Cambridge University Press
978-0-521-87458-8 - Rethinking Informed Consent in Bioethics
Neil C. Manson and Onora O’Neill
Index
More information

Index

accountability 167–82, 197
first- and second-order obligations involved
in 167–8
managerial 172–4
professional 171
promoting trust 167
purposes served by systems of 168
structure of 181–2
variety of systems of 167–9, 170
Alder Hey Hospital 14
anonymisation
of DNA samples 118–19
of personal data 116–19, 157–8, 195–6
autonomy 16–22, 69–72
individual 18, 20, 185–6
Kantian 17
limitations of an appeal to 69–72
principled 17
rational 21
commitments
cognitive and practical 50–7
communication and 90–4
consent and 90–4
communication
agency model of 65, 66, 180
communicative commitments 90–4
conduit and container model of 34–5, 65
mathematical theory of 37, 146–7
two models of 64, 68–9, 130–1
via action. See communicative actions
communicative actions 54–7
communicative norms 41–2, 57–64,
84–90
communicative obligations 123–7
conduit and container metaphors 34–5,
194–5, 197
and genetic information 147–9, 150–2
and information privacy 105–11
and informed consent 68–9
and transparency 178–81

confidentiality 123–7
contrast with data protection 126–7
legal discussion of 124–6
consent. See also informed consent
and non-competence 71, 192–4
as waiver 72–7, 189
bogus 92, 95, 154
explicit and implicit 8, 10–11, 80
generic and specific 8, 11–12, 80, 190
hypothetical 6
impossibility of fully explicit 12
in data protection legislation 112, 116, 128
opacity of 12–15
proxy 6
reasons for waiving prohibitions 75–6
to cannibalism or torture 70
consent requirements
varying standards for 81–2
Data Protection Act 1998 22, 111–21, 128
and personal information 113–15
broad definition of information processing 114
declaration of Helsinki. See Helsinki, declaration of
direction of fit 52, 161
Draft Genetic Privacy Act 133–7
epistemic norms 63 See also informational
obligations
and informed consent 184–5
epistemic responsibility 60–1
European Directive (95/46/EC) on data
protection 120
explicit consent. See consent, explicit and implicit
generic consent. See consent, generic and specific
genetic exceptionalism 132
genetic information
attitudes to 142–3
conduit and container metaphors for 147–9,
150–2
contained in DNA 145–9

211

© Cambridge University Press

www.cambridge.org

Cambridge University Press
978-0-521-87458-8 - Rethinking Informed Consent in Bioethics
Neil C. Manson and Onora O’Neill
Index
More information

212

Index

genetic information (cont.)
in molecular biology 146–7
nature of 145–9
privacy rights over 133–45
risk of abusing 143–4
variety of uses of 140–2
genetic knowledge 131–2
genetic privacy. See privacy, genetic
Genetic Privacy Act. See Draft Genetic Privacy Act
genetic privacy legislation 23
Helsinki, declaration of 7–9, 80, 82
Human Tissues Act 2004 23
hypothetical consent. See consent, hypothetical
implicit consent. See consent, explicit and implicit
implied consent. See consent, explicit and implicit
individual autonomy. See autonomy, individual
inferential fertility 46
and genetic information 136–7
and information privacy 105
information and informing
as a type of action 34–5
classifying information by content 28–9
informing, nature of 41–8
informing, rationality of 43–5
non-semantic conception of information 37
information privacy 97–101, 194–6
and personal information 103
as right over information content 105–11
basis of 100–1
rethinking of 121–3
informational obligations 101–5, 196
distorted view of 110–11
first-order 29–30, 105–11
second-order 31, 111–21
informational privacy. See information privacy
informational rights. See informational obligations
informed consent
and communicative norms 90–4
and standardised consent forms 190–1
as communicative transaction 69, 84–90, 94–6
as disclosure for decision making 69
as waiver. See consent, as waiver
assumptions underlying informed consent
procedures 27–33
conduit and container metaphors and 68–9

© Cambridge University Press

distortions of 34
extended scope of 4–6
justification in terms of individual autonomy
16–22
no uniform standard for 83
practical proposals 189–97
regulatory reinforcement of 22–4
rethinking justification of 72–7
rethinking scope of 77–84
standards for 6–16, 189–92
transactional model of 69
two models of 68–9
Nuremberg Code 2–4, 79
paternalism 72, 155–8, 171
not always avoidable in clinical practice 156
performance indicators 175
personal information
nature of 104
used for impersonal ends 108–9
placebos 9
privacy
differing conceptions of 97–8
genetic 23, 133–45
right to 98 See also information privacy;
informational obligations
privacy interests 98
proxy consent. See consent, proxy
public goods 19
referential opacity 12, 45
research ethics 7–9, 199
respect for autonomy 16–22
specific consent. See consent, generic and specific
transparency 177–81
reasons for transparency requirements 178
role of conduit and container metaphors 178–81
trust 158–77
and ‘direction of fit’ 161
differentiation of 164–7
ineliminability of 162–4
placing and refusing 159–62
waiver. See consent, as waiver

www.cambridge.org

