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Confidentiality and Consent:
Partnership or Conflict?

Our decision to hold the meeting Confidentiality and
Consent: where are the limits? followed a number of
recent events where considerations of confidentiality and
consent had received intense media coverage. The media
put forward, as axioms, views that can be seen as going well
beyond previously accepted practice and well beyond the
philosophical underpinnings of the subject. The meeting
therefore came to explore both the general status on 
consent and confidentiality in philosophy, religion and 
regulation and individual examples of situations where 
problems arise and solutions need to be found. The papers
presented will be published as a special number of the

Journal of Medical Ethics in due course and this brief
account is no substitute for reading the publication!

Onora O’Neill pointed out to us that the best reason 
for taking informed consent in medicine seriously is to 
provide an assurance that patients are neither deceived 
nor coerced. The very differing attitudes to consent of 
‘libertarians’ and ‘utilitarians’ came up on several 
occasions during the meeting; the former regarding consent
as not merely necessary but also sufficient for most activities
not actually forbidden by law and utilitarians giving much
greater weight to consideration of the public good.

continued on page 2

The Academy held a very successful meeting - Confidentiality and Consent: where are the limits? - on 12 February. Those taking part in the debate included
(clockwise from top left) Margaret Brazier, Onora O’Neill, Alastair Kent, David Shaw, Frank Harris, Martin Bobrow, Iain Torrance, Michael Orme, Cyril Chantler
and Peter Lachmann. The meeting was generously supported by the University Hospitals Association.



Academy of Medical Sciences - 2

Ian Torrance gave us a Christian perspective on 
confidentiality pointing out that Christianity has no
proprietary interest in confidentiality, rather being
committed to truth telling and trustworthiness. His
views stand in rather stark contrast to the Health and
Social Services Act that shows a deep proprietary
interest in confidentiality. Leslie Turnberg discussed
the problems of the use of data in public health 
surveillance particularly in relation to Section 60 of
this Act, on which the use of data for medical 
surveillance now largely depends. He was not 
optimistic that it would work well.

On end-of-life issues, John Harris took a staunchly 
libertarian line and also pointed out that the current
distinction made between ending life by taking action
on one hand or not taking action on the other cannot
be ethically justified.

On the regulatory side, Margaret Brazier discussed
the legal situation and pointed out that the Retained
Organs Commission had never given instructions that
historic collections should be destroyed or returned.
Phil Boyd gave an account of the role of the
Information Commissioner with regard to storage of
personal data. It was pointed out by both speakers
that the detrimental effects on medical research
posed by the existence of both these bodies are
based more on perception than reality - a view that
gave rise to some vigorous discussion.

A number of specific situations were discussed in
detail.

John Clements from WHO discussed the problems
of vaccination, concentrating on the current problems
that the UK has with the MMR vaccine. Nick Partridge
discussed confidentiality and consent in relation to
the experience of HIV and the AIDS epidemic. The

lessons learned there should really help to map a
more rational path for the future. Michel Cuénod 
discussed the ever difficult problems of research on
the mentally incompetent. This is clearly a public
good, particularly for those who suffer from mental
disease, but the problems of obtaining informed 
consent may well be insuperable. Ian Kent on behalf
of the Genetics Interest Group posed the intriguing
question ‘Whose information is it anyway?’. He 
pointed out that information about genetic diseases
affects family members who will usually not have been
asked for consent. Nevertheless, the patients’ groups
concerned with genetic diseases are, in general, very
supportive of genetic research.

Finally Cyril Chantler described and defended the
views and actions of the General Medical Council
Standards Committee, which he chairs. This gave 
rise to a lively discussion on how to reconcile the
imperatives of disease surveillance and of clinical 
trials with the individual’s rights to privacy and the
need for informed consent.

The meeting was held to have achieved its aims.
There was a substantial consensus that rights to 
both confidentiality and to consent are subject to
derogation for good cause. However society has
changed its attitudes on these matters in recent years
and finding a new balance
between the public good
and the private interest 
is not proving easy. I hope
that this meeting has gone
some way to showing
where such a balance 
may be found.

Peter Lachmann PMedSci

Confidentiality and Consent 
The predominant theme of this
issue reflects current controversy
and recent legislation concerning
the confidentiality of identifiable 
personal health information. Patient
confidentiality and valid consent are
sacred tenets in medicine, as 
exemplified by a pious resolution at
the BMA’s annual meeting in 1980

affirming that ‘confidentiality is sacrosanct’.

In real life, secular considerations challenge this 
cosy concept. What about the syphilitic rapist; the 
paranoid psycopath? More controversially, sufferers
from malignant disease who, by withholding consent
to the communication of crucial information, 
jeopardize the integrity of a cancer register?

This conflict between principle and reality is no 
sterile dichotomy between libertarian and utilitarian

theoretical philosophies but an every-day dilemma
faced by patients and practitioners when it is 
impossible or at least impractical to anonymise 
personal health information. Ideally the dilemma is
resolved by securing valid, truly informed consent
from the patient to the use of personal health 
information by those with a ‘need to know’ including
bona fide researchers, with guarantees of secure 
systems to protect patients and those who care for
them from any possible abuse. But this begs many
questions.

The Academy’s timely meeting on 12 February
addressed this topic, and is reported by the 
President along with contributions illustrating the
practical issues involved in communicable disease 
surveillance, genetic research and cancer registration.

Sir Alexander Macara FMedSci, Editor

continued from page 1



Detection of outbreaks of infectious disease and tracing and eradicating
their sources requires rapid communication between a number of different

professionals and the collaboration of patients and the public. Ensuring that this can happen without
apparently betraying patients’ confidences requires consent which, in many instances, can only be
presumed. This presumption goes beyond what some interpret as the requirements of Common Law
and Data Protection Acts. Because of this, Section 60 of the Health and Social Care Act was drawn
up, but even this seems to be frustratingly obstructive to many.

This is perhaps best illustrated by ways in which the Public Health Laboratory Service (PHLS) goes
about its work of Communicable Disease Surveillance. When a laboratory detects an organism, for
example E.coli 0157, laboratory staff notify the PHLS, Consultants in communicable disease 
control, perhaps Environmental Health Officers, Regional Epidemiologists and the GP. These in turn
mobilise the personnel and resources to trace the sources and likely spread, by talking to patients and
contacts, and examining food sources and so on. Information has to be passed rapidly between 
personnel, often before it has been possible for the GP or others to contact the initial patient for 
consent to set this process in motion. Unless the infection is a ‘notifiable’ disease, then this may be
thought of as requiring prior consent. Indeed, a number of laboratories have already seemed reluctant
to report in case they contravene GMC guidance.  

Section 60 of the Act was designed as a way through this difficulty, by providing a mechanism for
approval of research and public health activities where it is not possible to obtain prior consent.
Unfortunately, the Section 60 process is proving sluggish in its operation, although in due 
course it may prove helpful. It was, in any event, set up as a temporary measure. It was suggested
that as the public became more informed about what happens to data about them 
within the Health Service, a general acceptance would develop that this sort of work could be 
pursued with data derived from them. However, it is unclear whether a general knowledge by the 
public of the types of activity which may be pursued with their data will be sufficient for it to be 
construed that they have given informed consent. It seems likely that this problem will remain 
unless society moves to a more accepting, trusting and altruistic level of understanding of their
responsibilities, as well of their individual rights. Even here, however, we would need to be clear what
the law and its interpretation would allow.

The public has seemed happy with the general idea that information about them can be used for
research and for the public good, providing that they can be reassured that they will not be 
embarrassed or harmed by this activity. Historically this is certainly the case and there is no evidence
that I can uncover that harm or embarrassment has resulted for any patient by the use of information
about them for communicable disease control in the past. However, it is impossible to ignore 
the fact that public distrust has been heightened in recent times, and it will be important to put in place
stringent reassurances that the public can rely on.  

At the end of the day, however, communicable disease control activities and researchers require a
degree of altruism and responsibility in society. This seems to be there but is currently overlain by 
legal and bureaucratic systems that are supposed to serve the population but pose a threat of greater
damage to individuals. We certainly need more open debate with a much wider public, but in the end
common sense will have to prevail.  

Lord Turnberg FMedSci

Common sense and common
consent in communicable 
disease surveillance
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Cancer registries at present receive named data, 
including certain limited clinical information, on all 
individuals diagnosed with a malignancy resident in a
defined geographical area. Consent is not sought from
the individuals concerned for their clinical data to be 
transferred to the registry. There is good evidence from
other countries that if consent has to be sought, then 
registration will be substantially incomplete. To justify the
transfer of named clinical data without consent in these
circumstances requires justification that anonymous data
and incomplete registration would be inadequate for many
of the purposes of cancer registration.

The original, basic purpose of many cancer registries was
to provide estimates of cancer incidence by tumour 
localisation and morphology, and to evaluate variation in
incidence over time, by geographic sub-region, by ethnic
group, socio-economic status and other population 
subdivisions. For this purpose, named data are not 
essential, but incomplete data could be seriously biased
and misleading. The uses of cancer registration have
evolved considerably over the years, and for some 
purposes named data are essential.

These include:

1. Studies of survival

These studies require linkage of the registry data to 
individual death records, for which purpose the registry
data clearly requires personal identification. Registry
based survival studies are the only way of ascertaining
whether improvements in treatment are feeding through
the totality of cases occurring in the population, whether
there are variations in survival by social class, distance to
a treatment centre, type of treatment centre or by region
or district, or other indications that treatment is not being
delivered in an equitable manner. Use of cancer registry
data to demonstrate that survival in this country was
worse than in most of our European neighbours has had
a major impact on the organisation of cancer treatment
services.

2. Evaluation of cancer screening programmes

Screening programmes are becoming an increasingly
important component of cancer control. Nationwide 
programmes for breast and cervix cancer are in operation,
screening for colorectal cancer is now being introduced
on a pilot basis, and screening for prostate and 
ovarian cancer are being evaluated in randomised trials.
Monitoring of screening programmes is essential to
ensure that acceptable quality levels are being 
maintained, and a fundamental component of such 
monitoring is the identification of cancers arising outside
the programme among individuals in the target population.
These comprise firstly interval cancers, i.e. those cancers
arising in individuals after a negative screening test. The
incidence rate of interval cancers is one of the essential
measures of screening quality. Secondly, the cancers 
arising among individuals who are in the screening target
population, but who have not been screened. The 
incidence rate of such cancers is a basic measure of
whether the screening programme is effectively reaching
its target population. This identification requires linkage 
of the cancer registry records to the records of the
screening programme, for which identifiable data is 
clearly essential.

3. Studies of cancer causation

Most studies of the causes of cancer in humans require
the identification of those who develop cancer among 
a cohort of individuals on whom exposure information 
has been previously ascertained. In the past, these 
studies often used death certificates as the basis for 
identifying cases of cancer. Death records are however
being increasingly seen as inadequate. Firstly because
with improved cancer survival many cases are missed,
with the serious possibility of bias as well as loss of power.
Secondly, the accuracy of the diagnostic data on death
certificates is variable, and for some causes of death
rather poor. For many years, cancer registries have been
seen as a superior method of ascertaining cancer 
occurrence among cohort members. For this purpose,
cancer registries have to have named clinical data and 
be complete.

Cancer registries, for the reasons outlined above, make a
substantial contribution to society’s attempt to reduce the
mortality and morbidity from cancer. Since their inception
in the 1930s and 1940s, there have been virtually 
no examples of abuse of the system whereby named 
clinical data is transferred without individual consent. 
A system which brings considerable benefit and 
engenders no harm should not be jeopardised for the
sake of theoretical confidentiality considerations.

Professor Nick Day FMedSci 

Cancer Registration and Consideration of Confidentiality
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It is often argued that genetic information has 
special attributes that make it different from other
types of medical information, in particular because
it has implications for other family members.
However, this is really only true in the case of rare,
highly-penetrant single-gene diseases such as
Huntington’s disease, or rare single-gene subsets
of common disease, where there is a strong 
correlation between a particular genetic mutation
and disease risk. Most common diseases, in 
contrast, result from complex interactions between
several weakly-penetrant genetic variants and 
environmental factors. In this context, genetic infor-
mation about one family member has only weak
predictive value for other family members and is
arguably no more ‘sensitive’ than many other types
of personal information.

At a population level, large prospective studies
designed to detect gene-environment interactions
that are important determinants of disease risk 
may lead to a new understanding of disease 
mechanisms, and potentially to the development of
better treatments and more effective preventive
measures. It is in the nature of such studies that it
is difficult to obtain explicit consent for all possible
future uses of an individual’s genetic information,

and the costs of attempting to do so may well be
prohibitive. But is individual informed consent the
only valid ethical principle here? It could be argued
that, because of the potential benefits of such
research, individuals have an ethical duty to 
contribute to the overall good of society. If the
potential for harm to the individual from use of their
genetic information is small, and the potential for
good to society is appreciable, is it ethically
justifiable to insist on draconian restrictions on the
research? 

There is a need for a reasoned approach to 
developing safeguards for the use of genetic 
information; one that recognises the important 
difference between highly-penetrant single gene 
disease and multifactorial disease. Where genetic
information has serious implications for an 
individual or for third parties, in particular for 
relatives of an individual affected by a Mendelian
(single-gene) disease, stringent safeguards are
needed to govern its use, but for other types of
genetic information less restrictive regulation
should be sufficient.

Dr Alison Stewart and Dr Ron Zimmern
Public Health Genetics Unit, Cambridge

NEWS IN BRIEF 
Richard Frackowiak has been appointed Academy representative on the Royal Academy of Engineering’s 

UK focus for Biomedical Engineering.

Paul Morgan represents the Academy on the Science Council’s Science in Health panel.

Michael Orme has recently been appointed to succeed Roland Levinsky as Chairman of the Academy’s 
Clinical Academic Training Committee and will take on the additional role of overseeing 
the Academy’s research support portfolio. Professor Levinsky has retired from the 
committee on his appointment as Vice-Chancellor of the University of Plymouth.

Peter Biggs represents the Academy on the Boyd Group and the UK Life Sciences Committee.

George Poste will give the second Jean Shanks lecture on 7 May 2002. Details on page seven.

The Kohn Foundation
Once again the Academy is pleased to acknowledge the generosity of the Kohn Foundation which has recently
made a second substantial gift to the Academy for general purposes. The Kohn Foundation’s previous donation,
received in the Academy’s early days, met the costs of furnishing the Academy’s offices.

Genetic information in research: confidentiality and 
consent
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Higher education institutions should suffer financial
penalties if they do not comply with a standard
code of practice for contract research workers.
This was the message from the Academy’s latest
report ‘Non-clinical scientists on short-term 
contracts in medical research: a report on career
prospects and recommendations for change’.

The report was the output of a working group
chaired jointly by Academy Fellows, Professor
Patricia Jacobs and Professor Jim Smith. The
report includes proposals for the content of such a
code and recommends that the contribution of
contract research workers should be properly 
recognized. The report also focuses on the need
for contract research workers themselves to take
more responsibility for their own careers.

In the view of the Chairmen, ‘since 1996 when all
major players supporting scientific research in the
UK signed a concordat to improve the lot of 
contract research workers, very little progress has
been made. All the old obstacles (relating to
salaries, career structure and personal recognition)
are still in place and are harder to change as time
goes on. In many institutions contract research
workers are effectively ignored by the institutions

that employ them. If the recommendations of the
Academy report were acted upon, the status of
research personnel on short-term contracts would
be significantly improved. This would benefit not
only individuals but also the research ethos of this
country’.

When interviewed for the Newsletter, both Pat
Jacobs and Jim Smith also commented on the 
worrying lack of understanding of research career
structures by many (perhaps the majority) of 
contract research workers who have no idea of
their own limitations or an appreciation of how
difficult it is to become an independent researcher
in a tenured position. Though outside the scope of
the report, both expressed concerns that the 
quality of PhD applicants may be falling. Another
working party perhaps?

The report can be found on the Academy’s web
site: www.acmedsci.ac.uk

Copies of the report may also be obtained, free of
charge, from the Academy’s office.

Mary Manning, Executive Director

Academy seeks better career opportunities for 
contract research workers
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researchers in the fields of pharmacogenetics and 
colorectal cancer. Speakers include Professor David
Porteous FMedSci, Professor Harry Campbell and Professor
Roland Wolf. The debate between Professor Neva Haites
FMedSci and Professor Graham Watt FMedSci, Will genetic
profiling prove acceptable to the public and show tangible
benefits for all? will be chaired by Professor Sally Macintyre
FMedSci.

REGIONAL MEETING

4 October 2002, Leicester, organised by Professor Ian
Lauder FMedSci

Professor Richard Trembath, Professor Sir Alec Jeffreys
FMedSci and Professor Gordon Roberts FMedSci will be
speaking at this meeting, and Professor William Doe
FMedSci and Professor Tony Weetman FMedSci will debate
whether The Future of clinical academic medicine is safe in
our hands. 

FELLOWS’ DINNER

21 November 2002, London

More details to follow.

EVOLUTION AND DISEASE

6 December 2002, London

The central idea of evolutionary or Darwinian medicine is 
that there are mismatches between our dietary and 
behavourial or lifestyle habits and our genetics, the latter 
having undergone prior selection for adaptability under very
different environmental/social circumstances. This meeting, 
co-organised by Professor Mel Greaves FMedSci with 
Dr Randolph Nesse and Dr John Lee, will focus on how the 
evolutionary view might provide a framework within which to
understand how gene/environment interactions bring about
disease. Participants will include evolutionary biologists,
geneticists, anthropologists and pathologists. 

ENVIRONMENTAL OESTROGENS AND 
ANTI-ANDROGENS

Date to be confirmed: January 2003 at venue to be 
confirmed, organised by Professor Ieuan Hughes FMedSci

There is evidence for increases in certain disorders in the
male reproductive tract, and apparent decreases in sperm
counts, which may be related to increased exposure to 
environmental oestrogens. This meeting will encourage 
discussion of the scientific issues from a multidisciplinary
perspective, covering epidemiology, toxicology and cellular
mechanisms as well as clinical effects. 

Meetings Programme

NEUROLOGICAL REHABILITATION: CAN WE BRING
CLINICAL PRACTICE CLOSER TO BASIC SCIENCE?

15 April 2002 - London, organised by Professor Raymond
Tallis FMedSci

Rehabilitation of patients with neurological impairments has
improved in recent decades, mainly due to higher level 
interventions aimed at helping patients to adapt. Now,
thanks to a revolution in our understanding of the 
relationship between structure and function in the nervous
system, the possibility of developing techniques to reverse
impairments is likely. 

Speakers at the meeting, including Academy Fellows
Professor Ray Tallis, Professor Richard Frackowiak,
Professor Trevor Robbins, Dr Geoff Raisman and Dr Evan
Snyder will discuss the emergence of technologies such 
as stem cell implants and drugs and their role in 
encouraging regeneration and repair. The meeting will 
conclude with a guest lecture from Professor Michael
Merzenich, one of the world’s leading researchers in the
‘soft-wired’ nervous system, on prospects for driving 
recovery in the neurorehabilitation of the future.

CHALLENGE STUDIES OF HUMAN 
VOLUNTEERS

22 May 2002 at Green College, Oxford

Challenge studies of human volunteers with pathogenic
microbes are complicated but yield huge potential benefits,
especially since for many infections humans are the only
valid experimental model. At the very least, this type of
research may facilitate the lengthy and expensive process
of vaccine development. The crucial balance of benefit and
risk will be considered in the context of fundamental
research, public perception, ethics and the law in this 
meeting organised by Professor Richard Moxon FMedSci.
Speakers and discussants include Dr David Tyrrell,
Professor Tim Peto, Dr Myron Levine, Professor Karl
Nicholson, Professor Adrian Hill, Dr Philip Minor, Dr Evan
Harris, Dr Michel Cadoz, Dr Michael Darsley, Dr Tony Hope
and Professor Ranaan Gillon. The Academy gratefully
acknowledges the support of Acambis plc, Aventis-Pasteur,
Chiron SpA and Wyeth Lederle Vaccines for this meeting.

THE JEAN SHANKS LECTURE 2002 

7 May 2002, London

Dr George Poste FRS FMedSci, Chief Executive Officer of
Health Technology Networks, USA, will deliver the annual
Jean Shanks lecture on the topic of bioterrorism. 

SOLUTIONS TO HEALTH THROUGH GENE 
KNOWLEDGE (REGIONAL MEETING)

28 May 2002 - Edinburgh, organised by Professor Colin
Bird FRSE FMedSci 

This meeting will include presentations from leading

The programme below has been developed in response to Fellows’ suggestions. If you would like to propose a 
meeting topic please get in touch. Fellows and interested colleagues are warmly invited to attend the following 
scientific meetings. The Fellowship will be mailed programmes prior to each event. Please see the Academy website
(www.acmedsci.ac.uk) for up to date details and registration information; additional meetings will be added to the 
calendar. Alternatively, contact Susan Wicks on susan.wicks@acmedsci.ac.uk 
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Congratulations to Fellows whose work has recently
been recognised
Knights Bachelor Professor Graeme Catto - for services to medicine and medical education

Professor Liam Donaldson - Chief Medical Officer for England, Department of Health

CBE Professor Carol Black - for research and clinical care in scleroderma and fibrotic disorders

Professor Eve Johnstone - for services to psychiatry

Professor David Kerr - for services to cancer research

Fellow awarded the Japan Prize
The Academy offers its congratulations to Dame Anne McLaren FRS FMedSci on being awarded the 2001 Japan
Prize for Developmental Biology, which she shared with Dr Adrzej Tarkowski of Poland. The prize was awarded for
their efforts ‘to unlock the mysteries of mammalian development’. The Science and Technology Foundation of Japan,
which makes the award, said that the scientists had ‘moved forward our understanding of embryos, demonstrating
their early plasticity, sexually distinct development patterns, and tissue cell development and differentiation during
growth’ which opened the door to new fields of study including stem and germ cell biology and transgenic animals. 

Former Academy Treasurer now President of GMC

Further congratulations are due to Sir Graeme Catto for his election as President of the 
General Medical Council. We wish him well. Fellows will have noted that the citation for his 
Knighthood was for services to medicine and medical education and his ennoblement 
coincidental, although contemporaneous, with his presidency of the GMC.

Editor

Dr Max Perutz
OM CH CBE FRS FRSE FMedSci

- died 6 February 2002

We note with much sadness the passing of a great 
scientist and a great personality. Much has been written
about the exceptional life of Max Perutz and we would
not wish to elaborate further. We would however like to
add our tribute to a much loved and respected man by
publishing his letter of acceptance of his Academy
Honorary Fellowship. 

To the President of the Academy of Medical Sciences,
16 May 1999

Dear Peter

…Of course I shall be delighted and honoured to
belong to your Academy, though I fear that, like my
honorary fellowship of the Royal College of Physicians,
it won’t make doctors treat me for free.

Yours ever

Max


