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Background

Human biological samples are defined as constituent parts of the
human body, or human biological material, including organs and parts
of organs, cells and tissues, and body fluids. The collection of human
biological samples is increasingly important in medical research —
particularly in the area of genetic research — and specifically in work on
the human genome. Their value is growing as technical advances
make it easier to extract genetic material.

There are potential difficulties arising from the multitude of legal, ethical
and social implications of generating and storing human biological
samples, and the issue of consent to use samples.

The Wellcome Trust and the Medical Research Council have proposed
the recruitment of a large population cohort for the collection of human
DNA to help with the study of genetic variation. The sample collection
would be linked directly to medical information about each individual
from whom samples were taken, and there would be a need for
electronic access to NHS records for efficient follow-up.

Collectively, these issues have highlighted the need to establish
general principles that would govern the use of collections of human
DNA samples. Working drafts of guidelines have been developed and
sent for consultation to patient groups, individual scientists and others.
Part of the process of developing the guidelines is consultation with
members of the public and a range of groups with specific interest in
the issues. This research is intended to form part of this consultation
stage, and to feed into both the general guidelines and specifically the
plans for the large population cohort.



Research objectives

The overall aim was to explore public attitudes to the use of human
biological samples and associated databases, and to inform policy-
making about how they should be collected, stored and managed.

The broad objectives were to:

explore public attitudes to the broad issue of human biological
samples being collected and stored for research purposes;

examine public attitudes to the use of samples in conjunction
with existing health data for the purposes of genetic research;

investigate response to the proposed Wellcome Trust/MRC
sample collection;

provide initial input to the nature and structure of an ongoing
public consultation process for those involved in collection and
management of samples and information used in a human DNA

collection.
Specific issues addressed in the research were:

awareness of the use of human biological samples in medical
research and genetics research;

personal experience (if any) of giving biological samples for
medical research;

sources of information on the existence of human biological
samples and the impact of the information (and the sources) on
understanding of, and attitudes to, the issues;

beliefs and feelings about the idea of large-scale sample
collections that include personal medical information;
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the perceived benefits and risks involved in the concentration of
large collections of human samples and associated personal
medical information into ‘banks’;

perceptions of what motivates the scientists carrying out
medical research of this type, and the ways in which their
motivation is regarded;

attitudes to collection of the different types of biological
materials (blood, surgical waste, saliva, skin);

beliefs about the motivations for, and rationale behind, making
donations of biological materials for the purposes of research,
with particular reference to the circumstances and conditions
that might prompt and/or influence decisions;

information needed to help make decisions about donating
samples; sources of information that might be used (e.g.
doctors, medical charities, research scientists, government
institutions); and attitudes to sources;

reservations and concerns about the ethics of collecting human
biological samples and views on measures that might be used to
allay concerns;

knowledge of, and attitudes to, the legal and regulatory
environment surrounding biological sample collection, and
beliefs about the different institutions involved in regulating this
area, and the controls they work to;

feelings about the commercial uses of human biological
samples and the commercial exploitation of discoveries made
using donated samples.



Research approach
Research procedure

Qualitative research was conducted among members of the public;
spokespeople for certain sectors of the public; and those with a
professional or personal interest in medical research. Focus group
discussions and depth interviews were conducted using agreed topic
guides and prompt statements that outlined general issues and the
proposed sample collection and its key features. The principle was to
explore unprompted knowledge and understanding, then elicit
response to facts spelled out in the prompt material. The material
comprised statements describing human biological samples and their
use, and the proposed sample collection. These were agreed with
WT/MRC at the outset. (Copies of topic guides and stimulus material
are appended to the full version of this report.)

Sample outline

Sixteen focus group discussions were conducted with members of the
general public, including people from minority ethnic groups, and from
people of wide-ranging ages, socio-economic groups and regions.
Controls were placed on these respondents to avoid over-
representation of those with backgrounds in medicine or related
subjects, people with diseases (who were interviewed separately), and
those with strongly negative views about medicine or genetics.

Individual-depth interviews were conducted with: GPs and practice
nurses; people with diseases or disabilities; relatives of people with
diseases or disabilities; religious and community leaders; and
spokespeople for organizations with special interest in the issues
surrounding human biological samples and genetics research.

Fieldwork was carried out between 16 March and 14 April 2000 by Tim
Porter, Kirsty Hughes, Stephen Finer and Catherine Woolcott.
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Notes on the sample

This was a sample designed for qualitative research. While the findings
have sufficient consistency and clarity for us to be confident in them,
particularly those from the general public, they should not be regarded
as statistically significant. Over and above this, it is important to note
that the numbers of GPs and practice nurses were very low in relation
to the total populations of these groups. The findings from these parts
of the sample are enlightening and useful, but should be treated as a
snapshot of current opinion from a limited number of individuals, rather
than a definitive report of attitudes among people in primary healthcare.



Summary of findings

General public, people with diseases and relatives of people with
diseases

Context

Health was regarded as an increasingly salient topic; most people
accepted that at the individual level it is worth safeguarding health, and
that more generally we should support efforts to improve health. There
was a general tendency to trust the medical profession, but signs
emerged that this trust was starting to erode. Some younger and ethnic
minority respondents felt cynical or wary about GPs, and the cases of
Harold Shipman (a GP convicted of some 15 murders of patients) and
Alder Hey Hospital (where organs have been taken from children’s
bodies without parents’ consent) had coloured people’s perceptions of
medicine in general. Attitudes to pharmaceutical companies were
ambivalent: they were criticised for being profit-driven, but
acknowledged as giving great benefits to mankind.

Attitudes to research

Medical research as a whole had a broadly positive image. It was
regarded as well-intentioned and strictly controlled. It tended to be
perceived as research that focused on finding cures for diseases.
Medical research was believed to be carried out primarily by public
bodies, although some people also knew it was done by
pharmaceutical companies. It had diverse negative associations: it put
some people in mind of animal testing, cloning, failure to seek consent
from donors, lack of openness among researchers, and profit-making
by pharmaceutical companies. Patients and relatives of patients tended
to be more positive about medical research than the public at large.

Genetics research was less familiar, but had meaning and associations
for most people. Generally the better it was understood, the more
positive the view. Many members of the public were uneasy about
genetics research. As a scientific activity, it seemed mysterious and
sinister and it was believed not to be purpose-driven, but done for its
own sake. More specifically it was linked to cloning, GM foods, and
‘designer babies’. The more informed and positive view was that it
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could be of great importance in identifying genetic predisposition to,
and prevention of, disease.

The public’s main sources of information on health and medical and
genetic research were TV and press news and features,
documentaries, TV and film fiction, GPs and word of mouth.

Human biological samples

Samples were associated with both living bodies (blood, urine) and
dead bodies (organs) and were assumed to be used mainly for doing
tests or transplants. Use of samples in research was not a well-known
practice; in principle it was considered acceptable if accompanied by
informed consent. Awareness that surgical waste is used in research
was very low, but once explained this was generally regarded as
acceptable. Individuals suffering from diseases and those individuals’
relatives tended to be better informed and more accepting of the use of
samples in research.

Most members of the public imagined donation of samples would be
motivated by altruistic feelings, in the same way as donation of blood or
organs for treatment. A minority (mainly younger people) imagined that
they would expect payment for giving samples. Many said they would
be prepared to donate samples for research provided the research was
‘ethical’ (i.e., intended to help improve the population’s health), and
preferred the idea of samples being used for disease-specific work
rather than general research.

The issue of collecting samples from children was discussed briefly as
a separate issue, and not in relation to the proposed sample collection.
Many people had reservations about the idea of collecting samples
from children because of the pain they might suffer, and because
consent issues were less clear-cut than for adults.

WT/MRC sample collection

Respondents were told, via a series of statements on cards, that the
Wellcome Trust and Medical Research Council were considering
establishing a collection of human biological samples for use in
genetics-based research (see Appendices for details). Initial response
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among the general public was generally favourable but unconsidered:
respondents tended not to think through the project’s implications.
Issues raised in the statements subsequently prompted concerns and
fears, but further information and discussion of these issues tended to
restore positive views. People with diseases and with relatives were
more supportive and had fewer reservations.

The use of the term DNA was often worrying because it had
associations with police investigations, criminality and ‘Big Brother’.
The request for lifestyle information was initially puzzling and was
thought intrusive; medical records were seen by many people as too
personal to be handed over for use by unknown researchers. People
were concerned about donors’ anonymity. In general terms they felt
uneasy about records being made available for research purposes and
they had specific worries about employers and insurers getting hold of
information and misusing it. These worries were often allayed by
explanation of why information would be helpful to researchers, and by
reassurances of safeguards against unauthorized access.

People generally were happier to participate if their samples and
records were to be used for research on specific diseases. Some
concern emerged about possible misuse of samples - for cloning,
eugenics or other questionable purposes. Informed consent about how
the samples would be used was seen as crucial: donors would have to
be told how their samples would be used. The mechanics of securing
consent for future uses of samples, when new techniques may have
been developed, was considered potentially problematic: it would have
to be made clear to donors that their samples might be used in ways
that are not currently known.

GPs were generally considered the obvious point of initial contact,
though there was no objection to practice nurses doing the work of
taking the samples. The involvement of GPs seemed to lend credibility
to the project. Most people felt that it would be important for donors to
have the right to feedback on anything that emerged from their own
sample, and felt that this would have to be handled carefully. They
imagined that the GP would probably be the right person to deliver
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information. There was also interest in getting feedback on the
discoveries or developments made as a result of the research.

The general assumption was that the sample collection was being
planned either by an arm of government or a pharmaceutical company.
The fact that the sample collection would be a publicly funded initiative
and not set up as a profit-making exercise was reassuring and
important in communicating its credibility. Many people were initially
surprised that commercial organizations would be given access to the
samples. This feature alarmed some, but was thought inevitable by
others. Worries tended to dissipate when it was explained that
commercial organisations would do much of the research work, and
that none would have exclusive access to the samples or information.

Awareness of the Wellcome Trust and Medical Research Council was
patchy. Together they came across as trustworthy and well motivated,
although the former was often confused (unhelpfully) with Glaxo
Wellcome.

GPs and practice nurses

A small sample of GPs and practice nurses was recruited to obtain an
impression of likely views among this sector of the medical profession.

Attitude to research

GPs and practice nurses had varying degrees of involvement in
research at the practice level but most had some experience. GPs
were typically better informed than nurses. Those with more experience
tended to be more favourable towards research than those who were
more distant from it. They felt that most patients would be willing to
take part in research on diseases or treatments if approached, provided
they were fully informed about its purpose. All four GPs said they would
expect recompense for their work in identifying volunteers and
organizing their participation. Few GPs or nurses were well informed
about genetics research; the better informed had explored it more out
of personal than professional interest.
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Human biological samples

The term ‘human biological samples’ was no more familiar to GPs and
nurses than it was to the general public. Views on public willingness to
donate samples for research were mixed. Those currently involved in
trials or research felt it would not be difficult to encourage people to
take part; others thought it might be problematic.

The problems at Alder Hey were well known and had heightened
sensitivity to the importance of consent. More generally, GPs and
nurses felt there was a growing need to explain to donors how and why
research was carried out. They felt that this should include explanation
that surgical waste is sometimes used in research.

WT/MRC sample collection

One GP had heard something about the proposed sample collection
while the others and the nurses knew nothing of it. Their initial
reactions were dominated by two considerations — the effects on their
practices, and the implications for donors. Concerns in relation to
donors included possible difficulties in explaining the project,
confidentiality, misuse of information, effects of personal feedback on
diseases, and inappropriate use of samples. Key concerns in relation to
their own interests included time commitments, costs and
remuneration, and their responsibility in explaining the project to
donors. They felt it was important that GPs and nurses should be
properly briefed so that they could give full information to patients they
approached.

GPs and nurses regarded the need for health and medical information
as potentially problematic in relation to accuracy of data, reluctance to
divulge details on lifestyle, and the possible compromising of the
confidentiality between doctors and patients. They had some
reservations about the security and anonymity of information, given the
size of the sample and their own experience of maintaining secure
records. They felt that assurances of confidentiality, and informed
written consent, with the option of dropping out, were crucial.

In relation to other aspects of the project, they felt that access to
individual research results had significant implications. Donors should
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have the right to feedback, but this could cause problems for doctors
and it would be important to explain likely outcomes to donors. They
regarded GPs as the most appropriate initial contact about the sample
collection and nurses as the right people to obtain samples. They
wanted more information on possible imminent and future uses of
samples, with an independent body to judge acceptability of uses.

GPs and nurses approved the principle of public ownership of samples
and information, but wanted assurances that the involvement of
commercial organizations would be strictly controlled. They had no
reservations about the involvement of the Wellcome Trust or MRC.

Religious and community leaders

Contextual points

While all these respondents had an interest in the proposed sample
collection and associated issues, some found it much easier than
others to understand what was involved. Their views were often linked
to perceptions of scientific and technological progress and the moral
implications of improving techniques in medicine. These tended to be
their own personal interpretation of attitudes and beliefs within their
community or specific to their religion.

A range of issues was raised. The Catholic priest questioned whether it
was right to endeavour to abolish suffering. The African and Afro-
Caribbean leaders had concerns about blood samples and HIV, about
the use of black people in experiments by white scientists, and about
the role of GPs in taking samples. Hindu leaders felt that their
community was excluded from involvement in and access to medical
research.

Attitudes to research

Knowledge of, and attitudes to, medical and genetics research varied
widely. Those who were better informed often had more concerns —
namely, the Jewish rabbi; the Anglican, Baptist and Catholic priests;
and the Afro-Caribbean community leader. Others were less
knowledgeable and less questioning, though some had tangential
reservations about the uses and implications of genetics research.
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The use of human biological samples in research had a distinct
religious facet for some religious leaders (the rabbi, the African and
Afro-Caribbean leaders and Muslim representatives. This was
principally to do with the removal of any parts of the body before or
after death, and the widespread view that burial should involve the
whole body. Although beliefs in this area were apparently strong, these
leaders implied that they were more symbolic than actual, and would
probably not be an obstacle to participation in donating samples for
research. Many raised the subject of consent and said that informed
consent was a crucial consideration in decisions on donating samples.

WT/MRC sample collection

Overall attitudes to the proposal were accepting, although some felt
that people of their faith or from their communities would have
reservations about taking part. Initial concerns centred on the need for
DNA, uses of the samples, and credentials of those taking decisions on
their use.

The need for information on donor lifestyles and medical histories
caused some problems, especially for those whose communities had in
the past or might now suffer ethnically based discrimination — people of
Jewish, African, Afro-Caribbean or Asian background. Many had
worries about the confidentiality of information and wanted
reassurances about this. Some Asian and African spokespeople
thought questionnaires would pose a difficulty for people with limited
literacy in English.

Expectations about potential uses of the samples and associated
information were broadly similar to those of the general public, but
there were demands for work to look at diseases with a higher
prevalence among minority ethnic groups. Spokespeople also wanted
clear guidance to be available on what personal feedback would be
offered, and expected fully informed consent. GPs were generally
accepted as the contact and collection point for the project, though
some spokespeople felt that GPs might try too hard to persuade people
to take part, or that they would not be trusted to provide full information
about the project to donors.
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Like the general public, community and religious leaders assumed that
the sample collection would be conducted by a government
organization or a pharmaceutical company. The partnership of the
Wellcome Trust and the MRC was considered a good balance between
the statutory and voluntary sectors, and allayed some concerns about
the project. The likely involvement of pharmaceutical companies
prompted questions about confidentiality of information, uses of
samples and profiteering. There were some calls for profits and/or
learning arising from the project to be directed to developing countries.

Overall, the religious and community leaders had varied opinions on
the likelihood of people within their communities taking part in the
project. Many wanted more information before they could come to a
view. Several said spontaneously that the sample collection should
include representation of all the minority ethnic and religious groups in
the UK, and should address diseases and conditions that affect
everyone.

Special interest groups

Contextual points

All the special interest group spokespeople interviewed were well
informed about the issues and in most cases had strong and well-
established views on genetics research.

Attitudes to research

All were favourably disposed to the idea of research per se, but views
of genetics research were varied. Some were supportive and felt that it
had many potential benefits. Others had reservations, some serious.
Concerns were greatest in the context of research on certain genetic
therapies and on disabilities, particularly where these are identified
before birth. Several calls were made for greater debate on the subject
and its implications.

WT/MRC sample collection

All these respondents had heard something about the proposed
sample collection and some were very well informed about it. All but
one was broadly in favour of the idea, although all had some
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reservations and two had particular concerns. The main perceived
benefits were to do with the advances it might facilitate in the
identification of genetic disorders and development of preventative
treatments.

The project was believed to have numerous potential problems and
pitfalls. The use of DNA caused concern because it introduced the
perceived possibility of DNA being used in research on embryos, and
consequently, implicit discrimination against disabled people. Donor
confidentiality was regarded as potentially at risk. Information could be
accessed and misused by insurance companies, health authorities and
researchers. There were some worries about feedback to donors; it
might be impractical and it could be compromised by the needs of the
research. Another concern was the potential for commercial
profiteering by pharmaceutical and biotechnology companies involved
in the research.

Views of the Wellcome Trust and the Medical Research Council were
mixed. Some were fully supportive and had no concerns at all about
their involvement. Others were less keen and believed that both
organizations were subject to pressure from pharmaceutical companies
and the government, and too willing to work to an agenda against the
interests of people with disabilities.

Irrespective of their overall stance towards the project, all these
spokespeople felt that there was a strong need for further consultation
on the key issues.
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Conclusions and recommendations

While few people outside the medical profession and interest groups
know much about the use of human biological samples, there appears
to be broad acceptance of their use in medical research generally,
provided this takes place with the informed consent of donors or their
representatives (usually relatives).

Given the publicity surrounding recent cases of research on organs
removed without permission, there is some wariness towards the
practice of research on samples, and signs of a loss of faith in those
who carry it out — members of the medical profession.

The use of human biological samples in genetics research is less
readily accepted, largely because genetics and genetics research are
much misunderstood and have many unhelpful (and ill-informed)
associations. There is a case for informing the general public about
genetics research as well as its applications, particularly in relation to
disease specific research, and its preventative potential.

The proposed WT/MRC sample collection is accepted in principle,
although it is clear that members of the public do not always think
through the implications fully when first presented with the idea.

Success in recruiting volunteers will depend to a large extent on how
effectively the idea is communicated at the outset; initial reactions
among the public suggested that if people find any aspect of the
sample collection off-putting at the outset, they would be difficult to
recruit.

GPs will have an important role in this respect. If they are the first point
of contact, it will be essential for them to be fully briefed on the idea, to
be convinced of its benefits, and to be able to answer queries about it.

It will be important to provide reassurance that the collection, storage,
use and disposal of samples will be carried out responsibly. If these
were overseen by an independent body, ideally with a known public
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figure at its head and including members of minority communities,
people are likely to have trust and belief in the project’s probity.

Consent is a crucial issue for the project’s continuing success,
particularly in the current climate — at the start and in the future. A
balance needs to be struck between eliciting fully informed consent and
giving volunteers so much information that they are confused.

The most important issues in relation to consent are:
communicating why the sample collection is being set up;

informing people how samples will be used, now and in the
future;

securing consent for access to medical records.

Feedback on results relevant to an individual’s health needs to be
handled with great care, given the implications of discovering the
existence of diseases. There are several issues involved here:

establishing the volunteer’s right to know — this is widely
regarded as paramount;

agreeing at the outset what sort of feedback the volunteer will
get on what sort of diseases/conditions (will it be about curable
disorders only? Or any disorder?);

deciding who should provide feedback — a GP, nurse, or
somebody else;

providing resources for follow-up after delivery of feedback, with
counselling where needed.

Mechanisms for ensuring anonymity are also important. Reassurance
must be given that confidentiality will be guarded. It would help to spell
out in simple terms how this is to be achieved, particularly to clarify that
researchers using samples will not have access to individuals’
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identities, and that feedback on conditions and diseases can be given
without jeopardizing confidentiality.

Recompense for GPs and for members of the public needs to be
considered carefully. There might be a case for recognition of donors’
altruism in participating in the study.

There are likely to be questions from the general public and in the
media about commercial access to, and use of, the samples and
information. Assuming samples are donated freely by donors, there
needs to be careful explanation of the financial implications of this.

Given the importance of communicating the idea of the sample
collection to the general public, it may be worth considering a
communications campaign of some sort to inform people — via GPs,
community and religious leaders.

In addition to an information campaign, it would be well worth giving the
project a name or shorthand description. Given the significance and
size of the sample collection and its likely longevity, it would help
register the project in people’s minds if it had an easily remembered
title.

Terminology is an important consideration for communications
materials: a number of key words and phrases relevant to the project
(samples, genetics, DNA) are prone to misinterpretation or have
negative connotations, and need either to be avoided or to be given
explanation to avoid putting people off.

There is a case for further public consultation on the proposed sample
collection. This would involve research with a larger number of GPs
and practice nurses, religious leaders and representatives of minority
ethnic groups — none of whom were represented in large numbers here
— and, among the general public, a larger-scale study to check key
issues.
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Findings: the general public, ethnic minorities, people
with diseases, and relatives of those with diseases

Contextual issues
Attitudes to health

Discussions opened with a brief warm-up on issues to do with health.
Health was generally regarded as an increasingly important and visible
issue; it was often thought of as a more high-profile topic now than it
had been in the recent past, particularly in its coverage in the media.
Though there was some belief that we should be more health aware,
some respondents felt that as a nation we are healthier than earlier
generations.

“You’re bombarded in the media about health all the time.”
Female BC1 46-60 SE

Many people, especially those over about 30, had concerns about their
own health. These seemed to be triggered by milestones in life —
parenthood, significant birthdays (30, 40), retirement; or by illness — of
themselves or among family members or close friends. Concerns
tended to focus on specific diseases — typically cancer, heart disease,
HIV, meningitis, asthma, cystic fibrosis and sickle-cell anaemia.

Interest in, and knowledge about, health were more evident among
those going through these life changes and those who were better
informed about health issues. These were, typically, older women,
BC1s (WHAT THEY? people in social category BC1 ?), people with
diseases, and relatives of those with diseases. The less well-educated
members of the public (especially people in social category C2D)
tended to be less well-informed about health, less proactive in looking
after their health and more fatalistic about iliness.

Among the better informed, many believed that improving health
education is making it easier to take preventative measures to maintain
health in relation to diet, lifestyle and the use of drugs. It was also
widely believed that developments in medicine mean that cures are
increasingly available and effective and that discoveries about
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diseases, the development of new drugs and improving surgical
procedures all play a part.

Attitudes to the medical profession

To a large extent, the public trusted the medical profession to offer
effective treatment and carry out research responsibly, and with good
intentions. Some differences emerged in attitudes between different
sample segments. Those over 40 and those with ilinesses or close to
others with illnesses expressed a greater degree of trust and belief in
the medical world; these people had an almost unquestioning faith in
medicine, particularly in GPs.

“I would trust him totally. If | asked the doctor | would trust his
answer.”
Female C2D 41-55 London

“You tend to put your faith in the doctors. They’re the ones
trying to help you, they’re the people who can improve your
life.”

Female Caribbean 46-60 Midlands

Younger members of the public (especially those under 30) were more
likely to express concern or cynicism about medicine — about practices
used, the motivations of researchers and trustworthiness of doctors.

“I think people’s trust in GPs is getting less. At one stage
people looked up to GPs, they were considered pillars of the
community. At one stage people talked to GPs with respect.
Nowadays they don’t necessarily. | don’t think society
respects GPs as much now. Personally | think my GPs are
useless so | wouldn't listen to them.”

Male BC1 22-30 North West

“You used to trust them but not any more. Your GP used to
be like a family friend but not any more.”
Female BC1 22-30 Midlands

There were also signs of differences in opinions among minority ethnic
groups. Some people of African origin and some Muslims seemed wary
of the medical profession — including GPs — and sometimes felt
patronised by doctors.

Across the spectrum of the public there was awareness that the
medical profession can do things that are clearly wrong (that is,
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criminal) or can make serious errors of judgement. Many references
were made to the incidents of organs being removed from dead
children without parents’ permission at Alder Hey hospital, and to the
case of Dr Harold Shipman. Although these were regarded as
exceptions, it was clear that they could influence general impressions
of medicine.

“It (Alder Hey) has made me a bit more suspicious. You don’t
necessarily believe what the GP is telling you...I am just a bit
sceptical now.”

Male C2D 22-30 North West

“Over the last few years more and more people don't trust
doctors anyway...l wouldn’t take my son to the doctors any
more because you get the same old flannel, ‘a bottle of
antibiotics and watch his temperature’...”

Male C2D 22-30 North West

“There has been a lot in the news about the hospital
somewhere which got the parents to sign forms to say they
could take cells away but they took organs away instead. |
think that was disgusting, it was definitely put there as a trick.
It was for research, not even a donation.”

Female BC1 22-30 Midlands

The pharmaceutical industry

The pharmaceutical industry was seen as a significant player in health
matters. Some people seemed to be well aware that drugs companies
have a role in medicine — in funding medical research, and in
development and provision of drugs. However there was little
awareness of links between the pharmaceutical industry and academic
researchers; the two tended to be thought separate and distinct.

Feelings about the pharmaceutical industry seemed ambivalent: it was
criticised for the profits it makes but was acknowledged as having an
important role in developing drugs and improving the health of the
population.

“The other is drug companies, they are multi-million pound
companies and they have the say as to what is put out which
is silly really, they are just out to make money. There is a
good side there but you also get this other side which is not
S0 good.”

Female BC1 22-30 Midlands
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People with diseases tended to be less critical of the pharmaceutical
industry than others, because it was one possible source of cures for
them, and because they felt its work had already helped them.

Knowledge and attitudes surrounding medical research and
genetics research

Medical research in general

Medical research was typically regarded as disease-specific: it was
characterized as work done primarily to find new ways of fighting
diseases, including the development of new drugs.

For most people medical research was considered worthy and
worthwhile and as something that was an inevitable aspect of modern
progress. In broad terms, they believed its purpose was focused on
improving the health of the nation/the world. Medical researchers as a
whole were assumed to be responsible people. While they may be
motivated by personal kudos as much as by the needs of the
population, they were believed to work within fairly strict controls, at
least within the UK.

Less positively, there was some feeling that medical researchers
operate in a vacuum, without reference to the ethical and moral
guidelines that govern most of society. This was not because they
reject these guidelines but because they are more focused on their
work than anything else around them. The problems at Alder Hey were
attributed to this approach or attitude — not conscious malpractice, but
a focus that was so narrow that it excluded consideration of bigger
issues.

Medical research was assumed to be carried out primarily in institutions
that are in the public domain — universities, teaching hospitals and
other public bodies. Pharmaceutical companies were also thought to
conduct research, but few people seemed aware of their links with the
academic world. Charities were rarely mentioned in this context, the
impression being that they fund medical research but do not have their
own laboratories or staff.
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Perceptions of the applications of medical research tended to focus on
specific medical conditions and/or treatments for conditions. Current
known examples of medical breakthroughs resulting from research
were: immunization against meningitis; interferon; Viagra; the benefits
of aspirin; and scanning for tumours.

“One little simple thing is they realized that aspirins helped
heart conditions.”
Male C2D 46-60 S Wales

“They’ve got brain scans as well now...they can find tumours
before they get too bad.”
Female BC1 31-45 S Wales

There was some awareness that certain diseases and conditions are
more prevalent among minority ethnic groups — specifically sickle-cell
anaemia in Afro-Caribbean people and heart disease in Asian people.
Within these groups this knowledge was accompanied by a belief that
research is going on to address these conditions. Less positively, a few
people from ethnic minorities believed that diseases affecting minorities
receive less attention than those affecting mainly white people.

“There are all sorts of genetic diseases and certainly genetic
conditions that are predominant in Caucasian societies that
are better looked at, because of the funding that they will get,
and the status and the publicity. As opposed to genetic
conditions that are prevalent in non-whites. Those don'’t
seem to be quite so high profile.”

Indian Hindu female 18-21 SE

Medical research also had some negative associations: experiments
involving animals; experiments using ‘human guinea pigs’; inadequate
testing of drugs resulting in damaging side-effects (such as
thalidomide); and cloning — of animals now, and possibly of people in
the future — and other experiments involving unusual techniques.

“There’s a place in Leeds that uses humans and you go in
and spend so many days there and take drugs testing for this
that and the other.”

Male BC1 22-30 North West

“They are growing ears on pigs and things. Using animal
organs in human bodies”
Female C2D 18-21 North West

Another broad aspect of medical research that people felt uneasy
about was the questionable ethical stance of some researchers. Two
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topics were mentioned here: the apparently insensitive attitude of
researchers towards patients (e.g., Alder Hey); and their claimed
tendency to be secretive with research findings in their own interest, to
the detriment of progress in particular areas.

“Recently in the news there was a hospital taking parts from
kids that people had not agreed to, you know, that is
worrying.”

Male C2D 22-30 North West

“But they’re still doing things that are a bit undercover, like
hospitals are keeping parts of babies when they die, and it’s
all coming out. Why have they been doing that?”

Male C2D 46-60 S Wales

“I've heard that because everyone is so secret about the
research they’re doing, often it’s replicated in several
different countries, which is a dreadful waste of money.”
Female BC1 46-60 SE

The involvement of big business — pharmaceutical and biotechnology
companies — in medical research also caused concern. Two issues
were raised in this context: the broad ethical dilemma posed by the
meeting of medicine and money; and the specific issue of drugs
companies making profits at the expense of the NHS. A few
respondents mentioned press stories of drugs being sold at prices too
high for the NHS to afford.

“You have to remember that there are people funding it and
the people funding it have an interest.”
Female BC1 46-60 SE

Some of these concerns were overlooked if the outcome is regarded as
beneficial to humans — to an extent people seemed to believe that if
research generates cures and treatment; within reason, the ends justify
the means.

“l am not a big fan when they do experiments on animals but
I think it has got to be done. It’s the lesser evil isn’t it really.”
Male C2D 22-30 North West

“If they didn’t do the research we wouldn’t have all the cures
and drugs we’ve got.”
Female C2D 31-45 SE

As a whole, people with diseases and relatives were more positive
about and supportive of medical research. They saw it as something
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that might help them directly; and their condition made them generally
more supportive of anything which might help others with diseases.
Some had become more favourable towards research in general and
specific practices since becoming ill; and some reported changed
attitudes among friends and family.

“I'm diabetic so it is good for me or | wouldn’t be here now.
They must have researched highly to produce insulin. | don’t
take an active interest but it is important that they are looking
for new cures and things.”

Female BC1 22-30 Midlands

“You hear that they’ve made great improvements with cancer
research. A lot of money’s been spent but they need a lot
more. Like my husband’s operation, a couple of years ago |
doubt that anything like that would have been done, so they
are obviously researching into ways of improving things.”
Relative of patient with mental health problem Midlands

“Well they’ve got to do it haven't they? | obviously think that

because I'm here. A few years ago, | might not have been.”
Patient with heart disease Scotland

Genetics research

Genetics research was a less familiar term and a less familiar entity
than medical research, but did have some currency. Attitudes to
genetics research were linked directly to knowledge: the more was
known about it, and the better it was understood, the more favourable
the view. Among most of the general public there was a mystique and
mystery surrounding genetics research; depending on degree of
understanding, this could enhance or undermine its perceived value
and benefits.

The majority view, among those who knew little about genetics
research, was at best wary, at worst rejecting. For these people
genetics research was an activity carried on behind closed doors,
whose applications and benefits are not known, or are in some way not
good, even sinister.

“l don’t know how it’s regulated but they can’t watch every
research centre that there is and every test they do. There’s
going to be things that are hidden, kept from us.”

Male BC1 22-30 North West
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“I think a lot goes on that we don'’t really know about, that
they wouldn’t tell us because if they told us all that went on to
make these discoveries there would be an outcry or protest.”
Female BC1 46-60 SE

“It’s all right to a certain level but when you start cloning
Sheep it’s a bit scary...something that’s just made in a
laboratory. If they’re using it for the purposes of making
people better then fair enough but you’ve got to draw the line
somewhere | think.”

Male BC1 22-30 North West

Genetics research was generally seen as less purpose-driven than
medical research: it was linked with general research into the human
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body rather than with disease-specific work. For some it was research
done for its own sake, or for the benefit of the scientists doing it rather

than for the general good.

“l think medical research to me is looking for an illness,
whereas genetics research is to modify and make better...If
there’s an illness or disease, medical research would go
forward to look for a cure for that, but genetics research
would be to improve on something that’s already there...”
Male C2D 46-60 S Wales

“Genetics seems to be non-essential research doesn't it
rather than like you say with cancer and things like that
where there is an urgent need for it.”

Male C2D 22-30 North West

Genetics research had a raft of unhelpful negative associations, based

sometimes on misinformation or mistaken assumptions. Mention of

genetics research drew references to cloning — as with medical

research but more often, and with greater concern. More specific
concerns were with Dolly the sheep, and Dolly’s premature ageing

(respondents in Edinburgh were particularly negative about Dolly and

about Roslin), and genetically modified food.

“With genetically modified food we expect larger juicier
tomatoes or whatever, but I’'m not convinced that is a good
idea because | don’t think they’ve done enough research into
it.”

Female BC1 46-60 SE

“l suppose there is a worry, this whole cloning thing, cloning
Dolly and those pigs. What next? How do you control it?”
Female BC1 46-60 SE
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“You hear stories in the press about creating these animals
with two heads and stuff and it makes you think can they
really do it and what will they do next — can they really clone
me?”

Female BC1 22-30 Midlands

Respondents often made links between genetics research and claimed
new medical practices surrounding reproduction: choosing the sex of
babies/"designer babies’; the preservation of frozen eggs or sperm; and
attempting to breed people with or without specific characteristics.

“I think there has been a lot lately about people who will soon
be able to go and pick their child, you know, go in and say ‘I
want one (with) brown hair, blue eyes, | want a girl who is
going to grow to be five foot eight or something, like average
build’.”

Male C2D 22-30 North West

Underlying these negative associations was a feeling that genetics
research can make people feel vulnerable about themselves. It was
believed to be about seeking to perfect the human body, for good or

bad ends, and that it could induce concern about individuals’ own
imperfections.

“They seem to want to make the perfect world, trying to make
it perfect, they are messing with your food and stuff we have
had for thousands of years, so why change it now? Spend
the money on cancer cures, AIDS cures, stuff like that.”

Male C2D 22-30 North West

“There’s also the thing about making a super human race,
because they can actually put down the parts they want - a
very healthy person, with blue eyes and blond hair. Or brown
eyes and brown hair, and they want it to have so-and-so
sized feet and so-and-so sized breasts or whatever and then
everybody’s the same...”

African-Caribbean female 46-60 Midlands

Alongside this was a feeling expressed by a few that genetics research,
if put to these sorts of uses, conflicts with the (beneficial) diversity of
the human race. Though it would be a good thing to attempt to
eliminate genetically linked diseases and conditions, this is likely to go
hand-in-hand with other developments that will make it possible to
produce ‘perfect’ people.

“If you mess with the building blocks of life, if people have got
religious beliefs, if you believe that God created us as we are
and you start messing around with it you’re playing God.”
Male BC1 22-30 North West
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“Cloning, basically they are saying if they can do it with
animals then they can do it with human beings, but it’s like
messing with nature, messing with God’s will.”

African male 22-30 SE

“It's messing with Mother Nature. What about the side
effects?”
African-Caribbean female 46-60 Midlands

“If they’re not very careful somebody will create some quite
horrendous thing out of it, you don’t know where it'll lead. |
think you ought to leave nature as it is, as it was intended.”
Male C2D 61-75 Midlands

More positively, some people were better informed about genetics
research and its applications and tended to have a more favourable
view of its applications. This was broadly the more educated members
of the public and those with diseases or relatives of people with
diseases. Genetics research to them was primarily concerned with
work on diseases and conditions, to isolate genes that are linked to
these diseases — such as cancer in general, breast cancer, Down’s
syndrome, spina bifida and others. They regarded it as a potential
alternative to drugs as a means of treating or preventing disease.

“They have actually pinpointed various genes in various
areas that cause certain diseases. | suppose that is what
they’re doing at the moment.”

Female BC1 46-60 SE

“Hereditary diseases, they are looking into diabetes at the
moment which is a good thing. If they can cut the blood line
they won’t have so many people with these diseases.”
“They are closer to a prevention than a cure. If they can
identify the gene that makes people more likely to get
something they can get rid of the genes.”

Female BC1 22-30 Midlands

“l think the press has got hold of the bad side of things, not
the good points whereby people are dying out there because
of genetic defects and if they could only get rid of the gene
that is causing it people won't suffer any more.”

Relative of patient with physical disability Midlands

In this respect genetics research was regarded as uniquely clever: it
came across as medical science that was at the cutting edge of
technology, done by exceptionally bright people.

27



3.1

Findings — General public, ethnic minorities, disease specific groups 28

Sources of information and influence

Main sources

The media — television, newspapers and magazines — were the source
of most information and influence on knowledge and attitudes
surrounding medical and genetics research.

TV news and documentaries were probably most important. Apart from
news programmes, there were mentions of Horizon, Tomorrow’s World
and the Discovery Channel. In general, television tended to be treated
as a more objective source of information than newspapers. The
impression was that television reporting was more factual and less
opinion-based than newspapers. Stories and features in newspapers
were a significant source for many, but were treated with a little caution
for their likely bias: most newspapers were believed to have a stance or
agenda on most subjects, including this one.

“When you pick up a newspaper, when you pick up the
Guardian, you’re expecting a left-wing reading of the
situation. You pick up the Telegraph, you expect a Tory
thing. But the moment you see it on telly you just go ‘that’s
gospel, that’s truth’. We don'’t criticise or question what we
seeon TV.”

Male BC1 18-21 SE

“It depends on the journalist’s opinion as well. If he’s of the
opinion that it’s well worth it, then you’re going to get a good
report. If you've got somebody who’s obviously against it
then you’re going to have a bad one. At the end of the day
they might be able to report facts but it’s still their opinion that
comes across.”

Male BC1 22-30 North West

Many women picked up information about medical developments from
women’s magazines. This included news items on diseases,
treatments and discoveries, and features on personal experiences of
disease and coping with the consequences.

Fictional material, especially TV and film, also played a part in
communicating basic information about aspects of health and
medicine, particularly treatment of diseases. In some instances stories
covered in film and TV features raised issues to do with genetics which
could be worrying.
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“You've got films as well that portray the nightmarish side,
like Gattaca where you’ve got a civilization based on people
that have been genetically purified.”

Male BC1 22-30 North West

“l saw a really horrible thriller on the telly about them
shipping off samples and things and they were growing
things from them.”

Female BC1 22-30 Midlands

Some feeling emerged that press coverage of medical and/or genetics
research distorts or conceals the reality: there is probably a lot going on
— good and bad — that we do not hear about. At the same time it was
felt that press stories can raise expectations which are inevitably
unfulfilled.

“Every few months it’s on the news, scientists have made a
breakthrough with cancer, and there is a bit of an interview
and then you don’t hear anything again and it’s like it’s cost
£x millions and then they don’t seem to get any closer.”
Male C2D 22-30 North West

“They also raise people’s expectations. They reckon they’ll
cure AIDS by 2000 but if you watched twenty-year-old
episodes of Tomorrow’s World they (said that) in 1999
everybody’s going to be driving round in hover cars.”

Male BC1 22-30 North West

“It’s hard to tell these days because everything comes
through the media...There is obviously certain stuff that they
want you to know and then stuff they don’t want you to
know.”

African male 22-30 SE

GPs also had a role in informing people about health generally and
about developments in prevention and treatment of disease
specifically. Among some younger people formal education played a
part in informing them. A few who had taken Biology ‘A’ level had
learned something about genetics and its role in the incidence of
disease.

People with diseases were typically well informed about medicine and
about their own disease or condition. They learned from their GP
and/or hospital doctor, both about treatment available and about any
relevant research on their disease/condition. Most seemed keen for
information, and tended to pass it on to friends and family.
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“We only know more about it because of [my husband]. |
mean | never knew much about it, | know an awful lot now
than | ever did before.”

Relative of patient with mental health problem S Wales

“l like to find things out. | do read, when | see articles on it
and we talk about it. | want to know, when | am in hospital,
why | am getting this, why are they doing that, what’s that
test for, what’s the blood for...”

Relative of patient with physical disability North West

Terminology

A significant issue relating to information and sources of influence was
the terminology used. It was clear that some widely used terms are
often misunderstood, misleading and/or have negative connotations.
Specific examples of this were: samples, biological, genetics and DNA,
all of which seemed open to misinterpretation.

At the same time it was apparent that what members of the public want
as much as anything else is certainty in what they are told about
medicine. They want to trust and believe in what they see and hear.
People look to the media but also to government and to the medical
profession for certainty and are sometimes disappointed. They feel
they cannot always take news stories at face value, and there were
signs that faith in government and medicine to provide this certainty is
diminishing. Concerns about, for example, the safety of the
contraceptive pill, the claimed link between BSE and CJD, and the
possible risks of MMR immunization have all undermined faith in the
medical establishment to be open and accurate with its information and
advice.

Perceptions of human biological samples

Definitions

Human biological samples was rarely a familiar term; in isolation it
came across as puzzling, even unsettling. Initial guesses at its meaning
centred on samples: to most people this meant blood, urine, tissue of
some kind, saliva, sperm; some also assumed it included organs. A few
of the more educated members of the public believed it might include
DNA taken from samples.
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Samples were generally associated with both living and dead bodies,
though some linked them more with living bodies and some more with
dead bodies. In relation to living bodies, samples were primarily
associated with tests carried out for the benefit of the ‘donor’. These
included tests to determine the presence of diseases or conditions —
HIV, hepatitis, other sexually transmitted diseases, diabetes,
pregnancy — or other health factors such as cholesterol levels or
anaemia.

Samples from dead bodies initially were often assumed to be organs
rather than blood or tissue, and were associated with general medical
research and medical teaching. Most people, without considering the
matter at any length, assumed that samples from dead bodies were
body parts, perhaps diseased, that had been removed during treatment
and subsequently used for research.

A few people believed that blood donated for transfusion could be used
in medical research, though the origin of this belief was not clear. Their
impression was that a small amount is siphoned off and passed to
researchers, and the rest is kept for transfusion.

Surgical waste

At this stage human biological samples tended not to be perceived as
including surgical waste. They were believed to be material taken from
living or dead people, with consent, for a specific purpose. Few people
were aware that surgical waste might be used for research purposes.
After some initial surprise there seemed to be broad acceptance of this
practice.

Surgical waste was regarded in a very different way from healthy blood
or organs removed for a specific purpose. The general feeling was that
if the material is no longer of use and particularly if it is not healthy,
there would be less concern about how it was used.

“I don’t see that there’s a problem with that if it’s stuff that’s
been removed during an operation.”
Male C2D 46-60 S Wales
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“If you had just had an emergency op for your appendix you
would just be so happy you were all right now that you would
say yes whatever...”

Female BC1 22-30 Midlands

A few people in Liverpool disagreed with this, probably because they
were more sensitive to the issues as a result of Alder Hey.

“You assume they burn it in the incinerator don’t you? And
that is where | like to think things go, but like we found out
already, they have a back door and they use them. | mean |
would like to give consent, | would like to know everything
about what is happening to my parts, even if they have been
removed from me, even if they are no good to me.”

Male BC122-30 NW

Human biological samples vs. blood donation and organ donation

Respondents were asked to consider the donation and use of human
biological samples in comparison with blood and organ donation.
Virtually everyone was familiar with the principle and practice of blood
donation and organ donation; a few respondents were blood donors
and some carried organ donor cards. The few respondents who were
less familiar were a few from minority ethnic groups, typically relatively
recent immigrants from countries which did not have services of this

type.

Several important distinctions were identified between samples
donated for use in research and blood given for transfusion or organs
donated after death. Blood donation and organ donation was thought to
be about making a direct impact on saving life or improving the quality
of life for specific individuals. It was seen as a big decision involving
some thought and effort. It was widely known that both blood
transfusion and organ donation involved no financial profit for anyone.

“It’s done out of goodwill as a donation, you don’t get
anything out of it besides satisfaction.”
Male BC1 18-21 SE

In contrast, biological sample donation for research was believed to
have a less direct effect in saving life; at best, it would be helping work
which might one day save or improve lives. Decisions on donating
samples were regarded as less significant and easier to make. There
were some concerns that researchers or organizations using biological
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samples would make money from the samples, or benefit from them in
some way.

“I'd prefer my blood to go off to somebody than to off to
research and stuff like that.”
Male C2D 46-60 S Wales

Consent

In initial discussion of human biological samples it seemed to be
considered a given that they are not used without the consent of the
individual and/or their relatives. Consent was rarely raised unprompted
because it was largely taken for granted. In this respect it was likened
to blood and organ donation, and was believed to be controlled by
established procedures. The assumption here was that anything taken
from an individual for the expressed purpose of using it in research
should only be taken with permission.

“If you are volunteering your blood, yes, go for it.”
Male BC1 18-21 SE

“l think if you are told what they are trying to test it for, yes, it
is not a problem.”
Male C2D 22-30 North West

“l think they would always ask permission, get your consent
because if they don’t you might think of other things and
wonder if they had done anything else without consent.”
Female C2D 31-45 SE

Subsequent discussion of consent indicated that it was seen not only
as a courtesy, but also, more importantly, as a sign of respect for the
individual. Asking for consent indicated that the donor was valued and
appreciated; omitting to get consent showed a lack of respect.

Allied to this was a feeling, not always expressed in initial discussion,
that consent must be informed: it is wrong to ask for consent without
ensuring that the donor understands to what he/she is consenting.

Many people made a distinction between healthy and unhealthy
material (surgical waste). They felt that if the blood or tissue is healthy
and still potentially useful to them they should be asked for consent to
give it away. Surgical waste was different: the fact that samples are
blood, tissue or other material that has already been discarded and are
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not wanted made them seem no longer the individual’s property. This
was particularly the case if the material removed was not a vital organ.

“If you don’t know you don’t care...l think if | had my
appendix out | wouldn’t care.”
Female C2D 31-45 SE

“l had my appendix out a few years ago and it doesn’t bother
me what they did with it because | never knew it was there
but if it was something vital like a lung | would like to know.”
Female BC1 22-30 Midlands

There was also the view that if the material is a by-product of an
operation, its collection for research is almost a quid pro quo for the
treatment: the doctors were helping the patient by removing something
bad; in return they could use this material for their own purposes.

People with diseases typically had a more relaxed attitude to consent.
They were used to giving samples for tests and did not object to these
being used in other ways. Some seemed to feel almost beholden to
doctors for their care, and so more prepared to let doctors have what
they wanted or needed for the doctors’ own purposes.

“Nobody spoke to me about it. If they had, I'd have said ‘Yes,

by all means take it! It's no good to me’.
Relative of patient with heart disease Scotland

“You’re in hospital and the nurse comes along or some
young doctor and they say they are doing case studies on
something and could they take samples...I've always said
yes.”

Patient with physical disability North West

Assumed uses of human biological samples

Understanding of the uses of human biological samples was limited.
Many people could make guesses, but some of them who were
generally less well informed about medical research, found it difficult to
imagine how human biological samples might be used.

At best it was assumed that samples are used in three main ways:
analysis to test for diseases or conditions, research to develop
treatments for diseases (examples mentioned were Parkinson’s,
Alzheimer’s and meningitis), and for general medical research.
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“It’s not just illnesses, they research into how bodies work,
not just ill ones but well bodies, looking into how your brain
works, your eyes, any part of the body.”

Female C2D 31-45 SE

“Well diseases like MS and cancers and AIDS, they take
blood from patients and look at them across the spectrum
and different people’s levels, anything that is going to help
future generations...”

Male C2D 22-30 North West

“Later in life looking into diseases like Parkinson’s and

I W

Alzheimer’s.
Female C2D 31-45 SE

Institutions and people involved in using samples

The use of human biological samples was imagined to take place
mainly in universities, teaching hospitals, pharmaceutical company
laboratories and commercial research facilities. Samples were believed
to be collected at GP surgeries, by GPs themselves or by nurses, or by
hospital doctors.

There was some feeling that hospital doctors provide a more
trustworthy avenue for collection of samples because they are
specialists and are likely to know more about how the samples are
used. And there was a feeling that hospital doctors are less likely to
make errors in collecting and storing samples.

Research using biological samples was also believed to be conducted
at commercial research centres which use people to test drugs and
other treatments (press coverage of a clinic in Leeds prompted some
mention of this).

“These cold centres where you stay for a week and they
research the common cold, those sort of places.”
Female C2D 31-45 SE

Respondents believed researchers using samples for medical or
genetics research were motivated by both selfish and altruistic
considerations. Altruism was linked with a desire to do good by
increasing our knowledge of the human body generally, and
discovering how best to prevent and treat disease. The selfish motives
involved were believed to be money, kudos and fame.
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“They’ve got different motivations. There’s financial
motivations but there’s also the motivation of the people that
actually do genuinely care about other people and want to do
good for other people...”

Male BC1 22-30 North West

“Very few people do it for the good of mankind. Even the
Cancer Research company, there must be some people who
start with good intentions but the money has to come in
somewhere.”

African-Caribbean Female 46-60 Midlands

Attitudes to donating samples for research

Few people in the general public sample had experience of giving
samples for research. A few women had been asked to donate blood
when pregnant; one woman had been asked for a sample of breast
milk. Another had been given treatment for a genetic condition
developed from a blood sample taken from someone unknown to her.
One woman had refused to give a blood sample when pregnant
because she was anxious about going to a hospital following the death
of an earlier child. A few respondents had seen advertisements by
hospitals and clinics seeking volunteers to give samples for research

The incidence of donating samples was much higher among people
with diseases and relatives of people with diseases. Many of these
people had given samples and all seemed broadly happy with the idea
in principle.

“We did give blood, because my daughter’s got juvenile
chronic arthritis and they were researching the genetics of
that. This professor said can we take blood from the family
and we said yes.”

Patient with physical disability Midlands

“[My daughter] is a subject of research now at Great Ormond
Street. She’s being genetically researched at the moment.
They’ve done all sorts of tests...”

Relative of patient with physical disability SE

Among the general public, most said they would donate a sample if
asked, with qualifications. It should be used only for bona fide research
— that is, research done on a specific disease or medical problem; it
should not be used for anything with questionable moral value such as
‘cloning’; and no one should make money from it directly.
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“If it was to save somebody’s life, then maybe, but not if they
Just wanted it to do general research because | don’t know
what they’re going to do. You never know, they could take it
to do that cloning.”

African male 22-30 SE

“As long as it is doing some sort of research to develop
something to save life.”
Male C2D 46-60 S Wales

“As long as you know that it is going to be used for a disease
or for drugs to fight disease it is fine”
Male C2D 22-30 North West

“You would do it for the health of your children. The thought
that I could give something that helps my friends’ children or
my own one day, | would.”

Female BC1 22-30 Midlands

Some younger people immediately wondered what they would get out
of donating a sample and specifically what they would be paid.

“How much [would | get paid] and what’s it being used for?”
Male BC1 18-21 SE

“I think you should get paid for it because at the end of the
day you don’t see people lining up to do you any favours in
this world. If anyone wants anything off you, you should
charge them for it...”

Male C2D 22-30 North West

Among the minority ethnic groups, African and Afro-Caribbean people
expressed doubts about their communities’ willingness to donate
samples. This appeared to stem from a different view in relation to
donation generally. Their culture discouraged the passing of blood or
tissue from one body to another, and the removal of organs from dead
bodies, which were expected to be buried intact. Younger members of
these minorities felt that among second-generation immigrants
attitudes had changed, but they were still aware of the traditions.

“I think you’ll find that black people tend not to. They tend not
to want to donate anything, from sperm to whatever.”
Indian Hindu Female 18-21 SE

“My background as an African...your body is used after dying
for research, we don’t believe in that. We believe you get
buried as a full person.”

African Male 22-30 SE

“Our African ancestors, they would never pass blood from
one to another.”
African Male 22-30 SE
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The general assumption was that the request for a sample would come
from the GP unless the potential donor was in hospital for other
reasons. The likely response to a GP asking for a sample would be
accepting: if the GP says the research is bona fide and worthwhile, this
will be enough to convince most people. GPs were generally regarded
as trustworthy, though it was acknowledged that some people have a
poor relationship with their GPs.

“If | asked the doctor | would trust his answer.”
Female C2D 31-45 SE

A few said they would feel happier dealing with hospital doctors in this
context because hospital doctors would be better informed about the
research for which the sample is wanted.

“I would trust a hospital doctor far more than a GP because
they have to know so much about so many things...I would
feel happier in a hospital where they know what they are
doing.”

Female C2D 31-45 SE

The decision-making process in donating samples

For most of these people the decision-making process was an abstract
consideration: they had to imagine how they would feel if asked to
donate. Across the sample there was little sense that decisions on
donating samples for research would require much consultation with
others.

Some respondents, particularly those with diseases, relatives of those
with diseases and regular blood donors did not see giving samples for
research as a significant decision. They were accustomed to the idea
of donating material in some form for some purpose, and depending on
the intended use of the sample, they were likely to do it without much
thought.

Others had not thought carefully about being in this situation but often
gave the same impression - the decision-making process would not be
protracted and would not involve other people.
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“I wouldn’t bother, they could just have it. If it isn’t me they
will get it from someone else so it may as well be me.”
Female C2D 31-45 SE

“l wouldn’t see it as a big thing. | don't think I'd talk to
anybody about it, I'd just go and do it.”
Indian Hindu female 18-21 SE

For some this was because it would not be a major decision: on the
assumption that it would involve only a small quantity of blood whose
loss would not have any physical effect, there would be no need for
discussion. For others it was a private issue which would not concern
anyone else, even close family. In this respect donating samples was
considered very different from becoming an organ donor, which almost
invariably involved discussion with or informing of family members.

The tenor of comments made at this stage suggested that many
respondents did not think through carefully the implications of donating
samples. Many unquestioningly said they would donate when the issue
was put to them in a research situation, but in reality they might behave
differently if asked for a sample.

Donation of biological samples by children

The issue of taking samples from children was discussed briefly but
was not explored exhaustively, and not considered in relation to the
proposed sample collection.

The need to collect samples from children was largely understood, but
many parents had reservations about children being used for samples.
They were aware that there are certain diseases that affect children in
different ways and need investigation using samples. The possible
benefit of new discoveries about diseases that affect children could be
compelling.

“Children don't like needles but | would still let them do it, |
really would, in the hope that something good would come
out of it.”

Relative of patient with mental health problem Midlands

In spite of the acknowledged end benefit, few felt at ease about the
prospect of their children being used for samples. The use of children’s
samples was regarded as significantly different from using adult
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samples, principally because there was more concern about the
physical and emotional effects of taking samples on children than on
adults. For parents this was a more difficult area than making donations
themselves; taking samples from children was a far more emotive
issue. In a general sense children were regarded as more vulnerable;
parents, especially mothers, can feel uneasy about things being
physically taken from their children. More specifically, they were
concerned about the probable pain that children would suffer when
samples were taken, particularly if this involved needles. No one
wanted to put children through pain without good reason.

“I would find it difficult, they are so innocent and you don’t
want them put in any situation they don’t understand.”
Female BC1 22-30 Midlands

“Having blood taken from children is really very distressing,
it’'s a major trauma. | don’t know if you’d get children willing to

do that.”
Relative of patient with physical disability North West

Some parents said they would feel happier about the idea of samples
being taken from a child already ill in hospital than the prospect of
volunteering a healthy child: if the child was already in some discomfort
he or she might not suffer much more from a sample being taken.

Consent was also thought a more important issue in relation to
children’s samples than for adults. Most parents assumed that parents
would be asked for their consent to samples being taken from their
children as a matter of course. They also imagined that at some stage
the children themselves would have to be asked for consent, but there
were mixed views on the age at which children could take the decision
themselves. This was complicated by differing views about when
children would be sufficiently aware and responsible to decide, and
differences in children’s degree of development.

“l think the child would have to be old enough to know what
is going on and that it is giving a sample.”
Female BC1 61-75 Scotland

“A child would be so frightened...l wouldn’t have taken my

child along to a doctor and said ‘take a sample’.
Female BC1 46-60 SE
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It may well have been that this concern was exacerbated by unspoken
fears stirred up by Alder Hey: the subject of children being used for
medical research in any way at all had been tainted, and made parents
feel more protective towards their children.

Overall response to the proposed WT/MRC sample collection

Awareness of the proposed sample collection was very low among all
sectors of the general public sample. Virtually none had heard anything
about it. One respondent was aware of the sample collection in Iceland;
she had read that reaction among doctors in Iceland had been
negative. Otherwise the subject and its implications were entirely new
to these people.

Initial response to the idea in principle was largely favourable. When
presented with a brief outline of the proposal, most of these people
were broadly accepting and some were actively approving. However it
was evident that first reactions were often unconsidered and did not
take account of all the implications of setting up the sample collection.
Respondents tended to express acceptance of the idea without thinking
it through.

Reactions varied between different sample segments. It emerged that
men accepted the idea of sample collection more than women and
were less likely to express resistance to volunteering. There may have
been an element of male bravado and posturing in men’s attitudes.
There were also differences based on personality and outlook on life:
some people with a generally relaxed attitude to life and health said
they would have no concerns if asked to volunteer; others seemed
more anxious by nature and were more disposed to see problems in
the idea.

People with diseases were typically more supportive of the project than
most of the general public: they regarded it as potentially highly
beneficial to medicine in general, and felt it might have long-term
benefits for themselves. For some it was overdue but nevertheless
welcome: it showed that someone was determined to make a real effort
to advance medical research in the UK.
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“I'd just agree with it. More so because we’ve got so
many...we've got three diabetics in our family, two cancer
patients, two people who have suffered with depression.
That’s why | would be all for it.”

Relative of patient with mental health problem Midlands

A few respondents said that they accepted the idea of the sample
collection in principle, but could not consider volunteering because they
were squeamish and frightened of needles.

After the initial cautious acceptance of the idea, subsequent discussion
of detailed features prompted some concerns. When information gaps
were filled, overall perceptions generally became more favourable
again. The value of explanation and information was also apparent in
relation to specific features of the sample collection. Some details
prompted concern and resistance, but if there was a plausible reason
for them, they tended to be accepted.

“It's scary not knowing what’s going to happen. If the
government or the doctors or whoever was up front about
what they’re actually doing with it, everybody would be more
willing, but keeping it hush-hush...you begin to think, ‘What'’s
going on?”

African male 22-30 SE

Several issues raised immediate questions and concerns. People
expected to be told which organization(s) were behind the idea, and
specifically whether it was a commercial or publicly funded initiative,
whether the intention was to make money from the samples and who
would control the sample. These questions prompted suggestions for
an independent controlling body to oversee the sample collection and
its use.

“Is it one company asking for this or what? Is it a bank that
people can go to?”
Female BC1 46-60 SE

“l think the answer depends on who are ‘they’ and why do
they want it?”
Male C2D 46-60 S Wales

“That kind of amount of people, somebody needs to control it
independently to make sure that proper measures are
introduced so that they take care of what they have extracted
and used it in a proper manner.”

Female C2D 18-21 North West
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“There has to be an independent body that is not paid for by
the people that are doing the research, making sure it is used
to investigate diseases and things like that, and the more
common ones like cancer, and it is not used for cloning.”
Female BC1 22-30 Midlands

“It would be a good idea if there were some sort of watchdog
body, that ensures that this research is used for the things
that people want it to be used for. Some sort of inspector.”
Male BC1 18-21 SE

There were also requests for information about how the samples would
be used. Respondents wondered what type of research the samples
would be used for, especially if it was genetics research, what diseases
would be researched and what feedback would be given to donors.

“I'd like to know the diseases they were looking into.”
“And what it’s not going to be tested on.”
Male BC1 22-30 North West

“I'd want to know about the research, how successful it was,
the facts and figures on it when they’ve done the research
into it, rather than them not telling anybody about it.”

Male BC1 22-30 North West

“Would there be any comeback on people’s blood samples if
they found anything or would they come back to those
people? There is lots of questions isn’t there?”

Female BC1 31-45 S Wales

Questions were also asked about the time period of the exercise and
the storage of samples, and the implications of keeping the samples for
long periods. Specifically respondents wanted to know how long the
sample collection was planned for, how long the blood samples would
last, whether DNA would be taken from the blood samples, and how
the samples would be disposed of.

By the end of the discussions and interviews, these questions had
largely been answered and most respondents’ reservations allayed.
The impression was that the more information is given to potential
donors at the first point of contact or communication about the project,
the more favourable the response is likely to be.

“Thinking they want the samples from half a million people,
you think ‘Why?’. But if you actually know the age group of
the people and the reason why [the samples are wanted],

you think that probably sounds about right. It makes you go

from being fairly sceptical to ‘yeah, maybe so’.
Male BC1 22-30 North West
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“As long as the aim of the research is communicated openly,
accurately and clearly — it has to be honest and the
information given has to be clear. If people volunteer
themselves they need to be able to make an informed
choice.”

Indian Hindu female 18-21 SE

It was also apparent that if initial impressions are not favourable, they
will be difficult to overcome. If reservations outweigh support for the
project it will not be easy to persuade people to reconsider.

Response to specific issues
The use of DNA

For many people the intention to extract DNA from the samples was
puzzling or worrying, and prompted demands for explanation. Some
were so concerned by the reference to DNA that they anticipated
rejecting an invitation to volunteer if approached.

“If you said they were just going to take a bit of blood for
research, fine, but if you start saying ‘from which DNA has
been extracted’, then you start thinking ‘What’s this for?””
Female BC1 46-60 SE

Knowledge of DNA was invariably partial and often inaccurate. There
was some understanding that DNA is virtually unique to each individual
and that for this reason it can be used to identify people, but little was
known about its value in research on diseases or other genetics issues.
The belief that it can be used to identify individuals worried some if it
was a central part of the sample collection.

“Like credit and debit cards when you go shopping,
somebody can already see what you eat, what you drink,
how often you eat it, how often you buy it, now they are going
to have strands of your DNA as well. Like they know you
inside and out quite literally.”

Female C2D 18-21 North West

“l don’t want them to have my DNA in their bank, because it's
like your code. For whatever reason, I'm not saying I'm a
good person or a bad person but | don’t really want them to
be able to identify me. Who are these people that are going
to keep hold of this and for what reason? Why would they
want it?”

African male 22-30 SE
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In addition to this, DNA had unsettling associations, largely derived
from news stories and TV/film fiction. To many people mention of DNA
prompted references to criminal investigations, the police, miscarriages
of justice, cloning and ‘Big Brother’.

“Once they have got your DNA you are in a Big Brother
situation really, anyone could hack info the computer they
store your information on.”

Female C2D 31-45 SE

“Once they have got your name and DNA you are known
aren’t you?”
Female C2D 31-45 SE

“Also, what if they made a mistake? Say they think I've done
something dreadful?”
Female BC1 46-60 SE

“They cock up so many things, they can’t always be 100%
sure and you might get blamed for something.”
Female BC1 22-30 Midlands

Given its assumed potential to ‘barcode’ individuals, there was some
belief that in the context of the proposed sample collection, using DNA
could open the door to less acceptable, more sinister uses of samples
in the future.

“You know how they’ve been going on about having a copy
of everybody’s DNA to help solve crimes and things like that,
and when there have been crimes they've asked people to
give blood so that they can get the DNA to try and match it. If
you want to be cynical you’d think that’s just a way of doing
that.”

Male BC1 22-30 North West

“It could be like a Big Brother state like in 1984, where you’ve
got DNA records of every person in the country. I think it’s an
invasion of privacy.”

Male BC1 22-30 North West

“You start thinking DNA, chromosomes, genes and stuff. If
they take my genes, what if | find a clone of myself ten years
from now? If you saw that they wanted to take your DNA
you’d think what do they want my DNA for?”

African-Caribbean female 46-60 Midlands

There was also a belief, or suspicion, that if DNA makes it easier to
identify a blood sample, this could undermine attempts to make
information anonymous. The thinking here was that someone involved
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in the sample collection would be able to link a sample and the
accompanying information to identify the donor.

“If they want someone for a crime and they have got their
DNA in the data bank, there is the thing that if you have done
something wrong they breathalyse you and...”

Male C2D 31-45 Scotland

A particular worry for some of those from ethnic minority communities
was that reference to DNA could discourage people from volunteering if
they were worried about their immigration status. Again the issue was
that DNA can be used as a means of identifying individuals and so
might be abused.

The need for information about volunteers

The need for volunteers to provide information about themselves
caused some concern, partly based on misunderstanding of why it
might be needed.

The rationale for collecting information was understood by some
respondents, especially people with diseases. However, many were
initially surprised and puzzled by this request. On first sight there was
no obvious reason why individual information should be needed, and
without explanation it prompted worries that the researchers would be
‘checking up’ on volunteers. This was a particular worry for some
minority ethnic groups who were concerned that it could involve, or
lead to, checks on their residency status in the UK.

When the rationale for gathering information on donors was explained,
worries tended to dissipate. It was clear to most respondents that
information on individuals’ lifestyles and the environment in which they
lived could help researchers understand how these factors affect
health, and could add considerably to the value of the samples.

“On your current health, it depends on your lifestyle and
environment anyway. | mean...if your lifestyle is such that
you are out every weekend with everyone in town, you kind
of put yourself open to diseases don’t you? It is there, so
your lifestyle and environment is your health.”

Male C2D 31-45 Scotland
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“They could say ‘right, these samples are from factory
workers, these are from office workers, these are from
outdoor workers’, and compare them all.”

Male C2D 61-75 Midlands

“l think environment and lifestyle have a lot to do with illness.
In terms of what you do for a living, where you work, the sort
of things you handle, stress, which area you live in.”

Female BC1 31-45 S Wales

The request for information about environment was largely
uncontentious, though it needed some explanation. Few people had
reservations about giving details on their home and local environment.

Information on lifestyle was more problematic, especially among young
people, and some minority ethnic groups. These people were
particularly concerned about answering questions to do with their
leisure activities if, as they assumed, this included sexual activity,
drinking, smoking and use of illicit drugs. Requests for this sort of
information came across as intrusive, and worrying if there was a risk
that it could be accessed at the point of contact — the GP surgery.

“l don’t mind them having my blood but then I've got to
answer all these questions and tell them everything about
myself and who’s going to have it...I| mean giving blood
nobody knows anything but when | write down and tell them
everything about me, | want to know who wants to know.”
Male C2D 61-75 Midlands

“There are some things.. like being a Hindu it’s quite difficult
to come out and say ‘I'm sexually active’ without someone
thinking...If you tell your GP and he’s going for dinner with
your mother or something, and you don’t want her to know
you’re sexually active, it sort of puts the spanner in the works
doesn’t it?”

Indian Hindu female 18-21 SE

It was also sometimes suggested that this information might be
inaccurate: some respondents believed that people rarely tell the truth
if asked to describe their lifestyle, particularly in relation to sex, alcohol,
smoking, and even diet and exercise.

“How honest would you be? The GP would be totally honest
wouldn’t they? But you’d worry about your weight, smoking,
drinking, everything.”

Female BC1 22-30 Midlands
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There was more concern still about the need for access to individual
medical records and information on current and future health. This was
often regarded as too intrusive: information of this type was considered
confidential and passing it to unknown researchers seemed an invasion
of privacy. Medical records tended to be regarded as having a unique
degree of confidentiality. If any information about an individual was well
guarded it should be medical records. Allowing medical records to be
seen by other people, whatever the purpose, would violate their status.

“I wouldn’t be happy. | think medical records are private. Fair
enough if you’ve come to the decision that you don’t mind
them checking into our records, but it’s a personal choice
and | wouldn’t want anybody being able to have access to
my medical records...”

Male BC1 22-30 North West

“You are one of say a hundred from that surgery and that
would be enough to identify you. Not everybody wants their
personal records available to everybody...”

Male C2D 31-45 Scotland

“For years and years we’ve known that our medical records
at the doctor have been private and confidential and then all
of a sudden you’re saying...he’s going to give out everything
that’s on your card.”

Female BC1 61-75 Scotland

For some, confidentiality was not an issue: they were not concerned
about guarding the privacy of their medical history, and felt that records
were anyway probably accessible to anyone who really wanted them.

“You are only bothered if you have something to hide. If you
do, you’re not going to volunteer to do it anyway are you?”
Female C2D 18-21 North West

“I personally wouldn’t have a problem with that, if they’re not
just looking at having a big stock of blood to use — but if
you’re answering questionnaires and they’re looking at how
your lifestyle and your environment affects whether you're
more prone to some diseases than others...If they know that
So many people have asthma and realise that where | live
affects this that and the other, that would be fine by me.”
Male BC1 22-30 North West

“l would do it because | would think maybe someone can
benefit from my information.”
Female C2D 31-45 SE

This was also true of people with diseases. They understood the need
for medical records and other information, and had no concerns about
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anyone knowing this. They tended to feel that their health problems
were already out in the open, and that there was nothing more that
could be found out about them.

A more detailed, operational problem to do with collecting information
was the reference to a questionnaire to gather it. Some respondents,
some of whom perhaps had literacy difficulties, said they disliked filling
in questionnaires and thought this could be a barrier to them
volunteering.

“I hate filling in forms...When they send you those great big
questionnaires, | think ‘why should 17"
Female C2D 31-45 SE

“That puts you off a bit, if you've got to answer a load of
questions first.”
Female C2D 18-21 North West

Storage of information and confidentiality

Respondents were told that information gathered on volunteers would
be stored on computer. Though this was largely expected,
confidentiality was considered a significant issue in light of the need for
personal medical information along with the samples. Women seemed
to have more reservations about this than men, particularly in relation
to medical records. Some were seriously concerned about
confidentiality and felt that their worries about it might discourage them
from taking part if approached. They felt that technology increasingly
means personal information easily obtained by people who should not
have access to it.

“People just don't like people to know so much about what is
happening in their life. It’s like with everything, even with your
friends, if you tell your friends something you don’t expect it
to go anywhere else. It's about that whole personal space
and people knowing.”

African male 22-30 SE

“These days you’ve only got to give your surname and your
postcode and they've got your address and your bank details
and everything.”

“And your blood group!”

Female BC1 46-60 North West

“You can get into any computer...l don’t trust them.”
Female BC1 61-75 Scotland
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At a more specific level they imagined that no matter how well
encoded, the information could be accessed and decoded by someone
really determined.

“That’s the thing, most of the records are not on paper any
more, it’s all on computer and there’s plenty of kids out there,
bright kids, that can hack into anything they want so
somebody else can hack in and sell information. There’s no
way they can safeguard it.”

Male C2D 46-60 S Wales

“As soon as you've given a name out, that’s it. There’s
always somebody that will do something for a price. If
someone wanted that information, they could get hold of it.”
Male BC1 18-21 SE

“These insurance companies have been known to pull
information from GPs, phoning up for health information, and
they’ve been given it just like that.”

Indian Hindu female 18-21 SE

For others it caused little worry, for several reasons. Firstly, they felt
that if information is properly encoded or encrypted it will not be
accessible to people unauthorized. Secondly, they felt they had
‘nothing to hide’. There was no worrying information about them that
could be known to researchers. And they imagined that this sort of
information was already available — that medical records are probably
accessible to people who want them, legitimately or otherwise.

“In a position like this there wouldn’t be names, | think, more
like numbers, it would all be coded, so if any one of us
hacked into it you wouldn’t know who they were talking
about.”

Female BC1 31-45 S Wales

“What’s the difference between telling a doctor and
somebody using the blood to do that? Somebody already
knows your medical history anyway. Your doctor does.”
Male BC1 22-30 North West

“Someone has only got to go in and give your medical
number and they can get access as well, or hack in, there
are lots of ways...”

Male C2D 61-75 Midlands

More generally, they rationalized that it was futile to worry about access
to personal information, because the police have access to information
via vehicle registration numbers. There is already easy access to
personal information by means of postcodes, and anyway, computer
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hackers are more interested in the challenge of hacking than in the
information they find.

Worries about accessibility of personal information tended to dissipate
a little when the rationale for gathering information was explained: once
it was clear that the samples would have considerable additional value
if accompanied by medical records and other information, this feature
was more acceptable.

Specific concerns about confidentiality

Initial worries about personal medical information were often vague and
unfocused. The main concern was the general issue of information
being available to unknown people or in the public domain.

However, there were some unprompted references to information
falling into the hands of certain organizations that might have specific
abuses of information in mind — employers, insurance companies,
direct sales companies and doctors.

“I mean you fill in a special form and sign the data protection
act form, you can get that information, they will tell you
whether or not that person has been in trouble before, you
know, big insurance companies, financial institutions, they do
it, you go for a job they will contact the police...”

Male BC1 22-30 North West

“The positive side is we can have a healthy nation, we can
have a health check on everyone in the country. The
downside is that it could be used for insurance companies
just for a check up that nobody’s trying to con them...”
Male C2D 46-60 S Wales

“It could jeopardize your job situation if they know things
about you that could be looked at in the wrong light, it could
Jeopardize your family life, marriage, and your whole life.”
Female C2D 31-45 SE

In relation to employers, it was clear that information about past illness
or current conditions could jeopardize a current or potential future job.
Occasional references were made to instances in which people had
lost jobs following employers discovering information about their health.
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“Employers could actually state ‘Right we are loath to take on
somebody who has got a history of this’, and if...I have got a
heart problem, my son, they may say to him ‘Have you got a
history of this in your family?’...employers will be loath to
take him on.”

Female BC1 31-45 S Wales

“When you apply for a job, there’s that question, ‘Do you
have any iliness that could prevent you from working’, they
can use it to discriminate, like if you’'ve got AIDS or cancer.”
African-Caribbean female 46-60 Midlands

“l saw a guy on the telly and he had a blood test and they
sent it back to his work and his work saw that he had HIV so
the guy was sacked...”

Male C2D 31-45 Scotland

“If employers knew that you’ve got a deficient gene and that
you, there’s a chance that you’re going to lose a lot of time
from work or you could even have to pack up when you're
forty, they might not employ you.”

Male C2D 61-75 Midlands

Against this there was some belief that employment law would
discourage employers from abusing this sort of information.

Potential difficulties to do with insurance also prompted worries.
Insurance companies were believed to discriminate against people with
certain illnesses and refuse them insurance. And they were believed to
deny liability if a disease came to light after a customer’s death.

“When you’ve passed away and then they’ve gained access
to your files to make sure that you had a disease that they’d
not been notified about when you took out your insurance,
they might nullify it and leave your family without the
insurance that you’ve taken out and been paying into for
thirty years.”

Male BC1 22-30 North West

“Someone might not want to give you a mortgage or
insurance if you’ve got something in your blood that shows
you might get an illness.”

Female BC1 46-60 SE

“Maybe if they knew that you had a disease, you only had a
certain amount of time to live, they’re not going to give you
life insurance.”

African-Caribbean female 46-60 Midlands

There also seemed to be a feeling that insurance companies are both
less closely regulated by law than employers, and less likely to be
sympathetic than employers in the event of illness.
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“Insurance companies are as devious as the next company,
they are all big sharks in a big pond and to get ahead of the
game they do whatever they want to...”

Male C2D 22-30 North West

A few people believed information could be passed to direct sales
companies working for pharmaceutical or other health-related
businesses. They imagined that information on individuals’ health could
be of value to businesses which might target people with promotions
offering drugs or treatments.

“If drug companies know your name and what you’ve got
you’re going to be bombarded if they suddenly find
something they think will help you.”

Female BC1 46-60 SE

It was occasionally suggested that if medical records are on computer,
this might allow access to other GPs, who could use the information in
decisions on whether to take on people as new patients.

Consent

Initial discussion of consent prompted little comment. It was taken as
read that anyone approached to take part would be asked for their
consent for samples and information to be taken and used. No one
imagined that samples would be taken without consent, and assumed
that this would be accompanied by an explanation of how the samples
would be used.

However it was clear that many members of the public gave little
thought to the implications of consent. They tended not to consider the
possible definitions of exactly what volunteers would be consenting to,
the period for which consent would apply, the possible need to secure
repeat consent for future use of samples, or the ease of withdrawing
consent in the future.

When these aspects of consent were raised they were regarded as
important and it was clear that they would have to be addressed in
drawing up an appropriate form of consent.
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“You’d want to know for sure what this research is all about
before you go and take that step. You've got to know
because they’re going to know everything else in your life
from when you sign that piece of paper.”

Male BC1 22-30 North West

“There should be a way of saying ‘I don’t like what you’re
doing, | want out. | want my records to myself, you can’t use

)

them any more’.
Male BC1 18-21 SE

Nature of research conducted with samples

This was a crucial issue, though attitudes depended to a large extent
on existing knowledge of genetics research. Most members of the
public felt that willingness to volunteer would be tied in part to the uses
made of the sample and associated information.

The general expectation was that research would focus on diseases. If
this were the case, there was widespread and ready approval for the
idea, and especially if the diseases are high profile conditions that
affect large numbers of people, such as cancer, heart disease, multiple
sclerosis, cystic fibrosis, asthma and diabetes.

“If they came to me and said ‘We are trying to look into
cancer’ | would go for it, | can understand what they are
talking about and | would agree to go every six months and
so on but when the end product is so unknown | wouldn’t be
as happy.”

Female BC1 22-30 Midlands

“Diseases like MS and cancer and things like that. The
common cold and flu. Not wacky things like way out things,
like grafting an ear onto something.”

Male BC1 18-21 SE1

If the intention was that some of the research would be on more
general work to understand the human body, this was acceptable but
less motivating.

“I think you would get a better reaction if you told people you
were taking samples for something specific...Rather than
saying ‘We just want to collect blood for some general
research’.”

Indian Hindu female 18-21 SE

Some possible uses of the sample and information caused more
concern. A few people were aware that genetics research could be
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used to address certain mental or psychological conditions, or traits,
particularly criminal behaviour, or 1Q levels. If this were to happen with
the proposed sample collection, they felt this would be a misuse.

“I think testing genes for IQ is beyond the cause. It’s taking it
too far.”
Male BC1 22-30 North West

“What about if there’s a gene that makes you a thief or
whatever? Weed all the thieves out. It’s just open to so much
abuse if it’s not properly organized.”

Female BC1 46-60 SE

There was also a belief that genetics research could be used to help
prevent the incidence of certain physical disabilities. Although most
people had no worries about this, some expressed unease about it,
and felt that it could prompt reservations about taking part. At the
extreme there were some people who imagined that, at least in theory,
samples could be used for a variety of dubious purposes.

“Biological warfare research, you never know, they might
ship them off down to some secret laboratory and start
testing all different germs and viruses on it. You wouldn’t
want it used for stuff like that.”

Male BC1 22-30 North West

“I'd want to know that it wouldn't fall into the wrong hands. I'd
like to make sure that it's not used by extreme right wing
groups.”

Indian Hindu female 18-21 SE

A few members of the public had a much more relaxed and uninvolved
attitude to use of samples. They felt that once samples had been taken
they would have no stake in how they were used, and seemed to trust
the researchers to use them properly.

“If they can do something with the blood they take out of me,
well good luck to them. They’re far cleverer people than | am
so why should | object to their doing it?”

Male C2D 61-75 Midlands

“l wouldn’t give a second thought once they’d taken it...Once
it’s left my body they can do what they like with it.”
Male C2D 31-45 Scotland
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Future use of samples

This was less easy to explore, largely because it was difficult to give
examples of future uses, and because some people had problems
understanding the issue. Some understood that the pace of
developments in medical technology mean that it is impossible to know
how samples might be used in the future; others were less clear about
this.

At first there was concern about the types of possible use of samples. If
there was no knowing how they were used, there was potential for
abuse. On further consideration, it was generally accepted that
unknown future use was inevitable and that the problem could be
surmounted if future use was made explicit at the outset, and if consent
was made conditional on this. The example of research carried out on
a specific condition or disease that became prevalent in the future,
such as HIV, made this feature more acceptable.

The likelihood of unknown future use prompted further discussion of
consent. Some respondents felt they would want repeat consent in the
event of their sample and information being used in new or different
ways — ideally on each occasion.

“I mean one sample might be used to find out about MS or
whatever and then the following year it might be used to find
out about AIDS or CJD or whatever...every time it is
changed then you want to be informed about it.”

Male C2D 22-30 North West

“There’s got to be communication between the body that’s
doing it and individuals that have given the blood, with the
option of opting out. If they sent you a letter saying ‘We’ve
now looked into this and it’s possible that the blood you

)

supplied is going to be used to look into this’.
Male BC1 22-30 North West

Others were less worried about consent in this context. They felt it
would be impractical to approach donors every time a new research
technique was used on the samples, and thought that a catch-all
consent statement to cover all future research approaches would be
sufficient.
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The GP and practice nurse as points of contact and sample
collection

There was general acceptance of the GP as the main or initial point of
contact. Trust in GPs varied depending on age and relationship with
their own GP; but on balance most people felt they would believe what
their GP told them about the sample collection.

Positively, the use of GPs as contact points was expected to lend
credibility and status to the project: it would communicate to potential
volunteers that this was an important and worthwhile exercise. The
involvement of GPs would also signal that it was safe to take part in the
sample collection: the taking of samples would be done properly, the
samples would not be misused, and information would not be given to
anyone who should not have it.

“My feeling is that if they said it was medical research, my
doctor would obviously feel it was needed and | would trust
him.”

Male C2D 61-75 Midlands

There was also an element of convenience in the GP or nurse taking
samples. If the donor was already at the surgery it would be simple to
take blood from him or her.

“I think it would be a good idea...when you go to a doctor’s
surgery as a matter of course, if he could collect the sample.
If you give blood so they can check for diabetes or arthritis
and he takes an armful of blood...he might as well take
another armful of blood out of me and give it to this research
company...”

Male C2D 46-60 S Wales

It was occasionally said that using GPs to recruit volunteers could be
limiting. It would exclude those who were not registered with a GP, and
those who did not visit a GP often would be unlikely to respond.

Exceptions here were some minority ethnic groups - Africans and some
Asian Muslims — and a few younger people, who had reservations
about their GPs. They were not sure they would trust GPs to give them
all the information they wanted about the sample collection, or to give
accurate answers to queries. Also, some feeling emerged among those
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who were less well disposed towards GPs that doctors might
pressurize people into taking part against their wishes.

“If you’ve got a strong enough personality, all right. But you
get a lot of feeble people who look at the GP as someone up
there, and if the GP says ‘Will you do this?’ they might
consent to it on the spot where really if they’re given a
chance to go away and think about it they might not.”

Male BC1 22-30 North West

Discussion of GPs recruiting volunteers also prompted questions about
selection of donors. What sort of people would be invited? Only healthy
people or those with specified diseases?

A few people wondered whether GPs’ involvement would take up too
much of their time and create longer waiting lists for appointments.

“As long as you’re not waiting three hours. If you have got a
12.30 appointment you will be cross if they keep you very
long.”

Female C2D 31-45 SE

The idea of a specially appointed nurse being involved in collecting
samples and information was generally accepted; practice nurses were
known to take blood for tests and it was logical for a nurse to take
samples. The involvement of nurses also allayed concerns about the
impact of the sample collection on GPs’ time. The only reservation
about nurses was whether they would have the background knowledge
to answer all queries about the sample: GPs were expected to be
better informed.

Feedback from the research

Personal information

This seemed potentially one of the most difficult issues involved in
setting up the sample collection, and one of the least easily resolved.
The general feeling here was that volunteers should be given the
option to be informed about any disease or condition that came to light
in the course of the research. It seemed right that if someone
somewhere knew something about an individual, even if not identified,
that individual should have the right to be told.
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“If it happens that you’re just testing someone for blood and
he’s got a disease, | mean you've got a right to know haven’t
you? You just can’t ignore the fact that someone’s got a
disease that they don’t know about.”

Female C2D 18-21 North West

Personal feedback was also seen by some as a quid pro quo for taking
part in the sample collection: if people were voluntarily donating
samples it was only fair to give them information that came to light
about themselves as a result of the samples being used.

Views were mixed on the wisdom of agreeing to hear bad news that
emerged from samples. Most of these people imagined they would
want to know if it became apparent that they had a disease. Though it
would be unwelcome news, it would be preferable to hear it earlier
rather than later. It would allow more time to prepare for the outcome,
and the more warning the better.

“They may have picked up something that you wouldn’t have
found out about for six months or nine months which might
have been too late.”

Male C2D 46-60 S Wales

“I would like to know...because my father’s brother has had a
full heart transplant and my father died at 31, so | mean |
would like to know whether or not it is in the family...”

Female BC1 31-45 S Wales

Others felt they would rather not be told bad news. If they were
discovered to have a serious disease, or if the information was about
their likelihood of developing a serious disease, knowing this would
only have a negative effect on them. Some suggested the sensible
solution would be to inform people if the disease was preventable, but
not in other circumstances.

“What do they do if it gets to a point where they see your
blood and they think ‘This person is likely to get this
disease’? Do they contact you and put the fear of God into
you?”

Male BC1 18-21 SE

“If it was preventable then it would be a good thing to know.”
Female BC1 46-60 SE
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“They could have it where they could definitely tell your GP if
it was a really important thing like a nasty disease or a
genetic thing whereby your children might inherit it, and your
GP might suggest a test for it anyway next time you go, and
you need never know if it came from that, so the GP makes
the decision.”

Female BC1 22-30 Midlands

There was also a feeling that this issue would need resolving at the
outset. It should be established when the donor agreed to take part
whether he or she wanted to be informed about any disease or
condition he or she might have. Alongside this, some people felt that a
mechanism should be in place to provide support for those who were
discovered to have certain diseases or conditions.

“You should choose when you sign the contract that you’d
like to know.”
Female C2D 18-21 North West

“l think they should ask you at the beginning — ‘do you want
to know anything about this?””
Female BC1 22-30 Midlands

“If I discover I've got something what support are they going
to give me? If they said my blood is not good enough, why?”
African male 22-30 SE

The expectation was that GPs would be asked to inform volunteers in
the event of their sample showing up a disease or condition. If the GP
was the first point of contact, he or she should be the disseminator of
information back to the volunteer.

This issue raised some anxieties about confidentiality of information. If
individuals could be given personal feedback, this would mean that a
clear chain of information must exist. Again this demonstrated the need
for strong reassurance about confidentiality or anonymity.

“It might be necessary to ask your name and address in case
they find something in your sample that there’s a cure for or
whatever...there must be some way of tracing you.”

Male C2D 46-60 S Wales

Feedback of research results

Virtually everyone said that if they donated a sample they would
appreciate feedback on what the research using their samples had
discovered or achieved. This would help sustain their interest and
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convince them that their involvement had been worthwhile. A few
people with a more cynical view of medical research wanted
reassurance that all research results would be made public, whether
positive or otherwise.

“I think that option should be left open to people. They should
produce some sort of findings as they do with all big things
they do, they produce a paper of findings in a booklet form, if
you want to know you can go along to your local library or
whatever and read what the findings are.”

Male C2D 22-30 North West

“If you knew who the company is and this company’s found
out something,, something for the general public, you’d be
pleased with that wouldn’t you? You’d be happy.”

Male C2D 46-60 S Wales

“I think they should keep in touch, even if it’s a six-monthly
newsletter saying this is how the research is going.”
Male BC1 22-30 North West

“What would happen if they got a negative result from it? If
they didn’t get the results they wanted, then they’re
frightened about publishing these results — then it might
worry people. Will they go out and do it or do you think they’ll
just make it up?”

Male BC1 22-30 North West

Another aspect of feedback was a general interest in learning about
genetically transmitted diseases. The feeling here was that it would be
a good thing for the country to have this information available.

“l think | would want to know...that a certain section of the
population was prone to certain things, and that this has
been identified. Then the whole aim is for future planning. It's
also educative and informative, not just for the government
and politicians, but also for the people.”

Indian Hindu female 18-21 SE

It was generally accepted that feedback would not be available for
some time, probably several years, given that scientific research can
be a protracted process. Some respondents imagined that feedback
would be given out via press stories; others said they would expect a
letter or information sheet sent direct to individual donors.
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6.10 Organizations involved in the sample collection

Respondents were not given any information about which organizations
were planning the sample collection until near the end of the
discussions. Before this was revealed, it prompted much speculation. It
was considered important because it would have a bearing on the
perceived trustworthiness of the researchers and consequent
willingness on the part of donors to volunteer.

“You've got to know if it’s a well established research
organization. It’s got to be trusted.”
Male BC1 22-30 North West

“If you think you can trust the people behind it then you’ll be
happy to give them a sample.”
Male C2D 31-45 Scotland

Initially it was assumed that the sample collection was planned by
either a large commercial organization of some type. This would
probably be a pharmaceutical company, a general insurance company
or a health insurance company such as BUPA. Or it could be part of
government (the Department of Health or the NHS). The size of the
proposed sample, and the fact that it was being subjected to market
research, indicated that a large organization was involved.

Those who expected it to be a pharmaceutical company thought there
was obvious value to pharmaceutical companies in conducting
research on human samples, and that these organizations are
sufficiently well resourced to fund a large sample collection.

“It would be someone like Roche who set it up and then
would own it. It sounds very much like either the government
or a drug company. And | don’t think the government could
afford it so | think it’s probably a drug company.”

Female BC1 46-60 SE

“Well it’s obviously going to be a drug company. They’re the
ones wanting to come up with the cures for various things.”
Relative of patient with mental health problem Midlands

Those who believed it was the NHS or an arm of government imagined
this because it was a large and probably costly exercise, and because
there is a case for doing this sort of work for the public good.
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Access to the sample collection and information

The fact that the sample collection would be owned publicly was
thought significant. This implied that it was not being set up to make
money, and that it was primarily about the public good. For some
people it also meant that the samples and associated information
would come under government ownership and control, and that this
would mean strict controls over access to and use of the samples.

“If it’s the government, if it's the NHS, then they have strict
guidelines that they would adhere to.”
Female BC1 46-60 SE

This assumption was not always made. Some respondents interpreted
‘publicly owned’ as meaning that anyone could have access to the
samples. This would need to be clarified in information given to
volunteers and the general public.

The fact there would not be exclusive commercial access to the
samples and the information raised several issues. For some it drew
attention to the fact that commercial organizations could have access
to the samples: this was a surprise and prompted some worries about
profiting from freely given samples.

“You’re saying that no company will be allowed exclusive
commercial access so a company could be having it, not the
national health...It's becoming commercialized now because
there’s a company involved.”

Male C2D 46-60 S Wales

“If they did discover a cure they’d have to get some
pharmaceutical company to mass produce this cure.
Whether it's done through a charity to start with or not. The
end result is that...somebody’s going to make money off it
somewhere along the line.”

Male BC1 22-30 North West

“I wouldn’t be happy if | knew a pharmaceutical company
were going to make money. It is their money and they are
trying to find a cure, but they have got to give a little back to
the health service.”

Female BC1 22-30 Midlands

Many people assumed that drug companies would be involved in the
sample collection somehow since they would probably fund a
significant proportion of the research conducted on the samples. If this
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were the case, the fact of no exclusive commercial access offered
reassurance that it would be difficult to abuse the sample collection for
commercial purposes.

“So [a drug company] can’t come along and make a killing
because every other company can use it as well, so there’s
no monopoly on the outcomes of the research.”

Male BC1 22-30 North West

“At least if everybody in the public domain, if not just the big
companies but the other companies have got the same
database...they are all working on the same level...you’re
giving them the same shot at it.”

Female BC1 31-45 S Wales

“This would be a better way of doing it because if you have
one company they might develop a particular drug and then
they have the monopoly.”

Indian Hindu female 18-21 SE

“Drug companies are going to be involved because
researchers work for the drug companies so therefore
researchers get access and their information goes to the
people that pay them, which is the drug companies. If you
say no drug companies can have it you are cutting out three
quarters of the researchers that there are.”

Female BC1 46-60 SE

6.12 Remuneration

Many people felt that GPs would expect remuneration for their part in
helping recruit volunteers and collect samples. They imagined that GPs
would regard the imposition on their time and resources as significant,
and as only worth taking on if they were paid.

“If the GP does this then obviously he’s going to be paid for
it. We have to accept that because obviously it has to be
done somewhere, but...they’re eventually going to get a
great deal of money out of it.”

Indian Hindu female 18-21 SE

The prospect of volunteers being paid prompted some debate and
varied opinion. Younger people often assumed that volunteers would
be paid for their time and their contribution and felt this was only right.
Payment was thought particularly appropriate if the samples resulted in
research that generated income for commercial organizations.
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“If there’s no money in it, then no. If there’s some cash in it
then I'd think about it.”
African male 22-30 SE

The subject of payment for participation was related to pharmaceutical
companies’ access to and use of the samples and information. If
pharmaceutical companies are to be allowed access, should they pay
for this if they stood to gain from it? And if so, should volunteers be
given remuneration derived from payments made by pharmaceutical
companies?

“I think you should definitely get paid for it. If it’s definitely for
research, because say the research does come up with a
new drug, then that drug will get paid for, somebody like [a
drug company] will be making millions and millions of
pounds. If they’re making millions of pounds off drug
research off blood you’ve given, then you ought to get some
money out of it.”

“Not only that, but these doctors will be getting paid for
asking you.”

Male BC1 22-30 North West

“There could be a clause written into the contract that if a
commercial company does make a profit out of the research
or make a drug that makes money, then that donor gets a
percentage as royalties.”

Male C2D 46-60 S Wales

“They are looking for volunteers for blood for testing on
certain drugs, are they prepared to pay a certain amount?
Obviously they are making vast profits, they should be
prepared to share some of their profit with the people who go
to the surgery.”

Female BC1 31-45 S Wales

“If it does come out that your blood does do that magical
cure, | think you should get something back for it.”
Male BC1 22-30 North West

Another aspect of this was the use made of money paid by commercial
organizations for access to the samples and information. Should these
payments be used only to fund the sample collection? Or should they
be fed into the costs of running the NHS, or lowering the price of drugs
sold to developing countries?

“I think it would be a good idea if these companies that are
wanting to produce (drugs) donated money to the Wellcome
Trust and the Medical Research Council to give them enough
money to do more research into other diseases in other
areas.”

Male BC1 22-30 North West
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“That’s OK because if companies have access they’d
obviously pay for it and that would help continue the funding.”
Female BC1 46-60 SE

Others, more often older age groups, believed strongly that if the
samples were collected primarily for the public good there should be no
payment to volunteers. In this respect the sample collection was
regarded in the same light as blood donation — as a free gift from
individuals to help others.

“l don'’t think cash would be a motive for anybody. | don’t
think it would be good if they decided to infroduce money.”
African male 22-30 SE

“l wouldn’t expect to be paid. If | volunteered | would
presume | was doing it for nothing, for the good of the
country.”

Male C2D 61-75 Midlands

The Wellcome Trust and the Medical Research Council

Awareness of the Wellcome Trust was scattered. Among those who
had heard of it, the Wellcome Trust was often confused with Glaxo
Wellcome. Where it was known as a medical charity, it was believed to
be a major funder of medical research. Among those who did not know
of it, its status as a charity significantly enhanced perceptions.

Awareness of the Medical Research Council was lower. It was
assumed to be a professional public body, probably akin to the BMA.
Beyond this, little was known about it.

Together the two organizations were believed to add considerable
credibility to the proposal, and implicit reassurance that the samples
and the research would be conducted with propriety.

“One would hope that their interest is more altruistic than
most drug companies.”
Male BC1 18-21 SE

“If it’s basically a government or a charity set up and the
spin-off would be anything they found could be used by
commercial companies as long as the commercial
companies reimbursed the charity...then | think that would
suffice for a lot of people.”

Male C2D 46-60 S Wales
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Findings — GPs and practice nurses
Contextual issues

This was a small sample - four GPs and four practice nurses — and was
included to give an impression of the kind of opinions that might be
evident among the medical profession. It was not intended to be a
definitive study of doctors’ and nurses’ attitudes.

These respondents believed that most patients saw GPs as their main
source of medical advice and that practice nurses were regarded as a
useful supplementary source. They felt that patients increasingly
gleaned additional medical information from elsewhere, particularly
magazines and the Internet, and that some patients trusted information
from such sources as much or more than that from professionals.

"Magazines have such extensive medical sections in them. A
lot of women bring them in and show you. Woman's Own and
magazines like that have quite a lot of medical articles. They

often come in with clippings to show me."

Practice nurse

Reports of attitudes towards health varied from area to area. GPs and
nurses in poorer regions said that their patients tended to be more
fatalistic, and were less proactive in looking after their health. They
were more likely to drink and smoke, and less likely to watch their diet.
As a result, health promotion was a large part of professionals' work.

“A lot of people are fatalistic. They wait for something to
happen and then they treat it. You see (it) a lot of times in
surgery, they don’t come in until it's almost too late.”
Practice nurse

Those in more affluent areas said that their patients tended to take a
greater interest in their health and were more knowledgeable about it.
This group was said to be more likely to search for information from
sources other than GPs and nurses.

All the GPs and practice nurses saw their role as being wide-reaching.
As well as treating illnesses, they spend time counselling patients and
dealing with personal problems; the two functions were thought to be
closely linked.
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Knowledge of and attitudes towards medical and genetics
research

Medical research in general

The sample was devised so that GPs and practice nurses had varying
degrees of involvement with research. In practice the difference
between those involved and those not involved in research was
indistinct: all but one GP and one nurse had been involved in research
(mainly drug trials) at some time in the past, and all GPs had at least
been approached. One GP and one practice nurse were involved with
medical trials at the time of interviewing. Those not conducting
research often said this was chiefly because of time constraints.

"We've collected for trials but not genetic ones. Drug trials,
pre-launch to see the benefits. It involved patients coming in,
volunteering, and giving informed consent. We had to explain
the various discussion documents, get ethical committee
approval. We've not been involved in much recently because
we felt that we were far too busy with other things. I've not
been involved for two or three years.”

GP

Attitudes towards research had some correlation with degree of
involvement. Those who were, or who had been, more involved with
research tended to be more willing to embrace it per se.

“Do you have any concerns about medical research?”
“No, I think with good patient practice and the safeguards
that are now put on us before we can start anything through
the local ethical committees, no | think that it’s been
tightened up and | think things work very well."

GP

Those less involved tended to be more suspicious of research and the
organizations conducting it. They were more likely to question the
motivations of researchers, some of whom they believed to be
mercenary. These perceived motives made some GPs and nurses
reluctant to find time for research.

"GPs are always wary of research because it's just more
work for them to do on top of their daily work."
GP
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“A Iot of the reps would offer to pay for me to do a diploma.
They’ll give you whatever, stock your room up if you endorse
their drug. Money does tend to speak first.”

Practice nurse

There was consensus that all patients taking part in research should be
made fully aware of what it was about. Responsibility towards the
patient was thought paramount, and it was thought unacceptable to
make any sacrifices in this area for the sake of the research.

There were varying degrees of interest in the findings of current
research among GPs. Some were more discriminating and only read
about directly relevant advances. Others were interested in keeping up
to date with the broader picture and so read more widely.

"“Do you keep up with medical research?” “I'm very
selective, | don't have time really. We're exposed to a lot of
literature and research in journals. The articles that | would
read would be quite evidence-based. I'm limited because of
time."

GP

Practice nurses were less well informed. They had less say in what
treatment patients received, and so had less need and opportunity to
keep up with the latest developments. However, they understood that
development of new drugs and new medical techniques were the result
of medical research. One felt that research was becoming more
important to nurses as more emphasis was placed on evidence-based
practice, and that this was reflected in its coverage in nursing journals.

“All I know about medical research is they all make these
medicines and then they research and test them out on so
many people. They have different practices where they have
placebos.”

Practice nurse

“Research is really up and coming in nursing as well. Before,
research wasn’t much talked about, but now most magazines
that you pick up have got some sort of research section in
them.”

Practice nurse

There was a feeling among some GPs and practice nurses that a
minority of the general public were hypocritical in their attitude towards
research. They were critical of those conducting research, especially
big drugs companies, but were happy to enjoy its fruits.
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“A lot of people don'’t think about research, they just expect it
on the table. They don't think that there’s an awful lot of
research going into this aspirin or paracetamol, it just
appears. They don’t think about research. They don’t realize
what’s going on behind the scenes.”

Practice nurse

However, those who had conducted research said also that, when
offered the opportunity, many patients were happy to participate in
research. For some, altruism was the main motive: they wanted to aid
the advance of medical science. It was thought that others were
tempted by earlier access to the potentially better drugs or treatments
under investigation. It was thought that those who suffered from
hereditary illnesses were motivated by the opportunity to help members
of their family. Finally, curiosity was thought to be a factor for some:
they wanted to be part of the latest developments in medicine.

“l think most people are happy about advancing medicine
and research. | know when | do my studies and I've got a
new antibiotic | say, ‘Look, this may be useful in the future if
we can get it on the market for bronchitis, are you prepared
to try it for five days?’ And you explain that they can stop as
soon as they wish, and then they go home and think about it
before they give consent. We don’t usually have any
problems at all. They’re usually very willing.”

GP

"Some people just want to help. Some people are curious.
Some people find that they will get more and better medical
treatment.”

GP

All the GPs said or implied that they expected, or would expect, some
kind of reward for taking part in research. This reward was usually
expected to be financial, but was thought possibly to be in the form of
new resources. Where organizations conducting the research stood to
make money themselves, remuneration was taken for granted.

Genetics research

Some GPs saw genetics as being inextricably linked with medicine
because of the hereditary nature of some conditions. Asking for the
family medical history at new patient check-ups was considered a
crude form of genetics investigation. It was seeing if the patient was
more susceptible to certain ailments resulting from inherited
characteristics.
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“Do you have much contact with genetics research?”
“Not terribly. It depends how you define ‘genetics research’. |
suppose genetic elements come into other research when
you are looking into illnesses, like how you screen for certain
cancers and family history of those who you should screen,
who's high risk."

GP

GPs knew little about genetics research in detail. Although they saw
genetics as being broadly linked with their work, they did not see
current research as directly relevant, and felt they could more usefully
spend their time reading about other medical research. Where more
was known, it was as a result of interest in the subject rather than any
feeling of professional responsibility. This feeling was exaggerated by
ease of access to information on the different types of research: they
were less likely to come across information on genetics research in the
course of their work.

"I don't know a lot about the medical angle on genetics
research. It's very interesting, though. I've got a particular
interest in diabetes and it being familial because it runs
through my own family. So I'm very interested to know what's
coming up.”

GP

Those who were better informed mentioned work on Down syndrome,
cystic fibrosis and genetic predisposition to diseases such as
depression, heart problems, cancers and diabetes. One GP also
mentioned the Human Genome Project, and voiced concerns about
organizations patenting parts of the human genetic code for
commercial benefit.

"I think the Human Genome Project is going to be very, very
exciting, as long as these commercial people don't patent
bits of the genome and make commercial benefits."

GP

Nurses appeared only slightly more knowledgeable about genetics
research than the general public. Like the general public, they
associated genetics research with cloning, 'growing' organs, and
'designer babies'. Some also associated it with tests for Down
syndrome on unborn children, and with hereditary illnesses such as
breast cancer and ovarian cancer.
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“l think people tend to associate it with Down syndrome. A lot
of people say, ‘Do | have to go to genetic counselling?’ | think
that’s the only way they link that. | don’t think they hear about
it in any other way.”

Practice nurse

Sources of information and influence

All the GPs and nurses said that it was inevitable that they came
across information about medical research in the course of their work:
from colleagues, journals and trade magazines. They said information
about genetics research came more from the general media because it
was not considered directly relevant to their work. As a result, finding
out about genetics research was a more active process.

Perceptions of human biological samples

Definitions

The term Human biological samples was evidently confusing for the
majority of GPs and practice nurses. It was not a familiar term to them,
and it was not initially clear what was meant by it. However, all were
familiar with all types of such samples, and when prompted further they
mentioned samples of blood, urine, tissue and saliva.

Attitudes to donating samples for research

When asked to compare donating samples for research and donating
blood for transfusion, GPs and nurses felt that people would be more
willing to donate for transfusions. This was partly thought to be
because the benefits of transfusions were more immediate and easier
for volunteers to comprehend. This meant that it was easier to have a
definite idea of why they were donating, which encouraged
volunteering. Another reason was that research was sometimes taken
for granted, and not considered as worthy a cause as transfusion.
Finally, some GPs and nurses thought that people could be put off by
the thought of others making a profit from their blood.
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"If I were to say to a patient, 'Will you give a pint of blood?
We need it for the transfusion service,' or, 'We need it for
research,’ | think they would think the transfusion would be
needed more than the research.”

Practice nurse

However, those with experience of approaching patients had found
many willing to participate, especially if it allowed them earlier access
to drugs or potential benefits for their family.

The motivations of scientists who used biological samples in research
were thought to be largely honourable. However, there was some
suspicion of drug companies and other organizations involved in
research, particularly among practice nurses. Kudos and money were
thought more motivating than ethics. One nurse feared that these
motivations sometimes led to samples being used for research without
the researchers having obtained proper consent.

“You sometimes worry that if you are taking the blood for one
thing, what happens to the blood that isn’t used? What
happens afterwards? You assume that it is just disposed of,
thrown away, but if there is someone who is interested in
something working in other labs, are they allowed to use the
blood for their research? | would imagine that they probably
shouldn’t be, but there is a difference between ‘are they
allowed?’ and ‘do they?’.”

Practice nurse

Consent

All the GPs and nurses thought consent from donors or their relatives
an absolute necessity for the use of biological samples for research.
The Alder Hey case appeared to have crystallized the issue for many.
A few said that where in the past they might have been more relaxed
about consent, or unsure whether consent was required, in the light of
Alder Hey they now saw it as essential.

"When a postmortem is done on any person, it must be made
perfectly clear to the relatives that tissue may be removed
but | think they should also tell them how much tissue. | think
they [Alder Hey parents] were not aware that there were
whole hearts and lungs and things taken out."

GP
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“Patients have got to be aware of what’s happening. They've
got to know, it’s all got to be written down, and they’ve got to
sign. If you are doing research you’ve got to be all above
board. We don’t do anything underhand.”

Practice nurse

“Do you think people would expect to have their consent
asked if research were to be done on their surgical
waste?” “Well | didn’t think so before, but now I think maybe.
There is so much hassle about these organs at Alder Hey. All
this has gone on for years and we've accepted it, but now it’s
an issue.”

Practice nurse

But simply obtaining consent was not thought enough: it was felt that
those recruiting volunteers must be sure that the volunteers understand
fully what they are giving consent for. The onus was on the explainer
rather than the recipient of the explanation; there was a moral duty to
do more than simply go through the motions.

“Do you think people should be asked for consent for the
use of surgical waste for research?” “| think they should
definitely be asked. I think often that consent, people sign for
things and they don't always understand what they're signing
for and it's not always explained clearly either. So yeah, |
definitely think they should be asked consent in those
situations.”

GP

It was widely felt that patients did not like giving unconditional consent
for research samples, and that they should not have to. GPs and
nurses said that donors of samples should be told what the samples
would be used for, and that they should not have to agree that the
samples would be used for anything else.

"People don't like to give carte blanche. If you say, 'l want a
sample of your tissue, your blood,' they say, 'What are you
going to do with it?' People want to know that. But if | say to
you, 'l want to get a sample of your blood because we're
doing a certain project on calcium metabolism,' or whatever,
that's okay, as long as you tell them what you want to use it
for. But carte blanche is not on."

GP

One nurse said that at the time of surgery the destination of surgical
waste was likely to be far from top of mind for patients, especially if
they were involved in traumatic and swift operations. It was thought
important not to take advantage of patients in these situations and not
to take short cuts with the consent procedure.
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“I guess if it is planned surgery you can plan for what
happens to the waste, but if it is traumatic, or something that
has happened very quickly it is something that maybe not
until three months down the line you are going to think,
‘Where is my foot? Where is my leg? Where are my tonsils
that they took out of me?’.”

Practice nurse

GPs’ and nurses’ overall response to the proposed WT/MRC
sample collection

One GP had heard about the proposed collection. He was concerned
that what he had read about the proposal (in newspapers) was too
vague and left too many questions unanswered — especially those to
do with confidentiality and possible police access to the collection.

"I think somewhere I've seen about it and | must say | was
disquieted about it. It's too vague. If somebody said to me,
'‘Give a sample for biological research,’ I'd think, 'What are
you going to do with it? Who else is going to get access to
it?' Which is always the other thing. All these things go on a
database somewhere, and databases, despite the best will,
will go to other places. Not that I've got anything to hide from
the police but inevitably the police are going to want to tap
into this.”

GP

Another said he had heard of a proposal to screen all fetuses for
predisposition to diseases. He had heard that insurance companies
would have access to the information and thought this worrying. None
of the practice nurses had heard about the proposal or anything that
sounded similar to it.

“l don’t know if you’ve read the press in the last couple of
days, but they’re going to test everyone in the country
genetically, every pregnant woman, and then the insurance
companies may have access to that to see whether they're a
good risk or not, if any hereditary defects show up in the
testing.”

GP

When GPs and nurses were introduced to the proposal, two sets of
issues typically came to mind: the implications for them as
professionals, and the implications for their patients as potential
participants. It was evident to GPs that they could have a significant
impact on the success of the proposal. They knew they had influence
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over their patients’ views, and that there would be no easy alternative
way of accessing participants.

GPs’ and nurses’ concerns for patients' welfare were similar to those
mentioned by members of the public. They wondered about the
implications of volunteering and what rights would be forfeited by giving
consent. They underlined the need for a full patient briefing, including a
comprehensive and coherent explanation of the research. They had
concerns about confidentiality and the potential misuse of information
by, for example, unscrupulous insurance companies and employers.
They wondered about the effect of feedback and about the implications
if this contained bad news. They had concerns about the misuse of the
DNA samples themselves by, for example, the police, employers or
insurance companies. Finally, they worried about misuse of collection
by researchers, and asked what research would be allowed.

“[The DNA] would fingerprint them. It would probably be very
useful for the police in the future, I'd think. You might get a
few dodgy characters who would not be very happy about
giving a DNA sample. And we’ve got a few actually. I've got
one chap, he comes in, he’s beautifully turned out, and do
you know what his job is? He’s a professional burglar. So if
he puts a bit of blood on a window pane he’s not going to be
very happy about having his DNA taken.”

GP

“‘What would you want to know?” “What’s it being used
for? Would it be for curing existing diseases? Or is it for
going on and doing bigger and better things like cloning? Is it
just for cures for modern-day diseases?”

Practice nurse

As far as their own involvement was concerned, their first question
tended to be about their time commitment. They regarded themselves
as busy people, and were nervous about spending time spent recruiting
volunteers, explaining the implications of the research, collecting
samples and counselling if volunteers received feedback.

"This is slightly selfish but it's just more work for me. It will
involve counselling and that takes time. | do counsel a lot of
my patients for a variety of things, but adding another dollop
of counselling..."

GP

They were also concerned about cost. They wondered who would pay
for both GPs’ and nurses’ time while they were carrying out the work,
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and who would pay for any extra space that was required in which to
take the samples.

“That would be acceptable but then it throws up problems of
where they are going to work and who'’s going to pay them.”
Practice nurse

Finally, they were concerned about their professional responsibility to
their patients. They were unwilling to recommend that patients
volunteer unless they themselves were absolutely convinced of the
credentials of the project. As a result, they wanted all issues relating to
patients’ welfare resolved completely and satisfactorily before they
were approached to cooperate.

"There are lots of implications. Firstly, it's going to be quite
time-consuming for GPs to be doing blood tests on people,
and the cost implications. The other issue is how happy
people would be to have their blood a) taken and b) used for
DNA research, which is rather broad and would potentially
have quite worrying implications. They might worry that
certain diseases might be found out, that they're carrying,
and then if you have that information what are you then going
to do with it. It might not be foolproof information, so lots of
worries about what it would mean and how it would actually
make people quite anxious."

GP

GPs and nurses also raised questions about some of the ethical
implications of the proposal. They felt that the responsibility for
resolving these issues was best assigned to an independent body. The
task of the scientist was seen as being at odds with that of the ethicist —
one had to make progress and the other had to rein it in — and the two
responsibilities were best taken on by different people.

"I believe that it's scientists’ job to continually push back
barriers, it's not their job to be moralists. | think that that is
something that has never been addressed. There are people
who jump up and down and shake their fists at the poor
scientists for doing the research, saying this is not morally
right."”

GP

Openness, honesty and clarity were thought vital to the success of the
proposal. Respondents said that these would be necessary to gain the
trust and confidence of potential volunteers, and to avert any future
scandals that could cause damage to the credibility of the collection
and the medical profession more broadly. They wanted reassurance
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that they themselves would be adequately briefed so that they would
be thoroughly prepared for all the questions that patients might have.

“I wouldn’t be happy to do it unless | felt the patients were
fully informed and consented, and that isn’t a five-minute job,
that would be a long job. You could actually give out patients’
leaflets or get them to speak to somebody before they do it
but I still wouldn’t be happy to take blood from someone
unless | knew that they were really sure about what they
were giving blood for, what it was going to be used for, what
the possible outcomes were going to be. A lot of people
won’t know what DNA is; who is going to explain to them
what they are looking for?”

Practice nurse

Overall, GPs and nurses appreciated the importance of medical
research and seemed positively predisposed to the proposal in
principle. However, they were keen that all the concerns were ironed
out so that they were not having to endorse a project they were not
comfortable with; and it seemed unlikely that they would be willing to
participate without some recompense for their time.

“You have to do research — that’s how life goes on, isn’t it?
We can all sit back and say don’t do it, but that’s ridiculous,
they’ve got to find out. If we try to get a cure for cancer there
will be something else round the corner waiting to step in
where the cancer is.”

Practice nurse

“‘Would GPs want to be paid for this?” “| think they would.
| think they would be looking for some kind of reward,
particularly if you are asking that they write to people,
because then you haven’t only got the time element, you’ve
got the admin.”

Practice nurse

Need for associated personal information

GPs and practice nurses foresaw problems getting full and accurate
information about people's lifestyles. They expected from experience
that people would say that they smoked and drank less than they did,
and would misremember aspects of their medical history.

"How accurate would they be in how they answer? For
instance smoking and alcohol, people are always going to
minimize what they're saying."

GP



Findings — GPs and practice nurses 79

"Nowhere near enough information in that because most
people haven't a clue about their medical history. You often
find that they have little recall of timescales and what were
and what were not significant illnesses. It would be flawed."
GP

It was also thought that some potential volunteers might not want to
divulge intimate personal information. One felt that it should be
acceptable for participants not to answer questions they did not feel
comfortable answering.

“That’s fair enough, although we do get psychological
questionnaires about lifestyle and there are some quite
intimate questions asked about sex life, etc. Quite a few of
the old widows and spinsters get a bit upset about filling
those. | just tell them to leave them blank. So obviously there
should be this opportunity for them just to leave things blank
if they didn’t want to answer it.”

GP

There was also some feeling that the work involved in filling out
questionnaires might discourage some from participating.

NHS records were thought a more reliable source of information, but
the idea of giving outsiders access to the records was a cause for
some concern. The confidentiality of the information divulged to GPs
was thought an important part of the relationship between doctor and
patient, and if an outside researcher was allowed access to records,
that confidentiality could be seen as having been compromised.

“How about if the researchers have access to NHS
records?” “Not very happy about that one. | mean that’s
confidential. What | write on there is confidential and I think if
we gave access to it, it would look very damning and we
could be held to task for that.”

GP

"The trouble with that is, there's lots more in the notes than
the things you may want to know. So people might feel that if
there were access to their notes, | would have thought
people might find that quite threatening. There are always
lots of other things written in notes. People might worry. |
would worry about that too."

GP

Some anticipated practical problems. They said that it can be difficult to
read doctors' handwriting on the records, difficult to gain access without
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causing disruption, and it would be time-consuming transferring
information from the records to a database.

[NHS records:] “You wouldn’t be able to understand the
doctors’ writing anyway. But besides that, it's personal
between you and the doctor.”

Practice nurse

In addition, some nurses said that GPs do not like to have their work
scrutinized and may therefore be reluctant to assent to outside access.

“I know a lot of doctors aren’t happy about people looking at
records. They like to think that they're records from their point
of view as well. They don’t like people looking at their work.”
Practice nurse

It was unanimously felt that specific consent should be acquired from
volunteers for access to NHS records.

Anonymity and coding of information

Some believed that doubts about the security of information could deter
potential volunteers, especially those with something to hide. However,
GPs and nurses found it difficult to see what could be done other than
give a written guarantee of anonymity.

"I think the people who tend to be worried are the ones that
tend to have information they feel sensitive about. They're
worried about who might see the records. | think that people
have the feeling that lots of agencies can cross-reference
information through computers. So they may feel that, though
they're consenting, nothing is completely anonymous. But |
don't know what else you could do other than give a written
reassurance. But some people might still be unkeen on
entering the study for that reason.”

GP

GPs said that even keeping the information they have confidential is
not a straightforward task for them. They said that it would be easy, for
example, for cleaning staff to read papers left on desks or to see
information left up on computer screens. On this basis, they thought
that keeping the vast amount of information involved in the proposed
collection confidential would be very difficult.
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"We are bound by certain minimal obligations in terms of
data but nonetheless, a lot of our practice staff are potentially
able to see screens. They can't access certain parts of
records but they might inadvertently see parts. And then
there is always the written information as well to supplement
it. Screens could be inadvertently left on or if you have a
patient in the room, they might even see things on their own
screen they may not wish to see. It's actually quite hard."”

GP

Others noted that computer hackers have managed to access the
systems of purportedly secure organizations such as the FBI, so they
did not think that any computer system could be declared impenetrable.
One GP thought it would be difficult to resist approaches from the
police for access to the information.

“We do keep our records on computer here, which | am
assured are protected so that if someone was to hack in they
would have to go through two systems. The IT people have
checked that it is practically impossible, but you hear about
people breaking into FBI records, which must be one of the
best protected. | wouldn’t say you can ever be sure that
computers are 100% safe.”

Practice nurse

Despite these doubts, assurances of confidentiality were thought
crucial. The information being handled would potentially be highly
sensitive, and would be of interest to, for example, insurance
companies, employers and the police. Perceptions of the organizers of
the collection were thought important here: the more that people
trusted the organizers, the more likely they would be to believe that
their details would remain confidential. Some felt that the organizers
should provide a written guarantee of confidentiality saying that they
would take responsibility if any lapses did occur.

Consent

GPs and nurses thought written consent an essential requirement of
the project. They thought it important to make sure that patients not
only signed a document, but that they understood what it was they
were signing. The consent document should be in simple language and
backed up by a spoken explanation if necessary. The option of
dropping out at a later stage was also thought necessary, though they
felt this would be minimized by effective explanation when participants
first volunteered.
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"Normally if something's signed, it's binding. The trouble is,
people don't always understand what they're signing, they
may not remember or understand or recall the information or
know what questions to ask at the time. | think it needs to be
explained very simply and very clearly in language that
people can understand and re-emphasised, and presented in
a way that people can make an informed consent as
opposed to just a consent.”

GP

“You could go through the form with them just to make sure
they understand what was entailed. They could go home and
read it first, then come back and sign.”

Practice nurse

There were varying opinions regarding what participants should have to
consent to. Some felt they should be allowed to be selective in the
types of research they consent to; others thought there should be one
over-arching agreement that meant consenting to any type of research,
as long as there was at least some prior description of the research.

Access to research results

GPs and nurses believed that access to individual results from the
research raised serious problems, both ethical and practical. Their
immediate response was often that participants would have a right to
personal feedback, particularly if important information were discovered
about a participant’s health. However, most could also see that patients
have a right not to know; for example, they might not wish to be told
about an incurable disease that they might be particularly susceptible
to. Doctors were concerned that if patients were told about such a
condition it might have only negative consequences because nothing
could be done to treat the condition.

"Knowing you're going to develop certain things in your
sixties, say if that's where it's going, that you might know in
advance what illness is going to develop, it might not help
very much. It might cause a lot more morbidity and anxiety,
rather than there being anything that you could do to prevent
them."

GP

The majority concluded that participants should have the right to
choose whether or not they receive individual feedback, with the caveat
that participants clearly understood the choice they were making, and
the implications of that choice. Letting GPs decide whether or not
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specific feedback should be passed to patients was not considered an
acceptable option. They thought it would be difficult for them to justify
not telling their patients.

"I'm not quite sure where the end point is of this study but if
there was something specific and they said you can either
know or not know about this specific gene which might cause
such and such, I think that would make it okay, providing
they understood. If GPs knew about it | think we'd feel that
we had an obligation to actually tell that person. But it might
be that it's okay for them not to know, for people to consent
to not know. Yeah | think that could happen. It would depend
how the implications were explained to them."

GP

However, if the research were done on anonymous samples it was
thought arguably justifiable for researchers not to give individual
feedback.

General feedback on research findings was thought likely to be of
interest to participants. GPs and practice nurses thought that it would
make participants feel involved, and would be an appropriate reward
for taking part.

“I think people would like some sort of personal recognition.
Even in the form of just knowing what’s going on and what
the samples are used for. Even newsletters, something like
that. Just explain maybe what diseases you’re aiming for,
just a little bit of information so that they’ve been
acknowledged.”

Practice nurse

Mechanics of sample collection, storage and use

GPs were thought the most appropriate people to approach potential
volunteers: they already had a personal link to the individuals, and
would be able to give authoritative reassurance about the project’s
validity. As mentioned above, this raised concerns amongst GPs about
time, surgery space, costs and extra administration.

“There’s a time element here, isn’t there? GPs are pretty
busy creatures, so how much time, how much work would be
involved? And | presume there would be some form of
payment for their time. | think a lot would depend on
payments and time.”

GP
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“I could see difficulty if other nurses were coming in and
trying to find room space to take these samples. All of our
rooms are at a premium in this building.”

GP

“GPs surgeries would be the best places to do it. That’s
where we see all the patients. But | don’t know whether GPs
or nurses will be impressed with more work. There would
have to be extra time and finance incentive.”

Practice nurse

Time, space and other practicalities allowing, nurses were happy to
collect samples if necessary — as long as the details of the collection
assuaged the concerns they had at present. One nurse even saw it as
an opportunity to attract more patients into the surgery.

"It would be difficult to have another person in our building,
we're very tight for space, we haven't got a room where
another nurse could work. And then the whole logistics of
making appointments and checking people came and so on.
So there would be a space issue and admin type issue."

GP

“l don't think there’s a problem there at all. We are always
trying to get people more aware and trying to get people into
the surgery. | don't think there’s a problem there at all.”
Practice nurse

Current and future use of samples

Appropriate use of samples was thought important for the project’s
credibility. The statement "Future discoveries may mean that samples
could be used in other ways that we do not yet know much about"
prompted some concerns that the proposal seemed to be undiscerning
in the research it deemed acceptable. Could the collection be used for
research into cloning? Or biological warfare? The statement seemed to
be a way of fudging this issue. More detail in this area was thought
necessary to reassure both GPs and potential participants, and a
minority believed that consent should be renewed if the collection is to
be used for new types of research projects.

"With these future implications, it would be harder to get
across to people, that would worry people. If you're talking
about existing disease, people can understand what it is,
what the implications are of knowing or not knowing. But
there's something that's very nebulous about 'future
discoveries'. It might threaten people because it's the
unknown and that's frightening for people.”

GP
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“Instead of the cloning experiments, | think money should be
put into other things, even though there is a good case for
these. In my opinion it should be used for AIDS, cancer and
heart disease.”

Practice nurse

“l don’t think you can move the goalposts half-way along.”
Practice nurse

It was suggested that an independent watchdog should be established
to decide what research was acceptable and what was not.

Ownership of samples and involvement of commercial interests

Opinion among GPs and nurses varied over who had ownership of
samples once they were donated for research. A minority believed that
once patients have given consent, they should relinquish all ownership
of the sample. They thought that if this were not the case, research
could be affected by people raising objections after they had given
samples.

However, most were more protective of patients' rights; they thought
that volunteers should retain a degree of ownership even after giving
samples. Their thinking behind this was that without this ownership
volunteers would be helpless if the samples were abused.

Public ownership of the collection was largely met with approval, but
did raise some issues. Some wondered whose responsibility it would
be to look after the public’s interests. Others were nervous that money
would be diverted from the already tight health budget to pay for the
collection.

It was generally (albeit sometimes reluctantly) thought inevitable that
commercial organizations would profit from the collection, as all the
GPs and nurses knew that that was how new drugs and treatments
came into existence. However, they sought reassurance that
commercial organizations working on the collection should still be
bound by stringent rules.
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“l suppose in an ideal world it would be nice if the
Government or Health Service did this kind of research and it
was used for the benefit of mankind, but that isn’t going to
happen, and you have to accept that the only way we are
going to move on with these things is to have companies
who are going to make a profit. You have to live in the real
world and accept that that happens.”

Practice nurse

Organizations involved in the sample collection

All the GPs and most of the nurses knew of the MRC. It was well
regarded and thought a reassuring organization to be involved with the
collection because its motivations were thought likely to be worthy. The
Wellcome Trust was less well known. It tended to be thought of as a
drug company and linked with Glaxo Wellcome, even by some GPs.

"Wellcome always makes me think of the Wellcome drug
company so I'd worry a bit about that but | really don't know
exactly who they are. | know more of, and have more
confidence in the MRC."

GP

After explanation credentials of the two organizations’ credentials, both
were thought appropriate and reassuring organizers of the collection.
Both were thought likely to have sound motivations for organizing the
collection, and both were thought likely to be financially stable. None
could think of anyone better to run the project.

“l can’t think of anything better than something that is funded
by the government and a charity. It’s got to be better than a
drug company doing it.”

Practice nurse
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Findings — religious and community spokespeople
Contextual points

Many of the religious leaders and most of the community spokespeople
had much to say about the issues surrounding genetics research, the
use of human samples and the proposed MRC/Wellcome Trust sample
collection. Some respondents were less able to grasp all the issues
and implications than others. They also found it more difficult to
comment on some aspects of the proposed sample collection. One
respondent had more problems than others in understanding the
purpose and implications of the project, and was less able to comment
on its different components.

Views on the main issues were often derived from religious or cultural
and historical perspectives. None regarded themselves as expert on
the science of these topics, but most thought they had a contribution to
make to debate on the ethical and moral aspects.

None of the religious leaders felt their faiths yet had well-established
policies on these issues. Individually, religious leaders’ views on
genetics research were typically unformed. Most had some concerns,
based on the same sorts of news information that members of the
public saw. They tended to express views that were based on their own
interpretation of their beliefs; their opinion depended to some extent on
individual leaders’ own position in relation to particular issues. Some
had views on particular issues relating to their own faith or their
community, which informed their attitudes.

A commonly held view among these people was that progress,
exemplified by technology, is not a bad thing in itself, and is no worse
in medicine than elsewhere, but that it is difficult to agree and control
technological progress. Given this, and given the growing significance
of technology in medicine, many felt that there was a strong case for
discussion and agreement of a consensus view on bioethical issues
generally and use of human samples specifically.
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The Catholic priest felt that there is a religious aspect to suffering, with
people achieving redemption through suffering; is it right for us to try to
abolish suffering, or will we also abolish redemption?

“Now | think | have a right to certain extent...that | ought to
help reduce some of the suffering...but | also can’t, as a
Christian, can’t really forget that redemption, suffering has a
redemption aspect to it.”

Anglican priest SE

The African community leader believed the African community is
sensitive about blood taken for general research rather than to help the
donor. Both the African community leader and the Afro-Caribbean
community leader felt that HIV needs a very special approach in the
context of medical research and use of samples. They felt that African
and Afro-Caribbean people are highly sensitive about HIV and that the
taking of blood samples is often linked to HIV. Another issue here was
the apparent perception of African inferiority in relation to white people;
there is a feeling that white scientists in the past have used black
people as guinea pigs, especially in the context of experimental HIV
drugs.

“With issues around HIV, it’'s very much linked to blood
samples. Some Africans in this country have got immigration
problems and also HIV is high in the community, so there’s
been a lot of issues around human biological samples.”
African community leader SE

“It is known for...white people to use them as guinea pigs.
That includes not only human biological samples but also
treatments like for HIV. They say that some of the Africans
are being given the bad drugs...”

African community leader SE

“l represent a community that is very, very careful about
anything to do with their body. Blood samples these days,
they need an explanation as much as | need an explanation.
It’s not going to be easy to convince people to take that line.”
African community leader SE

Another potentially problematic subject was attitudes to GPs. The
African community leader believed that relationships between Africans
and GPs are often not close, nor based on trust, largely because first
generation African-origin people are not familiar with the idea of GPs.
The GP system does not exist in Africa, and people are more likely to
se