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Power imbalance prevents
shared decision making

Providing information is not enough to enable shared decision
making, argue Natalie Joseph-Williams and colleagues. Action is
required to change the attitudes of both patients and doctors

doption of shared decision making

into routine clinical settings has

been slow." Large scale implemen-

tation programmes in the UK have

delivered valuable lessons on how
best to embed shared decision making,?” but
few programmes have actually considered what
helps or stops patients from being involved in
healthcare decisions. Organisational and clini-
cian perceived barriers are important,’ > © but
shared decision making is unlikely to become
the norm if we do not also deal with the barriers
that patients perceive. Our recent systematic
review of patients’ perceptions highlighted
deeper rooted attitudes that need to be changed
in order to prepare patients for a new type of
clinical encounter.” Here we highlight the main
findings and discuss how to prepare patients
for shared decision making.

Patients find it hard to speak up

There is good evidence that attitudinal barriers
are hindering progress in implementing shared
decision making.' ’ Even when patients are well
educated and well informed, many still find it
difficult to use this knowledge to participate
meaningfully in decisions about their health-
care.® The Francis report into failings at Mid
Staffordshire trust revealed that patients often
feel prohibited from speaking up, even when
they are extremely concerned about safety or
the quality of care they are receiving.” Online
blogs, publications, and social media cam-
paigns (such as #hellomynameis)'® show that
even doctors are not immune to the power
imbalance when they become patients, feeling
that they represent a disease rather than that
they are an individual and aware of a pressure to
be compliant and passive.'*'* How then can we
expect people to express their preferences about
treatment options—especially when they often
observe doctors assuming that they can act in
their best interests, displaying unquestioned
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confidence in being able to make the best deci-
sion on their behalf?

Knowledge is not enough

The 44 studies in our review of patient barriers
suggest that many patients currently feel that
they can’t participate in shared decision mak-
ing rather than that they don’t want to, as many
clinicians believe. Unsurprisingly, having infor-
mation needs met in an appropriate way was a
key facilitator for many patients. If patients do
not know about their condition, and they do
not know or understand their available options,
they cannot take part in decision making. How-
ever, many patients also undervalue their abil-

Power imbalances in the clinical
encounter are a key barrier even if
patients have the required knowledge
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Many patients currently feel they can’t
participate in shared decision making
Powerimbalances in the clinical encounterare
a key barrier even if patients have the required
knowledge

Patients need to know that theirinputis valued
and won’t damage their care

The attitudes of both patients and clinicians
need to change to enable shared decision
making

ity to understand the information given to them
and underplay their knowledge gain relative
to that of the clinician. Therefore, they tend to
defer the decision to the expert who “owns” the
knowledge.

Many patients also do not recognise the
unique expertise that they bring to the clini-
cal encounter—that is, knowledge about their
personal preferences. Until patients believe
that they are capable of understanding the
information provided to them and believe that
personal expertise and medical expertise are
equally important, they are unlikely to become
actively engaged.

Alongside this problem are the covert con-
tracts that some patients develop with clini-
cians in which they feel compelled to adopt
the role of a “good” patient. This role is char-
acterised by passivity and compliance. Many
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patients believe that they cannot or should not
be involved in decisions, often out of fear of
annoying the clinician and the potential reper-
cussions it might have, such as being labelled
difficult or receiving less or lower quality care.®
Such views and beliefs are long engrained in
many patients, especially older people and
those with lower educational attainments.
Fundamentally, knowledge provision,
knowledge acquisition, and expectation to
contribute personal preferences occur in the
context of a power imbalance between the cli-
nician and the patient. Therefore, a patient’s
capacity to participate seems to be linked not
only to how much knowledge she has but also
to how much power or influence she feels she
has in the decision making encounter (that is,
her perceived ability to use this knowledge).

How to overcome passivity

Although great strides have been made to
ensure that patients are informed about their
treatment options,”" patient passivity has
been neglected; the focus has been on support-
ing the process if and when a patient becomes
engaged, rather than working out how to engage
patients. A shared decision making encounter
is considerably different from the appointments
that many patients are used to, and may even
be comfortable with. We cannot expect patients
to change their long established behaviours just
because they are given an opportunity to par-
ticipate in decision making. Both implementa-
tion researchers and healthcare systems have
invested substantial efforts in trying to shift the
attitudes of clinicians but have not invested the
same efforts in preparing patients for these new
types of social interaction.

Some researchers have, however, recog-
nised the importance of preparing patients for
a shared decision making clinical encounter,
partly by changing attitudes towards partici-
pation.” **° There are relatively few evalu-
ated interventions, and their use tends to be
restricted to decision specific research settings
(such as preparation for a cancer consultation),
but they offer a platform for designing further
interventions. The earliest example was devel-
oped in 1985 and aimed to alter the traditional
patient role through decision coaching before
the appointment.”' Other coaching interven-
tions have since been developed,'®*° ** and
most report some success at increasing patient
engagement in trial settings (as measured by,
for example, asking questions, seeking infor-
mation, and taking an active role in decision
making). However, decision coaching is both
time and resource intensive—typically com-
prising a 20-45 minute session with a trained
research nurse or counsellor before a clinical

18

appointment—and is unlikely to be sustained in
already pressurised healthcare systems.

Other campaigns, such as Ask Share Know
(http://askshareknow.com.au) and Ask 3 Ques-
tions (http://personcentredcare.health.org.
uk),” try to increase participation by encour-
aging patients to ask: what are my treatment
options, what are their benefits and harms, and
how likely are they to happen to me? They use
brochures and other media
(videos, websites, etc) to
explain why this is important.
Although these campaigns
show promise,’ ** patients are
often not aware of them until
they are given leaflets in wait-
ing rooms. This does not provide sufficient time
for patients to change attitudes and beliefs,
especially when they are so deeply entrenched.

Better preparation
Another problem with current interven-
tions aimed at patients is that they do not do
enough to overcome two important barriers to
participation—patients’ perception that their
knowledge is inferior to medical knowledge
and desires to act like a good patient out of
fear that they will receive worse care other-
wise. Interventions aimed at changing long
established behaviours are most likely to be
effective if they are based on evidence from
patients rather than what researchers or cli-
nicians think is likely to work.** ** Early work
suggests that interventions should be delivered
in two stages: preparation, followed by enable-
ment. Patients should be sent a preparation
intervention, such as a booklet with an accom-
panying website link, with their appointment
letter. In primary care the intervention could be
posted to all registered patients. At a minimum
it should
o Inform patients about shared decision
making—what it is, what to expect, and
why it is appropriate
e Explain that there are two experts in the
clinical encounter— describe the different
but complementary knowledge
e Challenge attitudes that there are right and
wrong decisions
e Redefine perceptions of a good patient and
reassure patients that participation will
not result in retribution
e Promote social acceptability of this
role—confirm that clinicians want patient
participation
e Build patients’ belief in their ability to take
part.
Once the patient has made an informed
decision to be involved, the focus moves on to
enablement. This is helping patients to take

Patient passivity has
been neglected; the
focus has beenon
supporting the process,
rather than working out

part in the shared decision making process by
offering appropriate decision support tools"
and question prompt lists (pre-populated or
for self completion).”” Importantly, the inter-
ventions need to be promoted from within the
organisation—for example, by framing mes-
sages as “your local health board/doctors/
nurses want(s) to know what is important to
you”; this indicates to patients that the local
health organisation and the
clinicians are giving them
permission to participate.’ *
Experts in shared learning
recently remarked that skills
training trumps tools for cli-
nicians, and attitudes trump
skills. The same can be said for patients. This
is why attitudinal change is important before
we make attempts to support the decision mak-
ing process.

Achieving shared decision making in rou-
tine practice will require interventions targeted
at both clinicians and patients. We acknowl-
edge that clinicians will not be able to change
the experience of every patient, but we should
try to make it easier and safer for them to feel
included and respected.?® Patients need to
believe that they can and should be involved,
and clinicians need to ensure that they make
efforts to understand what matters most to
patients.”” Tackling structural and process
barriers, such as time to do shared decision
making and tools to do it, is important, but
unless we address deep rooted “white coat
silence”?® through appropriate interventions,
routine shared decision making in healthcare
is unlikely to become a reality.
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