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     Introduction   

    Ruth   Chadwick    ,     Mairi   Levitt     and     Darren   Shickle    

   The fi rst edition of  The Right to Know and the Right Not to Know  was 
published in 1997 as an output of the Euroscreen projects (1994–6; 
1996–9), funded by the European Commission. The idea for the book 
emerged over dinner at a conference in Turku, where Ruth Chadwick 
had given a talk on the topic of the right to know and the right not 
to know, and discussion in the management team of Euroscreen con-
cluded that there were so many interesting associated issues that a vol-
ume could and should be prepared. As the publication was an output 
of a project on genetic screening  , it did not seem necessary to specify 
in the title that the issues were to be understood in the genetic con-
text. At the time, it was a hot topic in genetics: in the 1990s there had 
been much discussion about disclosure (or not) in the clinic. At the 
beginning of the decade, for example, the Royal College of Physicians 
published its  Ethical Issues in Clinical Genetics  (1991), which identifi ed 
a number of possible scenarios, and in the same year the results of the 
empirical survey of disclosure dilemmas, conducted by Dorothy Wertz 
and John Fletcher, was published in the journal  Bioethics  (Wertz and 
Fletcher  1991 ). 

 There had been developments, however, in the 1980s, which paved the 
way for discussions related to wider population screening (Shickle and 
Harvey  1993 ). The Nuffi eld Council on Bioethics published its report 
on genetic screening in 1993. Of the two   Euroscreen projects that were 
funded by the European Commission, the fi rst (1994–6) examined eth-
ical issues in predictive medicine  . The second was concerned with insur-
ance  , commercial testing   and public awareness  . Clearly, issues of rights to 
know and not to know were implicated in all of these, in different ways. 

 In the clinic the principal issues discussed concerned potential ten-
sions between the interests of family members, and the right (not) to 
know about late onset disorders. A commonly discussed scenario was 
where one member of a family wished to undergo genetic testing   but 
another (their parent, for example) did not, the implication being that 
disclosure for the one would also give an indication of the genetic status 
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of the parent. Findings of non-paternity in genetic testing in the clinic 
also gave rise to potentially diffi cult situations. 

 In relation to late onset disorders, some people would prefer to know 
about their risk of developing diseases such as cancer or dementia, even 
though the onset might be decades into the future, so that they could 
structure their lives accordingly (even though the predictions would be 
fraught with more or less uncertainty, depending on the condition in 
question). For some individuals with a strong family history of genetic 
disease, the uncertainty of not knowing was diffi cult to bear, and hence a 
genetic test that helped to provide more clarity helped to alleviate these 
anxieties, even if the recalculated risk was higher. The contrary position, 
held by other individuals, was a preference  not  to know, and to live in 
the hope of a long and healthy life. There were also particularly challen-
ging issues about genetic testing   of children (Clarke  1994 ). These issues 
remain. 

 The wider issues addressed in projects such as Euroscreen 2   included 
the rights of third parties   such as insurers and employers to what they 
perceived as information relevant to insurability or employability; the 
rights of individuals to access genetic information in the marketplace 
rather than in the clinical context (and without the professional safe-
guards associated with a clinic); and the right of society (including but 
not confi ned to patient groups) both to be informed about the direction 
of science and to have a voice.   

 In this book we aim to update the debate by further critiquing philo-
sophical principles of privacy and autonomy, reviewing changes in the 
genetic privacy debate since the 1990s and discussing new arenas of the 
privacy concern.  

     Part I: Philosophical and legal issues 

 Part 1 sets the scene with an overview of the philosophical and legal 
debate around the right to know and the right not to know. In the fi rst 
chapter the editors explore developments since the fi rst edition of the 
book in 1997. There have been changes in context with the completion 
of the Human Genome Project  , the establishment of large-scale popu-
lation biobanks   and social and political change, with an increase in sur-
veillance   and an explosion in social media  , emerging issues and trends 
in ethical approaches. Genomic research has opened up the potential of 
personalised health advice, in the context of medication   (pharmacogen-
omics  ) and nutrition   (nutrigenomics  ). Whole genome sequencing   has 
meant that rather than disclosing just single incidental fi ndings there is 
now the prospect of knowing everything in the genome. Thinking about 
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the ownership of genetic information   has expanded from the implica-
tions of the right to know and right not to know for the individual’s sense 
of identity to include the implications for collective identity  . In ethical 
approaches there is now a greater emphasis on solidarity   and equity   and 
a trend towards rethinking the concept of privacy,   over and above devel-
opments in data protection  . 

 Next, in the only chapter reprinted from the last edition, J ø rgen Husted 
focuses on the specifi c issue of unsolicited disclosure   of genetic informa-
tion to hitherto unsuspecting relatives, who thereby irreversibly lose their 
‘genetic innocence’ and thus their right not to know. In thinking about 
the moral acceptability of this – about whether it can be justifi ed in terms 
of a right to know – he distinguishes between two senses of autonomy: 
a thin and a thick conception. From the point of view of the thin con-
ception the disclosure appears to enhance autonomy by providing infor-
mation to facilitate decision making. This analysis is fl awed, however, if 
a thick conception allowing for autonomy as self- defi nition  is acknowl-
edged, because it takes away from the individual the very decision of 
whether to know or not to know. There are dangers here of moralism   as 
well as paternalism  . 

 Graeme Laurie’s analysis of privacy and the right not to know   is in 
contrast to that of Husted. He argues that while the right to know is 
typically underpinned by an autonomy argument, the right not to know 
cannot be so underpinned, except in situations where an individual has 
expressed a prior wish not to know. For Laurie the diffi cult cases of dis-
closure concern those instances where there is no prior expression of 
preference, and to disclose the option of knowing/not knowing will in 
itself make clear that there is something to know. Here the interests at 
stake are best construed as privacy interests. Privacy here is explained as 
a genuine state of separateness from others, which also includes  psycho-
logical separateness    from others. The chapter proceeds to examine what 
legal protection of such interests is possible and concludes that the role 
of the law here should be approached with caution: ‘Professional discre-
tion, rather than legally imposed duty, is likely to be the optimal way to 
navigate this particular maze’.  

     Part II: Issues in genetics 

 The second part contains fi ve chapters on contemporary issues in gen-
etics. Kadri Simm reviews the ethical debates when large population 
biobanks   were being established and the lack of discussion at that time 
of the possibility of incidental fi ndings, that is, the discovery of DNA 
information that might be relevant to a donor but was not the aim 
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of the research. Simm discusses why ‘incidentalome  ’ has now become 
a hot topic in biobanking. As genetic research is more commonplace 
and biobanks share information across global networks the challenge 
of feedback looms large and researchers and institutions consider what 
is the right thing to do and who should do it. Whereas most biobanks 
had no mechanisms for the feedback of personal information to donors 
when they were set up, sociological research has indicated that donors 
would like such feedback. Simm considers the arguments for and 
against the disclosure of relevant research results to donors and the 
proposals for guidelines in this area. The focus is now on the ‘how and 
when’ of feedback, rather than ‘if and whether’ it should be given. In 
a future where whole genome sequencing   becomes cheaper and part 
of routine medical care, it cannot be assumed that individuals will act 
on the information that is disclosed and that their quality of life will 
improve. 

 Robin Williams and Matthias Wienroth focus on forensic databases 
and who has the right to commission, deploy and share this informa-
tion. Having considered the complex and divergent legislation that limits 
the uses of forensic DNA profi les in different jurisdictions, the authors 
look at recent controversial developments that promise the ability to 
infer relatedness through familial searching, population group origins 
and physical attributes of the person whose sample has been analysed. It 
might be presumed that legally sanctioned criminal investigations have 
a right to know but whether such intrusive interventions may be consid-
ered legitimate depends on who is to have access to the knowledge and 
their overall value orientation, the purposes for which it will be used and 
the categories of people to be subject to these interventions. The authors 
conclude with a discussion of the claims of the individual either to be 
known or to be forgotten. 

 Mairi Levitt argues that in order to exercise a right to know or a right 
not to know, it is necessary to have the right information to facilitate 
this choice. The problem is that in many areas of everyday life, choices   
have proliferated: some choices may be trivial, others have more import-
ance. At the more signifi cant end of the spectrum, patients and parents 
are bombarded with information about health and child rearing. The 
assumption is frequently made that an individual will be empowered 
by choice and in turn that empowerment is a means to improving the 
quality of individuals’ lives. Choice has also been portrayed by govern-
ments as the key mechanism in driving quality and value for money 
in public services. However, as Levitt points out, individuals who are 
economically deprived may also be relatively choice   deprived. Levitt 
describes the effects on the chooser, both positive and negative, of an 
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ever-increasing range of choices. In particular, there are psychological 
consequences for making decisions under uncertainty and where there 
are implications for health and well-being of self and family. In recog-
nition of this, many societies evolve socially acceptable ways of doing 
things that remove the need for individuals to decide how to act in 
every situation. Levitt concludes by discussing the implications of an 
increasing range of options arising from genetic technologies and how 
third parties   may seek to infl uence these choices through more or less 
subtle messages about what the good parent or the responsible person 
should do. 

 One expanded area of choice is the emergence of commercial com-
panies offering knowledge of one’s own genome. Barbara Prainsack dis-
cusses seven instances of knowing, sharing and storing data on one’s own 
genome; from genetic analysis within a clinical context to making one’s 
own genomic data public. Although the right to know   one’s own genetic 
constitution might be seen as relatively unproblematic, there are new 
issues to consider, including the portability of genetic data   and the avail-
ability of raw data that individuals might analyse, make sense of using 
online tools, share with others or make accessible for research. Prainsack 
discusses the risks inherent in these practices and comes to the conclu-
sion that there are no compelling reasons to deny a person the right to 
know his or her own genome. Individuals should be able to enforce a 
right not to know   in relation to institutions, but they should not be able 
to enforce this right vis-à-vis other individuals who may disclose infor-
mation that, at least partially, applies also to them. 

 The last chapter in this part sets out to investigate the intricate relation-
ship between science, ethics   and accountability   against the background of 
developments in the genomic sciences. To whom are scientists account-
able with respect to the content and outcomes of their work? Highly 
‘inconvenient truths’ may result from meticulous empirical observation 
and rigorous theoretical analysis. What to do if carefully derived, robust 
research fi ndings clash with the deep convictions and key components 
of people’s traditional knowledge – in particular if it concerns vulner-
able populations? Can people be expected to consent to the confronta-
tion with ‘enlightenment’? Respect for persons and populations requires 
respect for choosing to adhere to tradition and narrative. The case study 
of the Havasupai is used to explore the ways in which scientifi c fi ndings 
about communities can clash with fundamental beliefs they have about 
themselves. Scientists should adhere to the values of science that, accord-
ing to Ismail Serageldin, presuppose ‘freedom to enquire, to challenge, to 
think, and to envision the unimagined’ and they may thereby reveal some 
inconvenient truths.  
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     Part III: Emerging issues 

 In the third and fi nal part Henk ten Have sets the scene for the discussion 
of emerging issues by a consideration of the rise of the genetic framework 
for human existence, used not only for viewing health and disease but 
also for human behaviours and interactions. He shows that this geneti-
cisation   is one part of a dominant ideology which has often remained 
unanalysed in bioethics but is becoming subject to criticism in some 
areas of science. Within this dominant ideology of neo-liberalism  , global-
isation   is focused on empowering   autonomous individuals, who should 
be free to choose what they want, rather than on the interconnectedness 
of humans with each other and the environment. As bioethics   becomes 
global bioethics, ten Have discusses the consequences of this change, 
drawing on Foucault’s concept of biopolitics   that subjects autonomous 
individuals to new and pervasive forms of discipline  , monitoring and 
surveillance  , self-regulation  , nudging and incentives  . In this context of 
individual responsibility   the protective role of the state is deliberately 
decreased, and economic and social determinants of health become 
irrelevant. In the second part of the chapter, ten Have fi nds areas where 
neo-liberalism is under critique as the public domain is being redefi ned 
and expanded. He discusses changes in the patenting system, increases 
in data sharing and open access publishing as evidence of the emergence 
of a new ethos of science. However, as a more open science maximises 
the right to know, it is important to refl ect on the implications for the 
protection of privacy and whether privacy is viewed from an individual 
or social perspective. In conclusion, ten Have discusses the critical role 
of bioethics today. 

 The next four chapters focus on four emerging issues. First, Anca 
Gheaus discusses ‘designer babies  ’ and the possibility of harm in know-
ing that one has been selected or enhanced. Parents may speculate what 
their unborn children will be like when they grow up – what will they 
look like? will they be clever? what occupation will they have? – but Anca 
Gheaus explores the consequences for the parent–child relationship if 
children were selected for particular traits or genetically enhanced. She 
argues that they might feel as though the love that they receive from their 
parents is conditional on them growing up to manifest the selected traits. 
Gheaus’s argument is underpinned by an understanding of adequate 
parental love which includes several characteristics: parents should not 
make children feel they are loved conditionally for features such as intel-
ligence, looks or temperament; they should not burden children with 
parental expectations concerning particular achievements; and paren-
tal love is often expressed in spontaneous enjoyment and discovery of 
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children’s features. Gheaus concludes by arguing that this understanding 
of parental love provides a reason to question the legitimacy of parental 
use of selection and enhancement   and to explain why parents should not 
engage on a quest for the ‘best child’. 

 The next two chapters consider the role of traditional and digital 
media   in the right to know and the right not to know debate. First 
Joachim Allgaier considers what have been the main sources of infor-
mation about medical and scientifi c development: television and the 
press. These have framed the public debate about the ethical and legal 
issues associated with such technologies. However, the inter-relationship 
and inter-dependence of scientists, journalists and public are complex, 
requiring deeper investigation. Allgaier notes that genetic manipulation 
and biotechnology   became a topic of mass interest in the mid-1990s, 
most notably in the context of genetically modifi ed food   and cloning  . 
This time was also marked by a divergence in the debate around biotech-
nology, with a separation between agri-food (green) and biomedical   (red) 
biotechnology. This distinction has consequences for how the different 
technologies were portrayed in the mass media  , and consequently how 
they were perceived by the public. Allgaier analyses the media coverage 
of these different manifestations of biotechnology and genetics over the 
last twenty years and presents data on how public opinion and attitudes 
towards genetic biotechnology have also evolved. 

 Richard Watermeyer argues that in the age of the Internet, informa-
tion is both ubiquitous and instant – instantly populated, repopulated 
and retrieved. Science dialogue   has been opened up to social actors with 
disparate socio-political orientations. The public are able to interact dir-
ectly with scientists, bypassing the mediation of science journalists. The 
fl uidity of online interactions provides for a more integrated, informed 
and effi cient republic of choice makers compared to traditional forms of 
public consultation  . This represents a unique opportunity for the online 
citizen to emerge as a scientifi c citizen or citizen scientist, beyond the 
control of dialogue sponsors and regulators who may wish to inhibit, 
contain or direct public debate. However, Watermeyer recognises that 
online public dialogue   in science is not without risk or drawback. User-
generated scientifi c information is particularly susceptible to inconsist-
ency or factual error caused by unscientifi c, subjective interpretations, 
but also to manipulation by online authors seeking to align scientifi c 
‘truths’ or re-imagine ‘facts’ in line with their particular agenda or inter-
ests. The dialogue, or as Watermeyer calls it, the ‘polylogue’, may be 
inchoate and fragmentary and the multitude of perspectives may still 
coalesce around the same concerns as arise from face-to-face dialogue. 
Indeed, the sheer abundance and heterogeneity of digital publics may 
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actually inhibit public debate and decision making. The onus is on par-
ticipants to make fair and credible assessments, particularly where pub-
lic knowledge of new science is limited. The question remains of how 
to mobilise ‘uninvited’ dialogue     in ways that might bear pressure on 
organisational and governing powers. The public are becoming increas-
ingly adept at navigating their way online and, for the current younger 
generation, to ‘exist offl ine’ is for the majority fantastical and absurd. 
However, less technologically savvy older generations might be excluded 
from such polylogues. For Watermeyer, the important questions are not 
about our right to know or not to know in the digital age, but how we 
make sense of what we know, what we need to know and what we do not 
need to know. 

 In the fi nal chapter Michiel Korthals discusses the food we eat. 
Everyone needs to eat, but in modern societies there is a gap between 
food production   and food consumption  , resulting in people becoming 
both alienated from food and subordinated to corporate production of 
food. Consumers lose their trust in the food sector. In the food sector, 
the right to know and to be informed about the aspects of food one is 
interested in has prominence over the right not to know. Those who do 
not wish to know about their foodstuffs can simply ignore the informa-
tion. Korthals discusses consumer rights   and the ethical considerations 
that underpin them, and the pros and cons of labelling. The right to 
know has its mirror in the duty to inform, and here companies, gov-
ernments and civil societies play a role. However, the food sector is an 
incredibly complex bowl of spaghetti, full of black holes, sometimes due 
to the strategies of producers to make information inaccessible and to 
defend their interests. It is a ‘bizarre bazaar’. Perhaps the gap between 
consumers and food production can be bridged by labelling and certi-
fi cation schemes, but these are in many cases not suffi cient to structure 
the food sector into a fair sector that acts responsively to consumers’ 
and citizens’ interests. Market-driven and third-party certifi ers (label-
ling organisations) are often not living up to their promises. The right to 
be informed can also be given shape by consumers and their organisa-
tions in developing knowledge and information schemes (as a kind of 
crowd communication system) by using modern mass media   such as 
apps. Moreover, in participating in agricultural processes, for example in 
Community Supported Agriculture, consumers can organise their own 
knowledge about what they think is ethically legitimate to eat.  
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