
Collection and validation of data on a large scale
are expensive, and the cost of systematic reviews
is considerable—an average of £30 000-£50 000
($48 800-$81 350; €45 500-€75 800) for the Australian
register. Funding is unlikely ever to be sufficient for
collection of data on all procedures, and NICE will rely
heavily on help from a network of specialist advisers
and on its multidisciplinary advisory committee.

No other countries yet have systems in place for
monitoring of new interventions. The American
College of Surgeons is considering an approach but
has yet to act. The Australian example and the more
regulated United Kingdom plan may give other coun-
tries food for thought, but many uncertainties remain.
What precisely is a new procedure? If an existing pro-
cedure is modified, how much modification makes it
new? If new technology is used for an established pro-
cedure, is that new? (NICE will be explicit about its
focus on procedures rather than devices.) Should doc-
tors be restricted in undertaking new procedures? How
can compliance with submission of data and guidance
best be achieved? What data should be publicly
available and what should be done if outcomes vary
between doctors? Without clear assurances about
confidentiality neither doctors nor patients will be
eager to cooperate.

Finally, safety and efficacy also require a long term
perspective. NICE intends to ensure that new
procedures receive specific codes in the national
coding system at an early stage, so that their dissemina-
tion can be monitored and any reporting of adverse
events is in the context of some kind of denominator.

Procedures with obvious potential for long term
adverse events will need special consideration, and this
will form part of the complex evolution of monitoring
of safety and efficacy.
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Not to be taken as directed
Putting concordance for taking medicines into practice

When the medicines that doctors prescribe
fail to produce the benefit they expect, they
often respond by varying the dose or select-

ing an alternative medicine. Thus doctors seem to
behave as though non-compliance is a problem for
other doctors. Although we know that about half of the
medicines prescribed for patients with long term con-
ditions are not taken as prescribed,1 the concerns of
health professionals have focused almost exclusively
on improving the quality of their own prescribing
choices. Similarly, attention and resources devoted by
pharmaceutical companies to discovering, developing,
and promoting new drugs utterly dwarf their efforts to
see that medicines are taken by patients. Yet
non-compliance continues to represent a serious
therapeutic deficit at the core of medical practice, with
consequent massive personal, societal, and economic
cost.

Patients do not comply with medication for several
reasons.2 Non-compliance may be intentional or invol-
untary. It may relate to the quality of information given,
the impact of the regimen on daily life, the physical or
ental incapacity of patients, or their social isolation.
Many interventions to overcome these impediments

have been tried, but evidence of sustained success is
scant.1

The difficulty for health professionals lies in
acknowledging that it is the patients’ agendas and not
their own that determine whether patients take
medicines. Patients have their own beliefs about their
medicines and medicines in general. They have their
own priorities and their own rational discourse in rela-
tion to health and care, risk and benefit.3 These may
differ from and sometimes contradict those of the doc-
tors. They are, however, no less cogent, coherent, or
important.4

By drawing on these findings and insights a new
relationship between prescriber and patient was
described.5 The term concordance was introduced.
While compliance describes the degree to which the
patient follows the prescribed regimen of medicines,
concordance describes an agreement between a
patient and a healthcare professional about whether,
when, and how medicines are to be taken. Concord-
ance therefore refers to the creation of an agreement
that respects the beliefs and wishes of the patient, and
not to compliance—the following of instructions.

Doctors and patients may not always agree. The
implication of concordance is that when this happens
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the patient’s views take precedence. This poses
challenging questions about choice and responsibility.
If the only treatment to which the patient will agree
falls substantially short of what modern medicine can
achieve the doctor may be left with a burden of
responsibility that is hard to manage emotionally, ethi-
cally, and legally.

Practitioners are constantly urged to be both
patient centred and evidence based. Yet these two
goods can conflict. The quest is for the best health out-
come, but concordance implies that we must now rede-
fine best outcome so as to reconcile what pharmacol-
ogy can theoretically achieve with what the patient
desires or can bear.

Non-compliance is a multifactorial problem and
requires multifactorial responses. No single blueprint
for concordance exists. Nor will concordance be
achieved by acquiring new communication skills alone.
Intentions must also change. Concordance cannot be
delivered by the imposition of top down guidelines.
Doctors and patients must learn how to “do
concordance” not only on the basis of established evi-
dence but also from their own reflective experiences
and from new experimental studies.

Many questions need to be answered. Few of the
usual sociodemographic and biomedical variables pre-
dict non-compliance. Can we identify some that do?
What does a concordant process look like in practice?
What difficulties does concordance raise for patients
and how can they be overcome? How can the ethical
issues for doctors be addressed? What needs to change
in order to implement concordance?

A change in the culture of the doctor-patient
encounter is needed now. Concordance presents new
challenges for patients, doctors, nurses, pharmacists,
pharmaceutical companies, policy makers, and others.
Crucially, as we move forward, we must learn to create
robust therapeutic alliances with mutual respect for
both the doctor’s professional opinion and the
patient’s personal decisions.

In 2002 the Department of Health endorsed and
adopted the principles of concordance and created the

Medicines Partnership Task Force (www.medicines-
partnership.org) to carry this work forward. The task
force comprises representatives from the medical,
nursing, and pharmacy professional bodies, patients’
groups, pharmaceutical industry, and academia. Its two
year remit is to look for ways to implement
concordance in the NHS so as to improve health out-
comes and satisfaction with care.

The BMJ will publish a theme issue on “people tak-
ing medicines” on 11 October 2003. We, the guest edi-
tors, invite contributions from researchers, patients,
health professionals, policy makers, and other stake-
holders, to reach us by 15 April 2003. Submissions
should be made to www.submit.bmj.com, and the
editorial contact is Giselle Jones (gjones@bmj.com).
We hope to add to the store of evidence, experience,
and controversial debate, and to learn more about
what concordance looks and feels like in practice, how
it is being taught to health professionals and patients,
how barriers to it can be overcome, and to what extent
we can produce evidence of clinical and other benefits
for patients, practitioners, and the NHS.
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Sudden death in the shadows of epilepsy
UK government’s action plan for epilepsy needs great commitment

In a widely acclaimed BBC production, The Lost
Prince, the short and tragic life of Prince John, son
of Britain’s King George V and Queen Mary, and

his sudden death in the early 20th century emerged
from the shadows in which he had been hidden.1 He
was hidden because of his epilepsy and learning dis-
order, and by the medical and social ignorance of his
royal parents and advisers. Prince John has shared this
fate with millions of others of all social classes and cul-
tures before and since. In the 1920s, a few years after
the death of Prince John in a seizure, the young
Graham Greene received a diagnosis of epilepsy from
a well known neurologist from Harley Street.2 Initially
his embarrassed parents concealed the diagnosis from
him. When Greene learned of it he also concealed it

for nearly 50 years until in his autobiography he
eloquently described the impact of the diagnosis,
which had led him to contemplate suicide. His greatest
concerns were inheritance and marriage. These two
lives from the past highlight two continuing anxieties
for people with epilepsy and their families—stigma and
sudden unexplained death.

Epilepsy is a very common disorder, as old as any
medical condition and almost uniformly distributed
around the world. It affects all ages, races, and social
classes, including royalty and government ministers.
Throughout history its strange, obscure, intermittent,
and dramatic nature has elicited fear, misunderstand-
ing, and stigma. Recent studies show that little progress
has been made in public attitudes, especially in
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