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Introduction

Decision aids have been variously de®ned, but

broadly speaking they are interventions to help

people facing speci®c decisions between alter-

native courses of action. Decision aids for health

service users aim to help them to consider rele-

vant health-care options before deciding which

(if any) to have. They usually encourage selec-

tion of the option most likely to lead to indi-

vidually preferred outcomes.

Decision aids for health service users have

been developed for several situations in which it

is thought particularly important that individual

preferences in¯uence decisions or that people

make their own informed choices. These include

situations in which treatment outcomes are

uncertain or the outcome pro®les of the treat-

ment options are such that individual prefer-

ences may vary.1,2 For example, several decision

aids have been developed for people facing

decisions about the treatment of benign prostate
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Abstract

Decision aids for health service users facing decisions about

screening have been developed for controversial tests (such as that

for prostate speci®c antigen as a screen for prostate cancer) and

tests in which outcomes are value laden (as in some prenatal tests).

The potential usefulness of decision aids in established screening

programmes (such as those o�ering mammography to women over

50 in the United Kingdom) remains to be explored. In principle any

decision about screening test acceptance may be sensitive to indi-

vidual preferences and could be supported by an appropriate

decision aid. Decision aids might also help reduce some of the

problems currently associated with public misconceptions about

screening. Objections to the promotion of individual choice

regarding screening tests usually take the form of concern that this

will lead to unacceptable losses in terms of population health gain

and health system e�ciency, or of fear that individuals will choose

options that are wrong for them. The introduction of decision aids

could alleviate both of these objections to some extent. Decision

aids could encourage people to consider the social as well as the

individual consequences of their choices and they should promote

choices consistent with personal values. Although there are strong

arguments in principle for introducing decision aids into established

screening programmes, their potential needs to be con®rmed in

empirical evaluations and there may be many contentious decisions

and practical challenges to be overcome in order to implement

them.
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disease3,4 and early-stage breast cancer.5±8

Decision aids have also been developed for

people facing decisions about controversial

screening tests such as prostate speci®c antigen

(PSA) testing for prostate cancer9±11 and about

prenatal12 and genetic13 screening tests that are

recognized to raise di�cult personal and moral

issues. Information materials that aim to

persuade people to accept a particular option are

excluded from the de®nition of decision aids.14

It has been suggested that decision aids are

less useful than conventional informed consent

approaches for situations in which treatment

policies have been set as standard because

treatment outcomes are known and patients'

preferences consistently favour a particular

option.15 However, not all `standard' treatments

would be consistently favoured by all well-

informed individuals. This raises the question of

whether decision aids should be used to enable

people to opt for something other than the

standard intervention.

This paper considers the potential of decision

aids for individual decisions about screening

tests, particularly in the context of established

screening programmes. After noting the diver-

sity of screening tests, programmes and decision

aids, it explores when and why decision aids

might be useful and considers some objections to

their use. It notes the importance of empirical

data about the e�ectiveness of decision aids and

lays down some challenges for the future.

The diversity of screening tests
and programmes

Screening tests have been developed to identify

various latent diseases or problems that have

di�erent implications and can be treated with

varying degrees of success. The tests themselves

vary in terms of their sensitivity, speci®city and

predictive values in particular populations and

the performance of a test can be signi®cantly

a�ected by the context in which it is used.

Screening tests carry di�erent risks of side-

e�ects, including psychological harm. The

nature of the decisions that follow the receipt of

positive (abnormal) test results varies because of

the diverse properties of the diagnostic and

treatment options that are available for di�erent

suspected conditions.

The diversity of screening test attributes

across a range of variables means that whatever

criteria are used to assess them, their desir-

ability varies. The attractiveness of a particular

screening test may seem di�erent when viewed

from population and individual perspectives.

For example, risks of harm which seem accept-

able when considered as population averages

may not seem so acceptable when considered on

an individual basis.16 Individuals may value

screening tests di�erently for themselves.

Decisions about whether and how health-care

systems will make particular screening tests

available can be made in various ways.17,18 This

is not the place to review approaches to policy

formulation or the merits of particular policies.

However, it is important to note that the ways in

which screening tests are made available a�ect

both the properties of the test package and the

extent to which people are free to make their

own choices. For example, state laws and regu-

lations about the screening of newborn babies in

the USA vary in terms of: the conditions they

cover; what kind of information is provided

about screening tests; whether or not parents can

refuse the tests; what reasons for refusal are

allowed; and whether explicit consent is

required.19 At a local level, the way that

screening test provision is organized and the

preferences and communication practices of

health professionals also a�ect the extent to

which individuals are enabled to make their own

informed choices.

The varied characteristics of screening tests

and programmes, the modus operandi of local

systems and the beliefs and behaviours of the

people who deliver screening tests may all a�ect

the potential impact and value of decision aids

for screening tests.

The diversity of decision support

Decision aids can vary enormously in terms of

(among other things) the decisions they refer to,

the type(s) of decision support they provide (see
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Box 1), the media they employ, and the way they

are intended to be used in relation to discussions

between health-care providers and health service

users.

The types of decision support that are provided

in decision aids developed for health service users

probably re¯ect developers' beliefs about how

decisions should be informed andmade, andwhat

is currently poorly done or problematic in the

making of the particular decisions that they are

interested in. Even `evidence-based' decision aids

require value judgements to be made in their

development.20

Why might decision aids be useful
in screening programmes?

All screening tests involve trading-o� acceptance

of an intervention that carries some inconveni-

ence and risk to physical, psychological and

possibly social well-being in the present against

the possibility of averting some other health

state (in oneself or one's children) in the future.

People can vary in their relative valuations of the

di�erent health states in question, the way they

discount time, and their opinions about when

interventions such as screening are appropriate

and acceptable. Decisions about the acceptance

of any screening test may therefore be sensitive

to individual preferences. Thus there is a strong

argument, particularly if we draw on the ethical

principle of respect for autonomy, that decisions

about the acceptance or otherwise of any

screening test should be made individually and

could be facilitated by decision aids that help

people to weigh up the trade-o�s for themselves.

However, decision aids for health service users

would seem anomalous in the context of

compulsory screening programmes. Similarly, it

would seem strange for a health-care system to

actively distribute a decision aid relating to a

screening test that it does not o�er (although

information materials about the test might still

be useful in both situations).

Decision support is already considered useful

(at least by some) in situations where the

importance (and perhaps di�culty) of individual

decisions is widely accepted. These include situ-

ations in which the performance of screening

tests is being tested (i.e. people are being asked

to participate in research), medical opinion

about the value of the test is divided, or the test

is widely recognized to raise personal and moral

issues on which individuals may legitimately

adopt di�erent standpoints.

However, what about the role of decision aids

in the context of established but non-compul-

sory screening programmes such as the national

Provision of information relevant to the decision

Research-based information about options and the chances of different outcomes occurring with these options

Information about personal risk levels

Information about how other people have experienced particular outcomes

Help with preference clari®cation

Identi®cation of issues that people may want to consider

Exercises to help people identify what is important to them

Exercises to help people identify the values they attach to particular health-care processes or outcomes

Help with the structuring of a decision

Implicit or explicit encouragement to approach a decision in a particular way

Help to calculate which option is `best' according to a particular rubric

Encouragement and facilitation of patient participation in decision-making

Statements that imply or explicitly express the view that the decision is one that the patient should make or have an

important say in

Prompts or exercises to facilitate communication between patients and health professionals

Emotional support

Acknowledgement that many people ®nd the decision dif®cult

Reassurance that a range of preferences are legitimate

Reassurance that some anxiety about screening test results is normal

Box 1 Various forms of decision support
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screening programmes for breast and cervical

cancers in the UK or those o�ered by health

maintenance organizations in the United States

of America? The screening tests provided in

these contexts have been deemed by a team of

policy makers to warrant o�ering them to a

particular population, although their e�ective-

ness in relation to various criteria and their

desirability to individuals may vary.

Within established but non-compulsory

screening programmes, decision aids could faci-

litate the implementation of policies promoting

informed individual choice consistent with

personal values. They might also, depending on

the types of decision support that they o�er, help

to address several currently perceived problems.

Misconceptions about the purpose and accu-

racy of screening tests are widespread21,22 and

may cause several problems. Many people

apparently accept or reject tests on the basis of

misunderstandings. For example, in the absence

of good quality information, many women

assume that prenatal tests are routine proce-

dures that are clearly in their best interests.23

People who accept tests without being aware of

their implications may be ill-prepared for the

decisions they have to face if they receive posi-

tive (abnormal) results and may wrongly inter-

pret negative (normal) results as a guaranteed

`all clear'. When tests do not live up to inap-

propriately high expectations public con®dence

in screening programmes can be dented and

expensive litigation may ensue.24

By presenting decisions about screening tests

as ones that need to be deliberated and by

providing information about their limitations

and possible consequences, decision aids might

alleviate some of these problems. In particular,

they might encourage people to understand

that although a policy decision has been taken

at a national or service level to o�er or

promote a screening test, the test is not perfect

and may have disadvantages as well as advant-

ages. Decision aids might help people to be

clearer and more con®dent about why they are

having screening tests and might also help

people to cope with test results and their

implications.

Decisions about screening can be complex and

decision aids might reduce the cognitive burdens

of thinking through the various `what if'

scenarios associated with the receipt of di�erent

possible test results and diagnostic and manage-

ment options. Decision aids that show how

di�erent people have experienced these scenarios

might be helpful to those who ®nd them hard to

imagine.

People who undergo screening tend to be

anxious about the results and their anxiety

doesn't always resolve on provision of negative

results.25 Decision aids might reduce anxiety that

is due to misunderstandings by providing rele-

vant information and may also help by addres-

sing emotional issues.

Objections to the use of decision aids
in established screening programmes

The two main objections to the promotion of

individual choice about screening tests arise

when population considerations are given prece-

dence over individual ones and when patern-

alistic bene®cence is given precedence over

autonomy.

Screening programmes are usually established

with the aim of improving population health

(improvement being de®ned by the policy

makers), and doing this in a resource e�cient

way. These aims can come into tension with

policies that encourage people to make decisions

about their health-care on an individual basis.

If individuals choose not to have the screening

test in question (and the extent to which they

would do this with or without decision aids is an

empirical question), the hoped-for population

health gains will be less than theoretically poss-

ible and the costs of the test per person accepting

it and in relation to bene®ts obtained will rise.

Some people think that, at least in some

circumstances, resource e�cient population

health gain should be the primary goal and

should take precedence over individual choice.

They therefore advocate compulsory screening

and/or think that interventions such as decision

aids which support individual choice would be

inappropriate.
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Some health professionals, particularly those

with narrow views of what constitutes health

gain, fear that ordinary people will not make

`good' decisions about their health-care. They

worry that people may make choices that are

`wrong' and harmful for them as individuals.

The question of when it is appropriate for

health systems or their representatives to prevent

people from making their own choices cannot

be discussed here. However, the objections to

individual choice that are outlined above might

be alleviated rather than exacerbated by decision

aids. Autonomous individual choices need not

be sel®sh individualistic ones26 and decision

aids need not deny the importance of population

perspectives. They could explore the implica-

tions of a screening test from a population as

well as an individual perspective and could

explicitly encourage people to consider the social

implications of their individual decisions. Also,

decision aids are more likely to reduce than

increase the likelihood of individuals choosing

options that are detrimental to their interests

because they should help people to make

informed decisions consistent with their personal

values.

The effects of decision aids in practice

Although there are strong arguments in prin-

ciple for introducing decision aids into estab-

lished screening programmes, decisions about

this should be informed not just by arguments

about their potential, but by empirical evidence

of their e�ects in practice. Reviews of such

evidence (covering decision aids about treatment

as well as screening options) show that decision

aids can improve people's understanding of

relevant health-care options and their outcomes,

reduce decisional con¯ict, increase the extent to

which choices are congruent with personal

values and stimulate people to be more active

in decision-making about their care without

increasing their anxiety. Decision aids have had

a variable impact on the patterns of decisions

made (the variable impact on screening test

uptake rates may re¯ect variations in baseline

uptake rates and di�erences in the dominant

in¯uences on uptake before the decision aids

were introduced). Their impact on health-care

outcomes is unclear.14,15,27

However, the generalizability of ®ndings from

evaluations of speci®c decision aids may be

limited. Most of the decision aids studied to date

have been developed with and evaluated among

health professionals who recognize that indi-

viduals have varying but legitimate preferences

and who want to help people to make the choice

that is right for them. Decision aids may have

di�erent e�ects if health professionals do not

share or prioritize their aims.28,29 The e�ects of

decision aids are also likely to be in¯uenced by

the nature of the decisions addressed, the types

of decision support provided, the health-care

contexts in which they are used and the popu-

lation groups using them.

Challenges for policy makers and decision
aid developers and evaluators

There are good reasons to think that decision

support may be useful to people facing decisions

about speci®c screening tests in the context of

established screening programmes. However,

there is no clear consensus about where and how

the balance should be struck between supporting

informed individual choice and promoting

widespread uptake of at least some tests.

Before they decide what type of support to

provide for people eligible for speci®c screening

programmes, policy makers need to clarify the

objectives, facts and values that underpin those

programmes. If they want to improve the extent

to which the uptake of screening tests is

informed and/or to ensure respect for individual

choice, then the potential contribution of decis-

ion aids certainly warrants further exploration.

If decision aids are to be used, consideration

must be given to issues such as who will produce

them and how, what forms of decision support

they will include, and how they will be made

available.30 Questions about whether and how

to present some types of information may be

particularly contentious and arguments may

rage about the elusive boundary between infor-

mation that facilitates individual choice and
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information that is inappropriately persuasive.

For example, in the past the bene®ts and harms

of screening have usually been discussed solely

in terms of physical health outcomes as experi-

enced by those who screen positive. However,

the importance of the psychological, beha-

vioural and social implications of screening,

particularly for those who do not bene®t in the

sense of having a physical health problem

detected early, is increasingly recognized and

may be important to individual decisions.31

Opinions will vary about the appropriateness of

including this information in decision aids.

Empirical evaluations of the e�ects of decision

aids in practice will continue to be important.

However, the selection of criteria against which

to evaluate decision aids is value laden.32 While

it may be important to understand the e�ects of

introducing the decision aid on many variables,

including screening uptake rates and health

service users' satisfaction with the decision aid

and their decision, the question of which criteria

should be used to de®ne success is more

contentious. It requires reference to the under-

lying philosophy and values of the screening

programmes, decision aids and evaluators and

hence is likely to be debated for a while to come.
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