unknown. This study introduces the 

Health Privacy and Political Attitudes Survey. Results: most political attitudes are not a good 

predictor of ideas on health privacy, but authoritarian attitudes strengthen the trust in 

(government regulated) electronic records. Weak evidence suggests that women are more 

enthusiastic about the EPR. Earlier research from the Rathenau Institute (2009) indicated that 

higher educated persons are less enthusiastic about the EPR; this study weakens their finding. 
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1. Foreword 

é in the past no government had the power to keep its citizens under constant surveillance. é 

With the development of television, and the technical advance which made it possible to 

receive and transmit simultaneously on the same instrument, private life came to an end. 

ð ñNineteen Eighty-Fourò (Orwell, 1949) 

 

Today, I made a walk through the woods and heathland of the Veluwe, a region in the 

Netherlands where my fatherôs family has lived for centuries. The region is known for its 

beautiful nature and old-fashioned people. Only two generations ago, these people were 

independent, lived on their own, and knew nothing about extensive regulations, digital 

networks en electronic databases. In many respects, I belong to this region ï living and 

thinking in ways that many would regard as out-dated. 

After the walk, I switched on my computer. I have multiple computers at multiple locations, 

earned my Microsoft systems engineer certification years ago, and I also explored the world of 

arcane command line use with Linux. Being in information technology is not just about 

technical skills. The geek world has its own literature, culture, and politics: from the 

Hitchhikerôs Guide to the Galaxy to the formation of new identities.  The network has replaced 

the city. Digital property is not bound to space or time. The flow of information can cross 

boundaries that are taken for granted by the old world. This new culture and technology is 

guiding the main culture to new roads. Access and availability of information is becoming 

limitless. The individual thus will have access to a limitless choice of ideas, lifestyles and art. 

That changes the relation between society and the individual. Society will be less able to guide 

the individual to some óbest optionô, because the individual wants choice and wants to choose 

himself. Those who are first to discover the new information networks are more likely to reject 

the authoritative tendencies of modern society and modern government. The people of the 

current postmodern technoculture are often not understood by mainstream society, for they are 

too far ahead of the others. I am a part of that culture, too. 

So where does that leave me? On one foot I am standing in a world too old to be compatible 

with modern culture, and on the other foot I am standing in the world of the artificial, too far 

ahead of the mass to be compatible with modern culture. But what is, then, modern culture? I 

like to define it as the nation-state with a fat government. It did not exist a few hundred years 

back, but now it does and it taxes and regulates the not-so-free citizens as if they were part of a 

machine. Its properties are bound to space and time. And, as such, it has difficulty coping with 



8 

the new digital networks that are definitely not bound to space and time. The masses and the 

governments want to tighten their grip on the new developments. Instead of doing nothing and 

becoming irrelevant, some of them now try to guide and control the new developments. They 

limit free speech on the internet and they create massive databases and espionage networks to 

spy on their own citizens in order to protect and care for their citizens. It is a bit like the 

Orwellian Big Brother, but in some respects, it is becoming even worse. 

I will use medical records, the subject of this thesis, as an example. The electronic patient 

record (EPR) will improve health care and will make patients less dependent on one hospital or 

one doctor. It was developed by universities and private organisations, but in the Netherlands, 

it is now regulated by the government. The digital records make patients independent of space: 

everywhere in the Kingdom of the Netherlands, their records will be available and medical care 

can be arranged. No time is needed to transfer the records, and they will be available 24 hours 

a day, 7 days a week (independent of time). 

The sciences of the artificial will penetrate and change our world like never before. New 

possibilities are emerging, and new risks. Many computer scientists and programmers love the 

new possibilities, but at the same time urge the public to take measures to secure their privacy 

and data. The problems begin to emerge when you think about the meaning of ownership of 

data. Who owns the data? The creator of the data, the owner of the physical storage where it is 

to be stored, the system administrator who controls the computer storage, the person that is 

described by the data, or some higher regulating body? It is hard to define, but for sure, when 

you can control both the storage of, and the access to your data, then nobody can dispute your 

ownership. For example: you have an encrypted memory stick with some nude photographs of 

your girlfriend. As long as you do not give the password to others, those photographs are 

yours. But email them to some friends, and you lose all control. Or store them online ï and you 

might think that you are the only one that has access, but who knows who can have access to 

your online photographs, your online emails, your online tweets, and the list goes on and on. 

Who knows who has access to your online medical records ï you have to trust the 

administrators of the database. You have no control over the storage media, nor do you have 

control over the access mechanisms. Things would be different if all your medical records 

would be encrypted and only you would have the private key, but such is not the case. 

I am using my own email server. I like to store my email on my own server. Maybe I am like 

that guy in Vernor Vingeôs book Rainbows End that used an old computer, so that he could 

have control over his own hardware and software. In the end, even his computer was taken 
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over. Digital information is of such nature; it is very hard to protect. Digital information is very 

easy to replicate, according to Icke (2009), astrophysicist in Leiden. He dislikes the EPR with a 

passion, because he fears that the information will not be safe, and very hard to delete. He 

would prefer to carry his medical records on his own memory stick. 

Mind though, that I understand why the ñnetworked databasesò approach was chosen. Each 

hospital will administer their own databases, and a real central database for the medical records 

will not exist. Instead, a national directory will be implemented, so that every doctor can search 

for medical records and access them, wherever they are. This decentralised, distributed 

database system is more robust and more secure. It has its advantages over the idea to carry 

your records on a memory stick. Such memory sticks are easily forgotten, stolen or lost, and 

while the data can be encrypted, such loss could be very dangerous for someone who needs 

medical help. Databases also help to improve health care because they make epidemiological 

research easier. But for legal, practical and other reasons, patients will often not be able to 

change or delete information about them. For example, a diagnosis made by a doctor should 

not be changed by the patient, because the doctor is held responsible to create a professional 

diagnosis report, and the patient record is the place where his report is stored. 

So much private, personal information about you in some database that you cannot control 

may be bad enough, but it is only the beginning. Just imagine if all those different databases, 

all your email and phone communications, your credit card and banking transactions, your 

online video, music and book orders, your calendar, all your movements in the public transport 

or on the road, your fingerprint, the people you have contact with, and finally your medical 

records are all linked together. Yes, that is right, linked together to get one big picture of all 

that is you. That is possible with todayôs technology and databases in the Netherlands. New, 

advanced computer programs will be able to make an estimate of your role and activities in the 

social networks you are part of, and will be able to make better predictions on your behaviour 

than you yourself would be able to. And all that data is collected on you, without you being in 

control. That is our situation in the Netherlands, anno domini 2010. 

Of course, no institution has the legal authority to combine all those data sources and to 

access all that information about you. Maybe the secret service, but who knows. One of the 

nice properties of digitised data is that it can be stored indefinitely, replicated without limits, 

and sure you feel fine about your data being stored indefinitely, without being in control, 

without knowing for absolutely sure how that data will be used in the future. 
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So, our government has a huge responsibility, one it might not be able to handle. I feel that 

such a responsibility should be felt deeply within the government. They should not create 

databases when it is not absolutely necessary. The database containing the fingerprints of all 

Dutch citizens does not provide much confidence. Nor does the plan to store all public 

transport usage information of individuals for seven years. The EPR is no exception to this: the 

web application that would enable patients to see which doctors and institutions did access 

their records is not yet ready, but despite that fact, the government wants to roll out the EPR as 

soon as possible. 

All data communications for the EPR are secured and encrypted, but the data stores are not. 

With yesterdayôs technology, it is possible to create additional levels of security that make it 

much, much harder to steal medical records or to gain unauthorised access. Those technologies 

should be used for such sensitive data as medical records. Fairly good is not good enough. It 

should be excellent, because it should be secure even in the technological world of tomorrow. 

And yes, I understand that doctors want to be able to access the medical records in cases such 

as emergencies or when the patient is not conscious and cannot give access himself. But giving 

them the possibility to just gain access to any record by default is wrong. 

I like the EPR and its potential possibilities. But I would rather control the data myself, or at 

least see a more secure implementation with encrypted storage and biometric access controls. 

Governments are not aware of their moral responsibility in an increasingly technological world 

which they fail to understand. I am not sure how corporations will compare with projects such 

as Google Health and Microsoft Health Vault. It often comes down to usability for the masses, 

what makes corporate designs similar to governmental designs. We might need a completely 

new, open, secure design for sharing and controlling this kind of personal data. 
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2. Introduction 

2.1. New technology, new politics 

Your medical records and your genetic information are yours, and are confidential. Both are 

related to your health and life expectancy. A breach of confidentiality would infringe your 

privacy, but a lack of information availability could endanger your life. Governments are 

involved in regulating the emerging Electronic Patient Records (EPR) and genetic databases. 

That makes the regulation of health privacy a political issue. 

Those who opt out, are they critical of government control and proponents of individual 

liberty? We wonder which kind of people they are, and how they think about politics. Which 

political attitudes identify the opt-outers? And, when trying to answer this question, what do 

we exactly mean when we talk about political attitudes? 

The EPR, also linked to health privacy, is a hot political issue at this moment. The social 

relevance of the political attitudes of opt-outers is easy to grab. Politicians, civilians and voters 

are trying to find a balance between government control, health, and privacy. A better 

understanding of the relationships between political preferences, privacy needs, and centralised 

health information can improve public management of health information. 

The scientific relevance touches a few different areas. Most public opinion research and 

discussion on the EPR and genetic databases has been done by medical researchers and 

computer scientists. The political aspects of the public preferences are barely touched. We 

know that most people favour the EPR, but is there a linkage to political attitudes? For 

example, do left-wing voters, on average, prefer the EPR more? This question is not yet 

answered by political scientists because the introduction of the EPR is such a recent 

development. Similar genetic issues, though, have been included in some surveys. The 

question is probably part of the bigger quest to understand the relations between political 

attitudes and the priority given to health privacy. Existing theories that explain the 

interconnections between political attitudes and health privacy issues are mostly characterised 

by their lack of existence. This research tries to explore this terra incognita. 
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2.2. Reading Guide 

Not much, if any, scientific literature on the relationship between political attitudes and 

health privacy exists. Why this is so is explored in the next section. This lack of knowledge 

means also that a theory must be developed from scratch. 

Luckily, some foundations for such a theory are present. Concepts such as privacy, political 

attitudes, and EPRs, are well covered by scientific literature. That means that a new theory 

should use already accepted insights and concepts. It is usual to first present an introduction 

and an extensive literature review to explore the current state of scientific knowledge. But in 

this case, the current knowledge is mostly void. The literature review acts more as an overview 

of the building blocks of my theory ð it gives an idea of current insights on privacy, political 

attitudes, and the role of government. As such, it acts more as a background and reference 

section. 

If you are already familiar with theories on privacy and political attitudes, you should skip 

the literature review. If you have knowledge of current developments of electronic health 

records, then you should skip the chapter on the current state of health databases. And for those 

that know how political parties score on privacy, the chapter on privacy and politics in the 

Netherlands can be skipped. 

3. Previous work 

Health privacy is a subclass of privacy in general, but it is quite new and the concept needs 

special treatment. In short, as personal information on your health becomes digitised, new 

privacy issues emerge. You can read more about it in the subsection óHealth Privacyô on page 

18. Data on health privacy related to political attitudes is scarce because electronic medical 

records are so very recent. Only very few nations have implemented EPRs. So, the subject is 

too recent to be subjected to social research, and the number of countries is too small to have 

attracted many researchers and their surveys. This double-edged sword has eliminated the 

possibility of any datasets that contains both data on political attitudes and health privacy.  

Sometimes, it is even difficult to find datasets that contain data on both political attitudes 

and ótraditionalô privacy issues. For example, the World Values Survey does not include 

privacy issues, although some other surveys do. 

The surveys designed by medical researchers, information scientists and public opinion 

experts only measure the popularity of medical records and how people feel about a number of 



13 

practical issues; they do not care about political attitudes. Examples of such surveys are done 

by Pollara and Earnscliffe (2003), Rynning (2007), Public Opinion Strategies (2005), Westin 

(2008), UMR Research (2008), Maurice de Hond (2009), and TNS NIPO (2009). 

And mostly all surveys end theories designed by social scientists do not recognize health 

privacy as a separate concept. Examples are Westin (2003), Margulis (2003), and the NKO 

(2006). Those that do mention health privacy as a separate concept, such as Hustead and 

Goldman (2002), Solove (2002), Cross (2006), Tanne (2008), and Castle and DeBusk (2008), 

do not explore the relation with political attitudes. 

I could only find one weak exception: the British Social Attitudes Survey. The BSAS is a 

well-known and widely used data source. The inclusion of health privacy questions might be 

inspired by the fact that the UK is one of the first countries to use electronic health databases. 

Still, while a lot of questions related to political attitudes are available, the number of questions 

related to health privacy is very low ð only one question. In fact, no questions on medical 

records are included, just only one question on genetic databases can be found. Also, the 

number of years in which health privacy questions were included is very small. This means 

that the BSAS is not very useful as a data source. 

Not a survey, but a study nonetheless, was done in The Netherlands by the Rathenau 

Instituut (2009), ordered by the Upper House. The study was qualitative, so the results are not 

representative for the Dutch population. One interesting finding of the study is that higher 

educated persons are more likely to object to the inclusion of their personal data in the 

electronic medical record. 

This lack of useable data introduces a necessity to collect new data. Then a new theory on 

the relationship between health privacy and political attitudes can be tested. This means that a 

new study must be designed. The building blocks of such a study are concepts such as privacy 

and political attitude. Therefore, I first present a literature review of these concepts. 

4. Literature review 

This research deals with a number of subjects that are already well described in the social 

sciences. Literature exists on political multi-axial positioning or political space, and also on 

privacy. Useful literature for this research, in which concepts and subjects used in this research 

are explored, is summarized in the subsections below. Also mentioned are important surveys 

and data sets relevant to this research.
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4.1. Political space (attitude mapping) 

Different positions in the political space can be represented using a simple right-left one-

dimensional model, but many social scientists did not find this satisfactory. Early in 1939, 

Leonard W. Ferguson identified three factors (dimensions): Religionism, Humanitarianism, 

and Nationalism. Hans Eysenck published his book Sense and Nonsense in Psychology in 

1956. He found two factors, which he named óRadicalismô (R-factor) and óTender-

Mindednessô (T-factor). Oddly, rotating the graph of Eysenck 45 degrees renders the same 

factors of Religionism and Humanitarianism of Ferguson. Other two-axial models followed 

suit, like those of Milton Rokeach, David Nolan, Jeff Greenberg & Eva Jonas, Jerry Pournelle, 

and Ronald Inglehart. An eight-axial model was proposed by Patrick Mitchell. An example of 

a two-axial map is given in Figure 1. 

 
Figure 1: Political map in ñThe Floodgates of Anarchyò (Christie and Meltzer, 1970) 

 

The model of Inglehart became very well-known and often used for its application by the 

World Values Survey. His two-dimensional model can be used to map values of individuals, 

and also to compare the values of populations in different countries. On the vertical scale, 

values of religion, authority, and tradition dominate. The bottom is represented by traditionalist 

positions such as patriotism. The top is occupied by secularism and non-traditionalism. The 

horizontal scale measures the transition from industrialism to post-industrialism. The left side 

represents industrialism and survivalism, and the need for physical security. The right side 
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represents the open self-expression and post-materialism that results from the wealth in post-

industrial societies. The right side is associated with trust and tolerance. 

The political spectrum or political space can be graphed quite easily when a two-axial model 

is used. The multiple two-dimensional models have given rise to a number of political 

spectrum graphs. The Inglehart-Welzel Cultural Map of the World is famous ð it groups 

cultures together using the two dimensions that are measured by the WVS. 

In The Netherlands, a map well known by the public is the two-axial model used by the 

Electoral Compass (Dutch: Kieskompas). The academic director is André Krouwel, a political 

scientist. The two axes are the conservative ï progressive axis and the left ï right axis 

(Kieskompas, 2010). The model is very useful because the map is often updated to reflect 

actual party positions. 

The British Social Attitudes Survey lists four different dimensions under its topic óattitude 

and values scalesô. These dimensions show some similarity to the other multi-axial models 

mentioned. The dimensions are: 

 Left ï right scale 

 Libertarian ï authoritarian scale 

 Postmaterialist ï materialist scale 

 Welfarist ï individualist scale 
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4.2. Privacy 

Holvast (2009) provides an overview of the history of privacy. The abstract of his chapter 

óHistory of Privacyô in the multi-author book The Future of Identity in the Information Society 

provides an excellent introduction into the concept of privacy. I could not improve the 

wording, so I replicate the abstract in its original form: 

Discussion on privacy issues is as old as mankind. Starting with the protection of oneôs body 

and home, it soon evolved in the direction of controlling oneôs personal information. In 1891, 

the American lawyers Samuel Warren and Louis Brandeis described the right to privacy in a 

famous article: it is the right to be let alone. In 1967 a new milestone was reached with the 

publication of Alan Westinôs Privacy and Freedom when he defined privacy in terms of self-

determination: privacy is the claim of individuals, groups, or institutions to determine for 

themselves when, how, and to what extent information about them is communicated to others. 

History of privacy makes clear that there is a strong relationship between privacy and the 

development of technology. The modern discussion started with the use of cameras and went 

on to include the development and use of computers in an information society in which 

personal data on every individual is collected and stored. Not only is it a great concern that 

privacy is eroding but also that we are entering a surveillance society. This loss of privacy 

seems to be even more the case since the protection of privacy is strongly dependent upon the 

political will  to protect it. Since 9/11, however, this political will world-wide is oriented more 

toward the effective and efficient use of technology in the battle against criminality and 

terrorism than it is toward protecting privacy. Therefore it is time to re-evaluate the use of 

technology and the protection of privacy. It is not only privacy that is at stake but above all 

democracy. 

Westin (2003) also defines privacy as the claim of an individual, social group, or association 

to determine what information about himself/itself should be known to others. He writes that 

ñprivacy is frequently determined by the individualôs power and social status. The rich can 

withdraw from society when they wish; the lower classes cannoté. Ironically, though, the rich, 

the famous, and the politically powerful are also the people whose privacy is most assaulted by 

the media, political rivals, government investigators, and the like.ò He distinguishes four 

aspects of personal privacy needs: ñfamily life, education, social class, and psychological 

makeup.ò As a result, ñthe individualôs needs are constantly changing.ò 
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After giving a historical overview of privacy developments, he concludes his article with the 

comment that privacy is a quality of life topic that ñwill exert a major influence on the quality 

of civic life in the 21
st
 century.ò 

Privacy can mean a lot of different things in the literature. Solove (2002) mentions six 

general headings: 

1. The right to be let alone (from Samuel Warren and Louis Brandeis). 

2. Limited access to the self - the ability to shield oneself from unwanted access by 

others. 

3. Secrecy - the concealment of certain matters from others. 

4. Control over personal information - the ability to exercise control over information 

about oneself. 

5. Personhood - the protection of oneôs personality, individuality, and dignity. 

6. Intimacy - control over oneôs intimate relationships or aspects of life. 

 

Woven into these six headings is physical privacy, or the ability to shield your body from 

unwanted access. In the American constitution, ñthe right of the people to be secure in their 

personò is guaranteed in the fourth amendment. The Dutch constitution is more explicit in 

article 11, where the invioliability (or; integrity of the body is guaranteed) of the human body 

is protected
1
. Current research on bodily integrity and the relationship between the body and 

citizenship is primarily done in womenôs studies. For example, Outshoorn (2008) opens her 

working paper with ñEuropean states vary widely in the extent to which they grant control to 

women over their own bodies and in guaranteeing the basic human right of integrity of the 

bodyò and remarks that ñthe issue is still a central concern for women in general todayò. 

Margulis (2003) gives an overview of the concept of privacy and current theories about 

privacy in his article Privacy as a Social Issue and Behavioral Concept. He describes what 

privacy is and what privacy does, the costs of losing it and the socio-political aspects of 

privacy. A summary of his article follows: 

Defining privacy is tricky because the concept is elastic and a wide variety of definitions 

exist. Privacy can be seen positive as beneficial for individuals and society, but some authors 

warn for negative consequences such as the protection of criminals and liars. Margulis (2003) 

combines two different theories of privacy, and he finds many overlapping characteristics. The 

limited-access approaches ñdiscuss how individuals and groups control or regulate access to 

themselves. Both theories describe our need for privacy as a continuing dynamic of changing 

internal and external conditions, to which we respond by regulating privacy.ò Privacy ñhas 

                                                 
1
 Dutch: ñIeder heeft, behoudens bij of krachtens de wet te stellen beperkingen, recht op onaantastbaarheid van 

zijn lichaam.ò 
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universal characteristicsò but ñthe forms that privacy can take is probably culturally specific.ò 

The attempts to regulate privacy may be unsuccessful. 

Privacy benefits on the socio-political level include opportunities for political expression, 

political choice, and participation in associations such as family and religion. At the 

psychological level, privacy is important for social interaction and a healthy self-definition. 

Losing privacy can result in stigma. A stigmatized individual can be the target of negative 

stereotypes and discrimination. (Margulis, 2003) 

The social importance of privacy has diverse aspects. Democracy is supported by, and 

supports, privacy. Not only individuals have a need for privacy; groups and organisations can 

also have a need to keep some of their information private. Balancing the interests of 

individual privacy against public goods (such as law enforcement) often results in less 

individual privacy. This may be caused by the framing of individual privacy, while whole 

groups and even the whole society benefits from privacy rights. (Margulis, 2003) 

The World Values Survey does not cover privacy issues directly: ñThe WVS is a survey that 

has been conducted since 1981 in four waves throughout approximately 80 nations. While 

surprisingly excluding questions that deal with privacy and surveillance, we are able to take 

questions about trust, governance, authority, relationships and gender from the WVS. This 

allows us to see how countriesô scores on these values relate to their attitudes toward privacy 

and surveillance. We will be able to hypothesize whether or not different cultural values elicit 

different attitudes toward privacy.ò (Zureik, Stalker and Smith, 2006, p.12) Their research is 

finished, but the summary report (The Surveillance Project, 2006) does not mention the 

promised correlation between the WVS data and their findings. This will be done in their book 

(Zureik, Stalker, Smith, Lyon and Chan, 2010), which is forthcoming. 

The British Social Attitudes Survey does include multiple privacy questions. For example, 

the questionnaire contains the ñlikelihood of genetic information being used in getting 

insurance.ò This means that this data set allows correlating political preferences to privacy 

opinions, including health privacy. 

4.3. Health Privacy 

An important subclass of privacy is health privacy. This is sometimes recognised in law: the 

USA federal government has issued the Model State Public Health Privacy Act. Gostin, Hodge 

and Valdiserri (2001) explain the model act, and comment that existing state laws are 
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inconsistent and inadequate. They also stress the importance of health privacy for the quality of 

public health. 

Health privacy mostly concerns medical records and genetic information. Margulis (2003) 

discusses ógenetic privacyô and mentions the ñoverall weakness in legislative protection of 

health-information privacy.ò He calls the ñgenetic/medical privacyò a ñmajor policy 

battleground.ò 

An example can be found in the Dutch constitution (see § 4.2). The physical inviolability of 

the human body is made explicit, but in the constitution, it is not explicitly extended to 

(medical) information about the human body. The professional secrecy for medical 

practitioners is arranged in other (secondary) laws, such as the medical code of practice. This 

forces medical professionals to protect the medical records of their patients, but health privacy 

as a fundamental basic right vis-à-vis the government is not made explicit. 

A famous case in the USA is Jacobson v. Commonwealth of Massachusetts (1905). The 

Supreme Court decided that the government can enforce vaccination if it is necessary for 

public health. In such cases, when a germ is affecting a large part of the population, the 

common interest (herd immunity) is held more important than individual bodily integrity. But 

in another case, Zucht v. King (1922), the Supreme Court ruled that a public school student 

could not be forced to have a vaccination because no danger to public health was present. More 

on these and other cases are described by Curry (2002). 

Castle and DeBusk (2008) write about nutritional genomics and the ethic difficulties which 

face registered dieticians. Electronic health records often contain genetic information, but US 

federal privacy protection is only óminimalô. Health privacy concerns not only affect isolated 

individuals. Genomic disorders often affect whole families. Medical records can reveal family 

implications, like ñincreased risk of Alzheimerôs disease to other family members.ò Another 

problem noted by Castle and DeBusk (2008) is the problem of unsolicited information: after a 

genetic test for some problem x, the doctor might see test results for some other illnesses y. 

The patient might profit from pro-active treatment for y, but maybe he/she does not want to 

know about the problem. Patients who can read their own medical records might face such 

unsolicited information. 

An example of a group that advocates health privacy is the American based Health Privacy 

Project
2
. Hustead and Goldman (2002) discern four components of medical information 

                                                 
2
 http://www.healthprivacy.org/ 

http://www.healthprivacy.org/
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privacy protection: 1) access, 2) use, 3) disclosure, and 4) storage and security. They also stress 

the importance of non-discriminatory use and adequate legislation. Goldman and Hudson 

(2000) recommend both self-regulatory policies and better legislation ñto engender public trust 

and confidence in both traditional health care as well as e-health activities.ò 

Hustead and Goldman (2002), Solove (2002), Cross (2006), Tanne (2008), and others also 

stress the importance of new legislation. The emerging technological possibilities must be 

covered by law. Castle and DeBusk (2008) advise ñstrict controls around electronic health 

records to ensure that RDs can make the most of the benefits of electronic record management, 

while gaining the clientôs trust that private health records will remain private.ò 

4.4. Opting in, opting out 

Difference of opinion exists about opting in or opting out. Privacy proponents argue that an 

opt-in system offers the best privacy safeguards, while those who focus on the best patient care 

possible like opt-out systems best. An example of this discussion is given by Watson and 

Halamka (2006). In the editorial of the same issue of the BMJ journal, Norheim (2006) agrees 

with opting out: ñItôs ethically sound for patients to opt out.ò He defends the notion of ósoft 

paternalismô because ñpeople do not always make the choices that are best for them.ò 

However, the Royal College of General Practitioners strongly recommend an opt-in system 

(Cross, 2006). 

4.5. EPRs and State Building 

Freeman (2002, p.764) writes that ñinformation policy in health care can be thought of as a 

kind of state building.ò He bases his conclusion on his analysis of current trends in information 

technology, health care and expanding government administrative territory. By defining and 

regulating the medical information infrastructure, the government increases the role of the 

state. Such collectivisation could increase the power of the state over medical practitioners and 

patients. But it should be noted that ñgovernment is not a single, focused agentò (Freeman, 

2002, p.765). 

The internal contradictions of government may be well illustrated by the findings of Miller 

and Tucker (2009). They found that in the United States, electronic medical records are sooner 

implemented in states that lack privacy regulations: ñprivacy protection may inhibit adoption if 

hospitals cannot benefit from easily exchanging patient information.ò According to their study, 
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the yearly adoption rate of electronic medical records is 11% lower than in those states that 

have state privacy laws. 

4.6. Trusting the Government 

Is trust in the government related to political attitudes or individual political ideology? Miller  

(1974) researched the American trust in their government. He concluded that the American 

voters are polarised, so that a Democratic policy will create distrust with the Republican voters, 

and vice versa. A policy that would try to find a middle ground would create moderate distrust 

with both groups. In such a situation, some distrust with the Government is unavoidable. His 

conclusion was attacked by Citrin (1974), who makes a distinction between trust in the 

political system (governmental system) and the current policy of the current political party in 

office. This kind of discussion is typical for the topic of trust and government. Trust is hard to 

define, and even harder to measure. Dalton and Klingemann (2007, p.353) say that ñpolitical 

trust when viewed from the individual level is a puzzle.ò Furthermore, ñpolitical trust is usually 

even more randomly distributed between social groupsò (p.356). In general, we just do not 

know much yet about the factors that influence trust in the government. 

Trust in others might be an altogether other variable than trust in the government. Killerby 

(2005), using data from the World Values Survey and the Worldwide Governance Research 

Indicators Dataset, concludes that trust in government does not have a statistically significant 

correlation with the level of social trust (trust between people). Also, the level of trust in the 

government is not necessarily indicative of the quality of governance. 

Is oneôs willingness to let the state organise medical records dependent on oneôs trust in the 

government? Maybe it is, but the ambiguity of the concept ñpolitical trustò and the different 

but related trust in the governmental system and the actual politicians who make up the 

government do little to make the idea verifiable. Trust in the government is a related but too 

vague a concept to be of much use. 

5. The current state of health databases 

The unified concept of health privacy includes both genetic privacy issues and medical 

records issues. Therefore, I include both genetic databases and medical records in the more 

general term óhealth databases.ô How popular and widespread are health databases in our 

society? Which problems and issues do practitioners and societies face? 
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5.1. It started around 2006 

General public interest in electronic health records can be shown to have started in 2006. In 

that year, many people started to submit queries to Google on that subject. This can be 

visualised using Google Trends
3
. Figure 2 shows the results from the search query ñelectronic 

health recordò (taken from the internet at 2009-10-14). 

 
Figure 2: Google Trends: electronic health record 

 

A similar query, now for the phrase ñelectronic medical recordò, shows that some people 

already searched online for such information since 2004, but this phrase seems to get a bit out 

of vogue. The spike in 2006 corresponds with the start of online searches for the ñelectronic 

health recordò: 

 
Figure 3: Google Trends: electronic medical record 

 

Because this research is conducted in the Netherlands, I have added the queries in the Dutch 

language
4
. They are called ñelektronisch patientendossierò (in red) and ñelectronisch 

                                                 
3
 http://www.google.com/trends 

4
 The correct spelling is ñpati±ntò but I choose to search for ñpatientò because this includes the former and also 

catches common spelling errors and computer encoding problems. 

http://www.google.com/trends
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patientendossierò (in blue). Both queries mean the same thing, there is just a small spelling 

variation possible. A single spike at the end of 2008 indicates the start of the public discussion 

on EHRs in the Netherlands: 

 
Figure 4: Google Trends: ele[c|k]tronisch patientendossier 

 

This, of course, creates just a first impression. Health information was digitised long before 

2006, as is shown in the next subsection. 

5.2. Popularity and use 

In the year 2000, Iceland ñsold the medical and genealogy records of its 275,000 citizens to a 

private medical research companyò (CNN, Jerrold Kessell, 2000). Iceland has a homogeneous 

population and a detailed history of family linkages. DeCode, a private medical research 

company, will use the information to undertake unique genetic research. Many physicians 

criticised the selling of sensitive information and were concerned about the relation between 

medic professionals and their patients. Another concern is the level of control that is given to a 

private company. Not only has the Icelandic government handed over the control of genetic 

information, it also makes it hard or even impossible for third parties to access the information. 

Such acts could evoke public resistance, and gaining public approval by means of a referendum 

would seem appropriate. But no such referendum was held, and the Icelandic population is not 

very concerned: only five percent has opted out. 

Genomic information is often stored in medical records. Current public usage of Electronic 

Patient Records (EPRs) is limited to only very few nations. The United Kingdom was one of 

the first to implement a nationwide EPR system: the project of the National Health Service 

started in 2005. Another early bird is Sweden: the Swedish National Patient Summary was 

launched in 2009. Sweden has outsourced the implementation to two IT vendors, InterSystems 
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and Tieto. The Canadian province Alberta has a large-scale functioning network, but a 

nationwide system does not yet exist. The USA is still struggling to implement electronic 

records. Some other nations are preparing for the implementation of EPRs. 

Public opinion polls measuring the willingness to allow personal health information to be 

stored in electronic databases have been held in many countries. Because the polls did not use 

the same questions, the results are not comparable. The general impression, though, is that 

health databases are popular with the public. 

It is hardly researched how support for an EPR is linked to political allegiance. One of the 

few surveys that questioned both EPR support and political attitudes came to this conclusion: 

ñSupport for the creation of this type of network or exchange is strong and consistent 

regardless of political affiliation, age, education, or socio-economic statusò (Public Opinion 

Strategies, 2005). In the American two-party system, 72% of the Republicans favoured the 

EPR, and 71% of de Democrats likewise. 

Table 1: Public popularity of health databases by country 

Country Year Perc. Support in favour of Source 

Canada 2003 78% genetic research database Pollara and Earnscliffe (2003) 

Sweden 2005 80% shared, national HER Rynning (2007) 

USA 2005 72% health information network Public Opinion Strategies (2005) 

USA 2008 79% electronic PHR Westin (2008) 

Australia 2008 82% individual HER UMR Research (2008) 

Netherlands 2009 63% Ò electronic EPR Maurice de Hond (2009) 

Netherlands 2009 85% Ó electronic EPR TNS NIPO (2009) 

 

Some medics are less enthusiastic than the general population. Nearly 31% of the Dutch 

MDs have already objected to the use of their medical information in electronic health records, 

while an additional 25% considers doing so (Katzenbauer, 2009). The main arguments of the 

opponents are based on a lack of confidence in the privacy, security and maturity of the EPR. 

They also regard the EPR as a threat to their professional secrecy. 

Dutch citizens are not enthusiastic at all, according to Maurice de Hond (2009). But a similar 

research by TNS NIPO (2009) found the opposite. DeVrijePsych (2009) explained this partly 

by the fact that the survey of TNS NIPO was held before the results of Katzenbauer (2009) 

became public. The survey of Maurice de Hond was held after the publication of many doubts 

expressed by MDs. 



25 

5.3. Storage and accidents 

Privacy issues became even more urgent after November 2007, when the UK government 

lost two discs with Child Benefit data containing ñname, address, date of birth, National 

Insurance number and, where relevant, bank details of 25 million peopleò (BBC news, 2007). 

While these were no medical records, it still illustrates the privacy and security concerns for 

centralised databases. Only a year later, the USA would face an even worse privacy 

catastrophe. In November 2008, the medical records of millions of patients were stolen from 

Express Scripts, a medical benefits management company (New York Times, John Markoff, 

2008). 

In some cases, the threat of identity theft can be nearly as damaging as the actual theft of 

medical records. In 2009, hackers claimed ñto have accessed 8 million patient records and 35 

million prescriptionsò from the US state Virginiaôs prescription drug database (Krebs and 

Kumar, 2009). The authorities decided to shut down parts of the computer system, although 

prescriptions could still be filled. 

The Dutch decentralised data storage could be the best way to protect patient data. 

McGilchrist, Sullivan and Kalra (2007) argue that accidents such as the loss of sensitive 

personal data of 25 million citizens in the UK in 2007 would not occur so easily when patient 

data is stored in multiple institutions, with multiple levels of security. A single, centralised 

database is also a single point of failure and a single target for attackers. 

Another reason for decentralised information systems is to prevent a rigid centralised 

approach that may conflict with local or specialised needs. Kmietowicz (2007) writes that MPs 

are confused about which details should be included in the two medical databases that were 

operated in the UK. He quotes Kevin Barron; MP, member of the Labour party, and chairman 

of the cross party health committee: ñA highly centralised approach to the NHS IT programme 

has ñstiffed local activity,ò causing ñfrustration and resentment.ò Relaxing central control will 

make local trust and strategic health authorities feel more engaged in the project.ò 

The chip card used to get access to the Dutch EPR system was hacked in early 2009 by Erik 

Westhovens, a security specialist (de Winter, 2009). According to him, it was easy to hack the 

chip card ð it took him just a few hours and some basic equipment ð because it uses an 

undisclosed algorithm, while many argue that security algorithms should be open to enhance 

public testing. The minister of health reacted by announcing a newer chip (Novem, 2009). 
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5.4. Corporate initiatives 

A recent development is the offering of personal medical record storage by companies such 

as Microsoft and Google. 

Microsoft HealthVault, as of 2009-01-07 still in beta phase
5
 but launched in October 2007, 

promotes
6
 its service as follows: ñMake more informed health decisions for you and your 

family. Store your health information in one convenient place and share it with others you 

trust. You control your health information. You decide who can share it, and what they can 

share. We always ask for consent before allowing another person or Web site to access health 

information.ò A major recent success for HealthVault is the adoption by the Mayo Clinic, an 

international renowned medical practice (Timmer, 2009). 

Google Health, launched in February 2008, offers a similar service, with a similar privacy 

policy
7
: ñGoogle stores your information securely and privately. We will never sell your data. 

You are in control. You choose what you want to share and what you want to keep private.ò A 

successful pilot project was carried out at the Cleveland Clinic in Ohio. Other medical centres 

were impressed: ñ óThis is truly a patient-controlled health record, and thatôs a very significant 

step in the drive toward a more consumer-oriented system of health careô, said Dr. John D. 

Halamka, chief information officer of the Harvard Medical Schoolò (New York Times, Steve 

Lohr, 2008). 

Kidd (2008) discusses the two EPR systems developed by the British government, and 

compares them with the corporate alternatives. They seem to be rather optimistic about the 

corporate offering: 

ñBut perhaps this whole development by the NHS is all too little, too late. Is the NHS 

summary care record a 20
th
 century healthcare solution being overtaken by 21

st
 century 

technology and increased sophistication in the use of the internet in the community? é Given 

the choice of having governments create and exert a degree of control over your internet based 

personal health record, and being able to do it yourself with a little help from Microsoft or 

Google, which would you choose?ò 

                                                 
5
 Beta phase: when software is feature complete, but has not yet reached production quality. That means that the 

software still needs some wide-scale testing, so beta software is often released to the public with a warning that it 

is still beta and a request for early adaptors to fill in bug reports. 
6
 http://www.healthvault.com/personal 

7
 https://www.google.com/health 

 

http://www.healthvault.com/personal
https://www.google.com/health
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Steinbrook (2008) also describes the rise of these company owned health record services. He 

ends his article with some caution: ñIf concerns about privacy, security, and commercial 

exploitation can be allayed, this nascent enterprise should have a smoother birth.ò Another 

slightly cautious overview is given by Tanne (2008). She enumerates some risks such as the 

lack of legal regulations and the problems that could occur when an EPR contains erroneous 

information. 

5.5. Introduction in the Netherlands 

The Ministry of Health ordered research on electronic patient records in 1997 or maybe even 

earlier. In 1997, a memorandum was written by the ministry with some early ideas on the EPR 

and on a communication network (Ministry of Health, 1997). These ideas were partly inspired 

by European projects, such as the CEN norm ENV 12018 Medical Informatics, an experimental 

standard, also from 1997. 

Serious thinking on the EPR began in 2005, after the Ministry of Health (2005) presented a 

blueprint for the development and implementation. This blueprint was no longer based on one 

big centralised database such as currently implemented in the UK, but it contained designs for 

a central directory and communications system to exchange and access medical records. Also 

mentioned were other countries working on an EPR, such as the USA, the UK, Sweden, 

Germany and Canada. After the presentation of this blueprint, discussions on the EPR were 

present in the Lower House year after year. 

The nationwide EPR was announced going live on 2008-11-01. At this date, the Parliament 

had not yet approved the plans, but the medical profession could then already test the 

technology and the procedures, and citizens received a letter informing them of the plans and 

explaining them how to opt out if they would not participate. The last few months (as of 2010-

03-03) the Upper House has voiced many sceptical questions and approval is not yet certain. 

The recent fall of the cabinet (government) on 2010-02-20 could have some influence. 

Decision making about sensitive issues was halted until after the elections and a new cabinet. 

A number of issues are marked by the parliament as sensitive or controversial
8
. Although the 

EPR is not one of them, the Second Chamber has had no time to debate the issue, so it will be 

handled by the next parliament and cabinet. Still, a new cabinet is likely to have fresh ideas 

about how to continue with the EPR, especially after the many questions raised by the public 

and the Upper House. 

                                                 
8
 http://www.tweedekamer.nl/images/Lijst_van_controversiele_onderwerpen_11_maart_118-202959.pdf 

http://www.tweedekamer.nl/images/Lijst_van_controversiele_onderwerpen_11_maart_118-202959.pdf
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6. Privacy and politics in the Netherlands 

Privacy International is a London based watchdog organisation. Government and corporate 

intrusions on privacy are recorded and compared, and an international privacy ranking of 

countries is published on their website: www.privacyinternational.org. In their ranking, both 

the Netherlands and the United Kingdom (both have introduced an EPR) score low on privacy. 

Germany and Italy are doing better, and Greece has the best privacy score of the European 

Union members, according to Privacy International (2007). 

Individuals who care about their health privacy are likely to have a preference for parties that 

upheld privacy. But which political parties care about privacy in the Netherlands? 

6.1. Dutch election programs 

Political interest for EPRs can be measured in different ways, like counting how often 

politicians touch the subject in the media. To get a quick first impression, it is easier to study 

the most recent political party election programs. Here follows a short lexical analysis of the 

Dutch programs for the parliamentary elections of 2006-11-22. Note that the analysis is done 

very roughly, because the only objective here is to get an impression of the recent state of 

affairs. For each political party, I show 1) how much attention is given to privacy issues, and 2) 

if any attention to electronic health records is given. 

 
Figure 5: Sigmund, a Dutch comic by Peter de Wit 

 

http://www.privacyinternational.org/
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6.1.1. Privacy Count 

For each political party which made it to the parliament of the Netherlands after the elections 

of 2006-11-22, I have counted the frequency of the word óprivacyô in its platform
9
. When a 

proposal with negative consequences for privacy included the word óprivacyô, then I counted it 

as a negative number. The source of the election is the study of Leiden political scientists 

(Leiden University, 2006). The results are shown in Table 2: Count of óprivacyô in the 2006 

platforms. A list of party descriptions, seat numbers, specific texts and other details can be 

found in the attachment Att: Dutch elections of 2006 on page 69. 

 

Table 2: Count of óprivacyô in the 2006 platforms 

party 
(abbr) 

+ - rank 

CDA 2 3 -1 

PVV 0 0 0 

VVD 1 0 1 

PvdD 1 0 1 

SGP 2 0 2 

CU 3 0 3 

GL 4 0 4 

PvdA 5 0 5 

SP 5 0 5 

D66 5 0 5 

 

Of these parties, the following parties did mention and favour the EPR: VVD, D66, and 

SGP. For such a privacy-aware party as D66, this is striking. It comes as a surprise that in the 

parliamentary debate of 2010-01-20, Koĸer Kaya (D66) proposed
10

 to delay the EPR until 

patient privacy would be guaranteed. It is surprising ï she departs from the party programme ï 

but on the other hand, this is what voters would expect from D66. 

6.1.2. Analysis 

The political interest in privacy issues and electronic health records at the moment of the 

parliamentary elections of 2006 in the Netherlands is not very high, but a number of parties 

show some attention to the subject. At first look, most low-ranking parties have a Christian 

and/or right-wing ideology, while most high-ranking parties have a secular and/or left-wing 

ideology. 

                                                 
9
 Count executed on 2009-05-14 using Adobe Reader. 

10
 Dutch: Handelingen 2008-2009, nr. 43, Tweede Kamer, pag. 3769-3794 
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6.2. Privacy Barometer 

A far more thorough measurement of how much attention is given to privacy by political 

parties is done by the Dutch organisation Privacy Barometer (2010). The graph below is shown 

on their website and is based on how parties actually act or vote on more than 37 laws, 

proposals and discussion items. The CDA, again, scores very low, while GL and SP score 

fairly well. D66, a party which has a reputation of upholding privacy, is only doing less badly 

than most other parties. Of the four lowest-ranking parties, three are Christian. The fourth is 

the PvdA, a social democratic party. 

 

Figure 6: Privacy Barometer, party ranking of 2010-02-12 

7. Research question 

The preceding paragraphs have given a first impression about how political parties think 

about privacy and EPRs. But the subject of this study is not the political party. It is the 

individual. Do someoneôs political attitudes predict how that individual thinks about the EPR? 

This is the main topic of this study. It is also a subject that is not yet researched (see § 3, 

Previous work). For that reason, I have designed a new study. The central question of the study 

involves the individual and his/her political attitudes. A careful wording and further elaboration 

of this question is needed. 

The main question of this research is whether the importance given to health privacy issues 

such as health records, if regulated by the government, is correlated to political attitudes. For 
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example, do individuals who favour an authoritarian government also, in general, care less 

about their health privacy? 

But how do we specify political attitude and how do we measure a preference for health 

privacy? 

The individual political attitude can be determined in two ways. It can be 1) measured by 

party allegiance, that is, voting behaviour. Although this measures real-world political 

behaviour, it is a poor method to measure oneôs political attitudes: often, no political party does 

exist that exactly mirrors oneôs political attitudes. This is especially true for two-party systems. 

A more appropriate method is 2) the mapping to a position in the political space. This political 

space can be represented using one or more dimensions (axes). This is explained in more detail 

on page 14. 

Thus, to satisfy both methods to measure individual political attitude, two subquestions 

needed answering. First, which political parties are voted for by those concerned about health 

privacy issues? And second, is there a correlation between individual political-ideological 

variables (political position) and the health privacy preference of the individual? 

These correlations might be dependent on culture and national political and health traditions. 

This research was held in the Netherlands. 

The introduction suggested that the health privacy is just a subcase of privacy issues in 

general. Such an assumption might prove false. Health privacy could, in theory, be unrelated to 

other privacy preferences. To test this, a third subquestion was asked. Is there a linkage 

between individual health privacy preference and between the individual stance towards other 

privacy issues? 

7.1.1. Summary 

Main question: health privacy preference ź political attitude 

Sub question 1: health privacy preference ź political party allegiance 

Sub question 2: health privacy preference ź political position / space / scales 

Sub question 3: other privacy preference ź health privacy preference 
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8. Theory and expectations 

Health records touch multiple privacy dimensions: secrecy, control and intimacy (Solove, 

2002). Secrecy will be compromised if unauthorized access to the health record occurs. Control 

will be difficult when medics, not patients, control the information in the patient record (Kidd, 

2008). And often, patient records will contain sensitive information about the intimate life of 

patients. The individual weighs these privacy concerns against the possible private and public 

health advantages to be gained. 

8.1. Conceptualisations 

A discussion of these concepts can be found in the Literature Review on page 13. This 

summary is intended to offer a clear understanding of the concepts as used hereafter. 

 Privacy: The claim of an individual, social group, or association to determine what 

information about himself/itself should be known to others (Westin, 2003). 

 Health privacy: A subclass of privacy concerning medical or genomic information. 

 Other privacy: All privacy not concerning medical or genomic information. 

 Health privacy preference: The preference given to health privacy, measured by asking 

if one likes or opposes the electronic health record. 

 Other privacy preference: The preference given to other privacy issues. 

 Political position: A multi-axial position in the political space 

 Political party allegiance: The political party one votes for. 

8.2. Expected attitudes based on political dimensions 

Oneôs weight given to privacy is partly dependent on oneôs trust in the government and 

others and is thus related to oneôs political attitudes. A political attitude cannot simply be 

described by the words óleftô, órightô or ócentreô. The complexity of the differences between 

parties and ideologies is not well represented by such a simple left-right dimension. A multi-

axial representation of the political spectrum is more appropriate. I explain my expectations 

using three of the four dimensions used by the BSAS (see § 4.1 on page 14). I have skipped the 

ñwelfarism vs individualismò axis because in the Netherlands, that overlaps too much with the 

ñleft vs rightò axis. 

Please note that my theory is highly speculative, because no previous research in the field of 

health privacy and political attitudes is known to me. Here follows my theoretical expectations, 

mostly based on common sense and intuition. This research tries to falsify these expectations. 



33 

8.2.1. Left vs right 

I do not expect much difference here. Although right-wing voters are more critical towards 

governmental projects, left-wing voters might be opposed because they are more concerned 

about privacy issues. Probably, those voters near the centre will have more trust in de 

government, while ultra-right and ultra-left voters will have a more critical attitude and thus be 

more critical about electronic records on civilians in general. But it is hard to tell, because good 

predictors for trust in the government do not exist (see page 21). 

8.2.2. Libertarian vs authoritarian 

It is easy to grasp that state-driven projects appeal more to authoritarian voters, who trust the 

government, than to libertarian voters. I expect a big difference between these two opposites in 

respect to their enthusiasm for electronic health records regulated by the government. The case 

of EHRs administered by private companies might be different for libertarians. They usually 

are fond of economic freedom and technological advancement, so when EHRs are controlled 

by private organisations, they might like it. 

8.2.3. Materialism vs postmaterialism 

I expected that those who value material goods and health would be less concerned about 

privacy issues ð at least, I expect them to be more ready to sacrifice some privacy if that 

would result in better health care. But postmaterialists could be more concerned with health in 

general. So, although I expect materialists to show more support for EHRs than 

postmaterialists, I do not expect this division to run very deep. 

8.3. The role of education, age, gender, and religion 

Earlier research done by the Rathenau Instituut (2009) established that lower educated 

persons do not object to the EPR, while higher educated persons are more likely to object. 

There is no reason to expect different results from this study. 

No earlier work is known to have found a relation of health privacy with gender or age. I do 

not expect to find such relations, although it is always worthwhile to test against background 

variables. 

Religion might have a correlation with a preference for authoritarian government and, in that 

way, increase the enthusiasm for medical records. Research from the Privacy Barometer (2010) 

showed that Christian parties score low on privacy in The Netherlands. 
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8.4. The relation between health privacy and other privacy 
issues 

The term óhealth privacyô already has the implicit meaning that it is a special kind of 

privacy, not to be confused with other forms of privacy. It is reasonable to expect some 

correlation between oneôs health privacy concerns and oneôs concerns about other privacy 

issues; but the correlation might not be as strong as one would assume. Health privacy as a 

standalone concept is further explored in § 4.3 on page 18. 

9. Research methods and materials: The Health 
Privacy and Political Attitudes Survey 

9.1. A quantitative approach 

Choosing between a qualitative and a quantitative approach is dependent on the objectives of 

the study. This research aims to correlate individual political attitudes to individual health 

preferences. It tries to determine whether a measurable correlation exists between two variables 

in a population. Such measurements call for a quantitative approach. 

9.2. Design of the survey 

The lack of a solid data source inspired me to create my own survey, one which includes 

questions on both political attitudes and on health privacy. This is not easy to do, because the 

time and funds for this research are very limited. But a small online survey is doable. Which 

means that the number of questions should be low, so that participants do not quit before 

completing the questionnaire. Because of the practical restraints, I only targeted Dutch 

speakers in The Netherlands. I name this survey the ñHealth Privacy and Political Attitudes 

Surveyò (HPPAS). 

The óbig thingsô I want to cover are 1) health privacy, 2) general privacy, 3) political 

attitudes, and 4) some personal background variables such as age, education, occupation, and 

sex. The general privacy must not be overlooked. It needs to be contrasted with the specific 

health privacy attitudes. 

Note that one might care not much about oneôs health privacy, but still prefer private 

organisations over the government to regulate oneôs health records. So any inquiry into oneôs 
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health privacy preference must include both oneôs willingness to share health information with 

government controlled databases and with private controlled databases. 

I have tried not to invent my own questions. As much as possible, I want this survey to be 

comparable with existing surveys. Besides not wanting to re-invent the wheel, using the 

question wordings from well-known surveys enables future comparative use of this survey. 

How to measure political attitudes is a well-established practice. The BSAS (British Social 

Attitudes Survey) is a well-known survey from the UK with a large questionnaire and big data 

sets. To keep my research compatible with well-known surveys such as the BSAS, I used a 

subset of their questions. I selected a few questions for each political dimension that appear in 

recent editions of the BSAS. The questions taken from, or strongly related to, this survey are 

marked with óBSASô with the year and question number from the user guides from which I 

copied them. The BSAS questions are adapted to the Netherlands: where the word óBritainô 

appears, it is replaced by the Dutch word óNederland.ô 

The BSAS was designed for a two-party system, while the Netherlands have a multi-party 

system. So I included some questions from a Dutch survey as well. Besides, because my 

survey was held in the Netherlands, it was important for my survey to be comparable to an 

important Dutch survey. One of the most important election surveys is the NKO, the 

óNationaal Kiezersonderzoekô, which is Dutch for Dutch Parliamentary Election Studies. The 

NKO, though, has only a small questionnaire compared with the BSAS, so the pool of 

questions that can be used is smaller. Notwithstanding, the NKO question on euthanasia might 

be useful to determine if health-related self-determination extends to health privacy. 

Health privacy questions should include a few of the questions the Dutch medical journal 

óMedisch Contactô which held its own survey targeted at its medical audience (Katzenbauer, 

2009). These specific questions on the Dutch EPR allow for a comparison with earlier research 

on the popularity of the Dutch EPR project. 

The questionnaire itself is included in the attachments. 

9.3. The required number of participants 

Normally, around 1000 participants are required to get statistically significant results. A 

number of ca. 200 ~ 300 participants can be sufficient for smaller research projects with 

somewhat lower significance requirements. This research is mainly trying to answer a óis thereô 
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question, and not a óhow much exactlyô question. That justifies the lower significance 

requirement, and in turn, the lower number of participants (a smaller sample). 

9.4. Viral marketing 

Using the internet for a survey makes it possible to use viral marketing
11

. Participants were 

offered the opportunity to invite a few friends by email. Viral marketing has the potential to 

reach many different persons and groups using the principle of six degrees of separation 

(Milgram, 1967). This means that the chance of only reaching like-minded persons, which 

would derandomise the selection of participants, is minimal. 

To órememberô who was already invited, I generated unique IDs from the email addresses. 

So, I did not store the email addresses without permission, but only stored a Whirlpool hash
12

. 

Such a hash cannot be reduced to the email address itself, but nonetheless is unique for a 

specific email address. 

Closing the survey had to be done with some care. Some people might have unread 

invitations in their mailbox. So, a week before the survey was closed, no new invitations were 

sent. Participants did not have the possibility to send invitations during that last week. 

The survey was located online at: http://www.epd-enquete.nl/ 

                                                 
11

 An informal introduction to viral marketing can be found at http://en.wikipedia.org/wiki/Viral_marketing 

 
12

 http://en.wikipedia.org/wiki/Whirlpool_%28cryptography%29 

http://www.epd-enquete.nl/
http://en.wikipedia.org/wiki/Viral_marketing
http://en.wikipedia.org/wiki/Whirlpool_%28cryptography%29
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10. Results 

10.1. Demographic Analysis 

Does the sample offer a good representation if the population? This is evaluated in this 

demographic analysis. 

10.1.1. Sample size and gender 

Of the 218 respondents, 124 (57%) are male and 94 (43%) are female. 

10.1.2. Survey running time 

The survey started on 2009-11-17 and ended on 2009-12-17, so the running time was exactly 

one month. Most responses were recorded during the first two weeks of the survey. This is 

likely to reduce the chance that new political developments or media coverage has had much 

influence on the survey outcome. 

10.1.3. Age distribution 

The average age of the respondents was 36. That is only slightly below the average age of 

the Dutch population, which was 38 years in 2003 (NIDI, 2003). But a visual examination of 

the age pyramids for my survey and for the population at large reveals some differences. In my 

survey, people aged 30 to 50 are somewhat underrepresented, while older people and 

especially young adults are somewhat overrepresented. 
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Figure 7: Age pyramid of the respondents, output from SPSS 

 

 

 
Figure 8: Age pyramid for the population at large (CBS, 2010) 
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10.1.4. Age and gender 

The age pyramid already showed that the female respondents are, on average, younger. This 

is confirmed by the following query result
13

: 

Table 3: gender and age 

gender age 

f 32.3 
m 39.5 

 

To determine the significance of this difference between the gender groups, a Studentôs 

independent samples t-test is performed. Levene's test significance = 0,002 < 0,05 so equal 

variances not assumed. In other words, the variability in age is of significant difference 

between the sexes (which is not good). The 2-tailed significance of the t-test is zero, so there is 

a significant difference of the variable principle between males (mean = 32,3; sd = 13,0) and 

females (mean = 39,5; sd = 15,9) ( t(215) = 3,693; p = 0). 

10.1.5. Education 

My survey selection method has led to a high number of higher educated respondents. Many 

email invitations were sent to students and members of student associations. How does this 

affect this study? 

In the Dutch general population of 2008, 25% has a higher degree
14

 (CBS 2007). In my 

sample, it is 138/218*100% = 63%. That is a very substantial difference with possible 

consequences for the conclusions that can be drawn from this research. The study results are 

more reliable for the higher educated parts of the population. 

On the brighter side: 63% is closer to 50% than 25% is to 50%. This means that my survey 

data is well fit to detect differences between the higher educated and the rest. 

                                                 
13

 See SQL attachment, formula 1 
14

 In the Netherlands: HBO and WO 
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10.1.6. Religion 

This an overview of the number of different religious groups in the sample
15

. 

Table 4: religion 

religion  count  %  

0 not religious  121  55.5  
1 believer  35  16.1  
2 Roman Catholic  18  8.3  
3 Reformed  12  5.5  
4 Presbyterian  4  1.8  
5 Protestant  15  6.9  
6 Islam  0  0  
7 other  13  6.0  

 

Alas, no Moslems are in this sample, while in The Netherlands, they constitute 5% of the 

population (CBS, 2009). In the sample, a larger part is not religious or not a member of a 

religious organisation (56% + 16% = 72%) than in the Dutch population (42%). 

 
Figure 9: Religious groups (CBS, 2009) 

 

10.1.7. Evaluation of the viral marketing and randomness 

The viral marketing has worked less well then I had hoped for. Many respondents are close 

to me, studying in Leiden or close to my family or former work circles. The sample is still very 

                                                 
15

 See SQL attachment, formula 2 
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diverse, but the selection method could not prevent this lack of randomisation. Results from 

this study are thus primarily applicable to the groups that were preferred by the selection 

method. 

10.1.8. Summary of the Demographic Analysis 

The sample is skewed towards high educated, atheist, young males, often studying in Leiden. 

Still, all age groups are well represented, as are women. 

10.2. Statistical Analysis 

The most important dependent variable (DV) is principle: the question whether, in principle, 

one opposes (-1), is neutral (0) towards, or favours (1) the EPR. The theory identifies a number 

of independent variables (IVs) that could affect principle and those variables are analysed. 

Also, I try to find empirically eventual correlations by using a correlation matrix. The variables 

of influence are combined in a general linear model to compare the strength of influence of the 

various variables. 

10.2.1. Political party dimensions 

A correlation between party affiliation and health privacy hits the core of this study. The 

results of the survey are given in the table below. 

Table 5: political parties, absolute numbers 

party votes principle objected longterm 

PVV 6 17% 83% 33% 
abstain 3 33% 33% 33% 
D66 25 54% 16% 70% 
PvdA 29 62% 26% 71% 
SP 20 63% 18% 80% 
n/a (not active) 19 63% 11% 76% 
PvdD 7 64% 14% 79% 
VVD 22 66% 11% 84% 
SGP 7 71% 14% 64% 
GL 26 73% 13% 85% 
CDA 28 73% 9% 84% 
CU 12 75% 17% 71% 
not 13 96% 0% 100% 
other 1 100% 0% 100% 

 

Using the method of Kieskompas  (2010), one can create an ordinal ordering of the Dutch 

political parties on two scales: [left ï right] and [progressive ï conservative]. I have recoded 

the original party variable to two other variables
16

: party_leftright and party_conservative. 

                                                 
16

 See § 15.3 Att: party encoding in the data file 








































































