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The history of cancer screening has demonstrated that the case for cancer screening is not straightfor-
ward. In contemporary practice, sharing decision-making with patients has become expected of family
physicians. At the same time, increasing emphasis has been placed on encouraging patients to partici-
pate in screening programs to improve cancer outcomes. The success of cancer screening is often
judged by the number of those who participate. Improving cancer outcomes should be a priority for
family medicine, but the importance of this goal should not undermine doctors’ commitment to helping
patients make informed decisions that are consistent with their values and priorities. If we are serious
about empowering patients, we need to be more open about the limitations of cancer screening, to
help patients make up their minds. ( J Am Board Fam Med 2021;34:435–438.)
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Shared Decision-Making

For much of its history, cancer screening has been
presented as a ‘no-brainer’ with self-evident bene-
fits for those diagnosed ‘early’.1 We now have a
greater understanding that the trade-offs resulting
from overdiagnosis and overtreatment are far from
straightforward.2,3 The precise calculus to quantify
these trade-offs varies depending on cancer, screen-
ing modality, or schedule. To be justified, any harm
must be offset by benefits such as increased longev-
ity and improved quality of life. The rationale for
screening not captured by the evidence may well
exist, such as the desire of individuals to be reas-
sured by negative tests, or to know if cancer is pres-
ent. The desire for reassurance for patients and

their doctors is entirely natural but unfortunately
the absolute reduction in risk of cancer following a
negative test is marginal and the ‘interval’ cancers
that develop between screening rounds often have
poor outcomes.2,4 If there are other credible justifi-
cations for screening, we should be explicit about
these as well as our desire to ‘save lives.’

These debates rage within medical communities
but, very few patients seem to be aware of the con-
troversies that surround the screening programs
they attend.5–7 Diagnosing asymptomatic patients
is not unique to cancer screening. Many patients
who see their physician for unrelated problems are
diagnosed with hypertension following an oppor-
tunistic blood pressure check. But cancer screening
is different. Testing can be unpleasant for patients
and positive screens may lead to further invasive
procedures. Cancer represents a heterogeneous
spectrum of diseases and it is impossible to know
what the natural history of many screen-detected
cancers would have been if left undetected.8

Given the difficultly in navigating these complex
decisions, it would seem reasonable for patients to
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be able to rely on the guidance of their physicians.
Unfortunately, many doctors mistakenly attribute
increased detection as evidence that cancer screen-
ing saves lives.9 Clinicians cannot know the evi-
dence base for every intervention. Acting within the
bounds of established practice and national recom-
mendations form the basis of prudent and defensi-
ble practice.

Although bodies such as the National Screening
Committee in the United Kingdom (UK) and the
United States Preventive Services Task Force
(USPSTF) are charged with evaluating the evi-
dence for screening, experience has shown that
their recommendations can be side-lined. Examples
include the overturning of the recommendation
against screening women under 50 years for breast
cancer in the United States, and the UK’s decision
to make prostate cancer screening available if
requested.10–12 Given the many different pressures
that drive cancer screening policy, including politi-
cal considerations and campaigning from patient
groups and physician specialty organizations, this is
hardly surprising.13–15

In the evaluation of established screening pro-
grams, the volume of uptake is prioritized as a mea-
sure of success, rather than achieving informed
decision making that might jeopardize rates of
screening uptake.16–18 We require new metrics that
demonstrate patients’ participation in decision
making to inform reimbursement and evaluation.
Instead of simply incentivizing screening uptake,
such reforms could remunerate clinicians for
exploring the benefits and harms of individual
screening programs. Alternatively, auditing or sur-
veying could take place as to the level of participa-
tion patients felt that they had in screening
decisions. We also need to be prepared to accept
that if we embark on genuinely shared decision
making, in which we are honest about harms and
uncertainties as well as possible benefits, declining
screening will be an appropriate choice for some
patients.

Screening recommendations are shaped by soci-
etal and political pressures and informed by a popu-
lation health perspective as well as by evidence that
individuals who take part may benefit. Patients need
independent support to decide for themselves.
Decision aids and improved information for patients
are necessary first steps.15–17 Bodies like the
National Institute for Health and Care Excellence
(NICE) and the USPSTF could support individual

decision making by commissioning objective and up
to date and innovative web resources such as info-
graphics, animations, and accessible literature to
explain the harms and benefits of the major screen-
ing programs in ways that are easily understood.
Discussing screening in terms of ‘natural frequen-
cies’ can help to communicate the scale of benefits
and harms.19 For example, 1000 person tools such
as those produced by the Canadian Task Force on
Preventive Health Care and the updated breast can-
cer screening information produced by the National
Health Service in England aim to achieve a more in-
tuitive understanding using diagrams, which repre-
sent 1000 individuals, some of whom are shaded in
different colors to represent different outcomes.20–22

Such tools, and the spirit that inspired them, could
be widely emulated although barriers such as lack of
physician time may well impede their uptake in the
consulting room.

For many patients, it would also be helpful to
know how their peers would make decisions on
cancer screening when adequately apprised of the
evidence and arguments.23–25 In recent years citi-
zens’ juries have become increasingly used to guide
fraught public policy decisions. The process
involves selecting a representative jury from the
population, who deliberate following detailed evi-
dence sessions which may span several days. They
have already been used to shape cancer policy in
Australia and New Zealand.23–26 The value of such
juries is that they bring diverse perspectives on
issues, which require reference to society’s values,
in addition to factual evidence. Such juries seem
well placed to inform individual decision making
through knowledge as to what a representative sam-
ple of their peers recommended, given the opportu-
nity of days to consider the evidence and deliberate
on a decision. The purpose of this would not be to
deliver the ‘right’ decision but to give individuals
insight into what a sample of their peers would rec-
ommend, after exhaustively considering all the
complex issues involved in a way that cannot be
achieved in the consulting room. Over several deca-
des the methodology of citizens’ juries has become
well established and experience has demonstrated
that for these assemblies to have a useful role it is
vital that they are as representative as possible of
the population and that each jury’s remit and proce-
dures are carefully planned.23,27

For all the lip service paid to patient autonomy,
failing to acknowledge the complexity of cancer
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screening perpetuates paternalism in medicine. If
we are serious about shared decision making, even a
goal as worthy as reducing cancer deaths does not
override our responsibility to be open about the
limitations of cancer screening, lest patients fail to
make ‘the right’ decision. Some patients may prefer
to defer to physicians’ interpretation of national
clinical guidelines rather than grappling with the
complexities of these choices. But for those who
wish to be completely engaged in health care deci-
sions, we have a responsibility to help them find
their preferred balance between the benefits and
harms of cancer screening. Providing accessible,
objective information is essential. But we should
also consider exploring different strategies such as
citizen’s juries and aligning the metrics of cancer
screening with patient autonomy, as well as with
uptake.

To see this article online, please go to: http://jabfm.org/content/
34/2/435.full.
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