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Networking

The need for wider public understanding of

health care research

Brian Buckley Department of General Practice, National University of Ireland, Galway, Ireland

In recent years several factors have affected the public’s relationship with health care
research: increased data protection legislation and the resultant consent requirements;
access to unforeseen levels of both information and misinformation through mass
media; and a growing culture of personal choice which may have eroded the perceived
importance of activities whose benefits are societal rather than personal. This article
considers these factors and their implications and highlights the need for health care
researchers to engage more effectively with the public in order to ensure its continued

support.
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Introduction

Health care researchers enjoy a multifaceted rela-
tionship with the public, who are stakeholders in
their work in more ways than one. As potential
patients, the public are the intended beneficiaries
of health care research. As taxpayers they pay for
publicly funded research. As consumers of health
technologies — whether in a publicly or a privately
funded health care system — they ultimately pay for
industry-funded research too, albeit less directly.
The public’s involvement with health care
research does not stop at issues of investment and
return. With an astonishing degree of optimism,
researchers ask not only that the public pay for
their work, but also that, on occasions, they
should trust their motives, skills and judgements
enough to take part in it. Participation may mean
consenting to test therapies, having their health
care delivered according to a protocol designed by
an unseen researcher rather than their clinician, or
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allowing researchers access to personal information
about their lives and health care.

A great many people have participated in
research and thereby contributed to the devel-
opment of the services from which society as a
whole has benefited. However, several recent
developments mean that those concerned with
health care research must reconsider what they
must do to ensure the public’s continued support
and cooperation. First, the privacy and con-
fidentiality of individuals are more robustly pro-
tected than ever before, limiting the ability of
health care researchers to secure patients’ parti-
cipation or personal data for research purposes
(Al-Shahi et al., 2005; Buckley et al., 2007a).
Second, the expansion of broadcast and the
Internet media means that the public has access
to more information on any topic than was pre-
viously imaginable — some of it reliable, some less
so. Third, an increasing emphasis has been placed
on personal choice in accessing everything from
housing and school places through to health
care. Wilby (2007) suggests that this focus on
the individual’s right to choice has diminished
public understanding of the obligations that
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public services have to others in the society. It
may also have reduced expectations that indivi-
duals should participate in activities such as
research whose purpose and benefit may be
societal rather than personal.

Increased protection of individuals’
privacy

In recent years, data protection laws and more
conservative medico-ethical guidelines have
placed increasing restrictions on how health care
research can gather information from patients.
For example, there now exists a broad dis-
approval of accessing anything but the most
rigorously anonymised data for research purposes
without seeking each patient’s prior consent. In
contrast (although it seems unlikely that many
of the public understand the distinction), quite
different regulations govern access to personal
information for the purposes of clinical or finan-
cial audit (DoH, 2005).

Concerns have been expressed that while patient
privacy and confidentiality must be maintained,
there is a danger that such constraints may become
too strict — that in order to prevent any harm to
individuals, research may be prevented which
offers very large benefits to society, creating a
different ethical dilemma (Regidor, 2004; Walley,
2006). Recent reports have highlighted the impli-
cations for observational research of ‘consent
bias’ (the loss to research of non-consenters),
demonstrating that clinically important prognostic
variables may be associated with consent pre-
ferences. As a result, the effects of treatments
may be over-estimated or under-estimated, the
generalisability of such research diminished, and
much epidemiology and health services research
rendered too biased to guide practice (Al-Shahi
et al., 2005; Buckley et al., 2007a).

Because of these concerns, health care
researchers need to consider how the chances of
securing consent can be maximised. In future it
may be possible to develop different patient
consent requirements for different types of
research, but it seems unlikely that restrictions
on access to patients’ medical information for
research purposes will be amended in the short
term. As a result, the many studies that are
dependent upon these data will depend upon
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securing consent for the foreseeable future.
Recruitment difficulties can also affect trial-based
research and in the past the UK has fallen behind
many other countries in its ability to recruit the
numbers needed for trials (Smith, 2000). One aim
of the UK Clinical Research Network is to ‘Raise
the public profile of clinical research and the
health benefits of participating’ (DoH, 2006). If
this initiative is successful, participation in trials
may improve.

An informed public?

The public is now better informed than ever
before, but it is probably true to say that they are
also more effectively misinformed. On television,
the Internet and in the print media it is com-
monplace for opinion and commentary to be
presented as fact; conflicts of interest and hidden
agendas are not often apparent to the user; and
in the quest for sales or ratings ‘a good story’
will always trump dull fact. As a result, like
many topics, health care research remains poorly
understood, and while this remains the case it will
be difficult to cultivate support and participation
or to counter the misrepresentation of research
evidence or the public relations effects of tra-
gedies such as the TGN1412 trial (Goodyear,
2000).

It is not easy for the public to find out about
health care research: why it is necessary, how it
is prioritised, funded and conducted, and how its
findings are used. Although a great deal of
information is in the public domain, health care
research is a complex and specialised activity
which is not easily understood by the outsider.
Regarding the use of personal medical informa-
tion for research purposes, the UK Medical
Research Council notes that ‘many people will
not know how information about them might be
used’. This poor public understanding of the
research process and what participation might
mean has been confirmed in a number of studies
(Robling et al., 2004; Williams et al., 2007). The
benefit of adequately explained research aims and
methods is highlighted by an Irish survey of
public attitudes towards retention of tissue sam-
ples for research purposes. Of those who said
that, if asked, they would allow samples to be
stored for future research, initially 50% agreed
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that such samples could be linked to their per-
sonal medical records. However, this increased
to 89% when the potential benefits of linking
samples with records was explained to them
(Cousins et al., 2005).

Much is made of the importance of procuring
patients’ ‘informed’ consent for participation in
research. Yet, despite the provision of informa-
tion leaflets and the opportunity to ask further
questions, there is no certainty that those
approached to take part in research understand
what is involved. A study which contacted people
who did not consent to participation in an earlier
survey found that the vast majority declined
because they had misunderstood what the
research required of them or why they had been
contacted (Williams et al., 2007). Another factor
which may impact on the effectiveness of seeking
consent for participation is that this request often
comes at a time of ill health. Saying ‘no’ may be the
easiest position to adopt at these times of stress.

It seems likely that if people were better
informed, they might be more likely to parti-
cipate. Improved awareness and understanding
of research prior to any invitation to participate in
a study may create a better ‘baseline predispo-
sition’ to participate, so that should such an
invitation occur, consent and participation may be
more likely. In addition, rare accidents, bad
research and bad reporting of research would be
more widely recognised for what they are.

Several initiatives may contribute to increased
support and understanding of health care research.
Social marketing has potential to encourage
wider social movement for better health and
may also influence attitudes to participation in
health research (NCC, 2006). Organisations such
as INVOLVE and the James Lind Alliance are
working to promote the involvement of patients
and carers in the conduct and prioritisation of
research (Buckley et al., 2007D).

Promoting research participation as
a way of helping others

In the face of an increasing emphasis on personal
choice and a diminishing regard for activities
whose benefits are societal rather than personal,
public awareness of the benefits of health care
research needs to be raised. It is interesting to
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consider what parallels can be drawn with organ
donation. Although insufficient numbers have
actually signed donor registers and the shortage
of organs persists as a result, support for the
principle is undoubtedly widespread (BMA,
2005). It may be useful to contemplate whether
the selflessness and altruism which underpins the
promotion of organ donation might not similarly
be achievable for health services research.
Consent to participation in research ought to be
promoted as an opportunity to improve health
care and help others. The involvement of the
popular media would be valuable in such work.
Easily read leaflets should be made widely avail-
able in health care settings and elsewhere. The
public needs to be more informed about the
principles that underpin clinical studies and what
participation typically involves. They need reas-
surance about how information about their own
health may be used and how their privacy will be
protected. And they need to know how the results
of research are used to expand the evidence base,
enabling clinicians to make better decisions about
their health care and the effective use of resources.
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