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Background Patients can play an important role in improving
patient safety by becoming actively involved in their health care.
However, there is a paucity of empirical data on the extent to which
patients take on such a role. In order to encourage patient
participation in patient safety we first need to assess the full range
of factors that may be implicated in such involvement.

Objective To delineate factors that could affect the participation of
the patient in quality and safety issues in their health care.

Method Literature review of patient involvement in health care,
drawing from direct evidence (specifically from the safety context)
and indirect evidence (extrapolated from treatment decision-making
research and the wider patient involvement in health care literature);
synthesis and conceptual framework developed, illustrating the
known and putative factors that could affect the participation of the
patient in safety issues in their health care.

Main results Five categories of factors emerged that could affect
patient involvement in safety: patient-related (e.g. patients’ demo-
graphic characteristics), illness-related (e.g. illness severity), health-
care professional-related (e.g. health care professionals’ knowledge
and beliefs), health care setting-related (e.g. primary or secondary
care), and task-related (e.g. whether the required patient safety
behaviour challenges clinicians’ clinical abilities).

Conclusion The potential for engaging patients in patient safety is
considerable but further research is needed to examine the influences
on patient involvement, the limits and the possible dangers. Patients
can act as ‘safety buffers’ during their care but the responsibility for
their safety must remain with the health care professionals.
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Introduction

Empowering patients to take an active role in
their own health care has been nationally and
internationally identified as a key factor in the
drive to improve health services for the
patient.' Patients can play an important role in
the reduction of patient safety incidents (defined
by the UK’s National Patient Safety Agency
(NPSA) as unintended or unexpected incidents
which could have or did lead to harm for one or
more patients receiving NHS funded care). At
most stages of care there is the opportunity for
the patient to contribute, for example, helping
avoid medication errors and the monitoring of
adverse events.>* There are currently a number
of national and international initiatives which
support this view, which aim to facilitate patient
involvement in safety.>® However, the accepta-
bility of such interventions from the patients’
perspective remains unknown.

Engaging patients in the safety of the care
delivered to them, however, should not be taken
to mean that the patients should carry the ulti-
mate responsibility for the safety of the care that
they receive. Patients can only function as a
safety ‘buffer’ (often, the very last one) in addi-
tion to those in the healthcare system that are
already in place. In other words, patients should
not feel that if they do not wish or are unable to
contribute to their own safety they will, as a
result, receive substandard care. Equally, the
responsibility of delivering safe care remains in
the hands of the health care professionals.’

Involving patients in safety represents a spe-
cific instance of the wider concept of patient
participation in health care. Preliminary studies
on patient perceptions of errors in primary care
suggest that it is unlikely that patients will view
safety issues in a different way to more generic
concerns about the quality of health care,'®!!
though engagement in safety will carry some
specific challenges. These may include the fact
that some safety-related patient behaviours may
be perceived by patients and clinicians alike as
challenging clinicians’ professionalism. In addi-
tion, while in other areas of patient involvement
in health care, patient involvement has been well

documented (e.g. patient involvement in TDM),
patient involvement in safety is an emerging field
of interest with limited evidence.

Aims of this review

In order to increase patient engagement in safety
we must first assess the factors that may affect
whether a patient would take on such an active
role. Consequently, our aims in this review are
threefold. Firstly, we aim to outline a conceptual
framework encompassing both known and puta-
tive factors affecting patient participation in the
safe provision of health care. We will draw upon
the patient involvement in safety literature and
where necessary the wider research on patient
involvement in health care, namely patient parti-
cipation in TDM. Secondly, we review the existing
evidence for those factors — both direct (drawn
specifically from the safety context) and indirect
(i.e. extrapolated from TDM and the wider arena
of patient involvement in health care). Thirdly, we
discuss the practical implications of the reviewed
research in terms of patient involvement in safety.

Developing a conceptual framework

We selectively reviewed the evidence on both the
direct and indirect factors likely to influence
patient participation in safety-related behav-
iours. We comprehensively examined the issues
that emerged from the literature grouping them
in five broad categories:

1. Patient-related: patients’ knowledge and
beliefs about safety; emotional experiences
with health care delivery and relevant coping
styles; and demographic characteristics.

2. lllness-related: stage and the severity of the
patients’ illness(es); symptoms; treatment
plan; patients’ health outcomes; and prior
experience of illness (and prior experience of
patient safety incidents).

3. Health care professional (HCP)-related:
health care professionals’ knowledge and
beliefs about safety and patients’ involvement
in it; and the way in which health care pro-
fessionals interact with patients.
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4. Health care setting (HCS)-related: type of
health care setting — primary, secondary or
tertiary care setting; and admission process —
emergency or elective.

5. Task-related: the specific patient actions/
behaviours required for involvement in safety.

We consider these five main categories to
provide a useful conceptual framework for
organizing and understanding the likely deter-
minants of patient participation in safety-related
behaviours. It is likely that complex interactions
exist between these factors but given that
research on patient involvement in safety is in its
infancy, inclusion of such interactions would
render the framework cumbersome without, at
the same time, providing evidence-based insights
into the determinants of patient involvement.
Table 1 summarises the evidence for the influ-
ence of these determinants under these five main
categories.

Patient-related factors

Knowledge and beliefs
If patients perceive themselves as vulnerable to
patient safety incidents, they may want to play a
role in reducing their susceptibility to such
occurrences. Studies looking at the public opin-
ion found that (in the United States) 75% per-
ceive health care as only being ‘moderately’ safe
and would be concerned about the risk of
medical errors if hospitalised.'*'? Additional
research has shown that 49% of the public felt
that preventable medical errors were made
‘somewhat often’ or ‘very often’ and 59% of
respondents felt that patients were ‘somewhat
often’ or ‘very often’ partially responsible for
errors in their own care.'®

These generally held views are also reflected in
those of the hospital inpatient population. For
instance, studies have shown that patients
understand that they are at risk of patient safety
incidents.'>!'® Further, when errors do occur,
patients are unanimous in their view that they
want more information about such errors and
how they can be prevented in the future.'” With
this in mind patients may want to participate in
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the reduction of patient safety incidents. Indeed,
interventions aiming to lower prevalence rates of
medication errors and hospital-acquired infec-
tions by encouraging patients to be involved in
their health care and ask health care profes-
sionals questions provide some support for this
view.'>16

Demographic characteristics

Patient involvement with the process of health-
care delivery has been found to vary according to
the patient’s age, sex and education and possibly
also ethnicity, though this finding requires further
research.'®2! Younger patients tend to want
more involvement than older patients, females
prefer a more active role than males and highly
educated patients opt for greater engagement
than their less academic peers.'®2° It has been
suggested that some of these effects are due to
differences in health literacy levels®* >
eral younger and more educated patients tend to
have a greater capacity for obtaining, processing,
and comprehending basic health information
needed to make appropriate health decisions.

— in gen-

Emotional experiences and coping styles
Patients’ experience of their illness(es) triggers
predominantly negative-emotional reactions of
vulnerability and anxiety.>> Such negative emo-
tions can cause patients to have an increased
perception of vulnerability to negative life
events,”®?” perhaps including patient safety
incidents; this may in turn increase participation
in safety-related behaviours.

In addition, patients’ strategies for dealing
with their illness(es) or health care experience
can affect involvement. Research exemplifies
that active coping styles are conducive to greater
involvement in medical decisions.?® In the same
way, active coping strategies could lead to
greater involvement in safety.

Illness-related factors

Stage and severity of illness

Preliminary findings suggest that patients with
less severe conditions may take on a more active
role in their health care than patients who suffer
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which require direct communication with staff in the hospital setting.
Emergency patients are typically unsure what is wrong with them so may be less willing to be involved than patients receiving ambulatory Care®”

clinical abilities.
Patients prefer to be more involved in those aspects of their health care that do not require medical knowledge.*°

Patients have more difficulty communicating with hospital staff than their GP,>>>® so may be less willing to engage in safety-related behaviours
It is likely that patients will be more willing to be involved in safety-related behaviours that do not challenge the health care professionals’

Evidence /relevant information

Medical knowledge
required

Health care setting
Challenge to HCPs

paiejal
-3u3es a1ed yyeaHy ‘7 pajeplyse] G

Table 1 (Continued)

Factor

Note — For factors /relevant information: Bold face type indicates direct evidence of effect of factor on patients’ willingness to be involved in safety; Normal type indicates possible effect /indirect evidence and

relevant observations drawn from TDM literature and other sources; Italic type indicates suggestive factors that could affect patients’ willingness to participate in safety.
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from more debilitating illnesses. For instance,
patients with mild hypertension or minor upper-
respiratory tract infections are more involved in
their care than patients with severe diabetes, heart
disease or cancer.'® Similarly, asymptomatic HIV
patients participate more than symptomatic
patients.”’ However, not all the existing evidence
is consistent: for example, a study on women with
ovarian cancer showed that, regardless of age,
those women with more serious prognosis or
metastases were more involved than those with
better prognoses.™”

lllness symptoms, treatment plan and patients’
health outcomes

The equivocal data on the relationship between
illness severity and preference for involvement
could suggest that rather than illness severity per
se affecting patient involvement, a number of
other factors which are related to illness severity
may mediate patient engagement in health care.
Patient involvement may be associated with: how
the illness symptoms manifest themselves; how
such symptoms affect functional status; the type
of treatment plan for the illness and how much
opportunity for involvement this allows; and the
likely impact that patient involvement will have
on the patients’ health outcomes. For example, it
is essential for chronically ill patients to partici-
pate in their care in order to successfully manage
the illness and to avoid or reduce the likelihood of
progression and exacerbation of symptoms.
Patient participation in chronically ill patients
may therefore change over time and through the
course of an illness dependent on the symptoms of
the illness — a view that has received some
empirical support in diabetic patients.>' On the
other hand, patients who are terminally ill may
view involvement in a different way; participating
in decisions about their health care may be very
important to them, but other forms of active
engagement might seem both burdensome and
irrelevant. Even if patients that are terminally ill
would want to participate in their health care, the
extent to which they can do this may be preven-
ted /restricted by their illness. For instance the
functionality of patients that are further pro-
gressed in their illness may be limited (e.g. they

© 2007 The Authors. Journal compilation © 2007 Blackwell Publishing Ltd Health Expectations, 10, pp.259-267
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may be bedridden, need to be fed and bathed); this
may, depending on the type of safety-related
behaviour required, inhibit patients’ participa-
tory levels. Furthermore, some illnesses of later
life such as Alzheimer’s disease will, as the illness
progresses affect the patients’ cognitive capacity,
with the patient becoming confused and disori-
entated; in situations such as this it is likely that
the patient would be incapable of engaging in
safety-related behaviours.

Other illness-related factors: prior experience of
illness and/or prior experience of patient safety
incidents

Prior experience of a particular illness is associ-
ated with patient involvement. Research has
shown that patients who have had a recent
myocardial infarction (MI), angioplasty or cor-
onary artery bypass graft participate more in
decisions concerning acute MI than those
patients that have no history of heart disease.>>
Prior experience of a patient safety incident may
similarly increase involvement with safety. On
an individual level, if a patient has witnessed or
experienced such an incident (either first or sec-
ond hand) they may participate more in safety-
related behaviours in their own care in the future
(e.g. checking they have been given the correct
medication). On a collective level, prior experi-
ence of a patient safety incident can result in a
patient becoming involved in patient safety
issues for patients as a whole. Large-scale
examples include national and international
organizations such as MRSA Support in the
United Kingdom (http://www.mrsasupport.
co.uk) and Consumers Advancing Patient
Safety in the United States (http://www.
patientsafety.org); both of which were founded
by individuals that had experienced a patient
safety incident either first or second hand (i.e.
personally or through members of their family).

Health care professional-related factors

Knowledge and beliefs

Fifty-eight percentage of physicians surveyed (in
the United States) for a study looking at per-
ceptions of medical errors, felt that patients were

either ‘very often’ or ‘somewhat often’ partially
responsible for medical errors in their care,'*
suggesting that they may consider patients have
a role in reducing their own vulnerability to such
occurrences. This view is important because the
knowledge and beliefs of health care profes-
sionals undoubtedly have an extremely influen-
tial role in determining patient involvement. For
instance, within the TDM literature, midwives’
beliefs have been found to considerably affect
patient involvement in antenatal HIV testing. In
addition, the same study exemplified that if
other information resources (e.g. leaflets) were
not concordant with the midwives beliefs, the
midwife may withhold the conflicting informa-
tion from the patient;3 3 this in turn, could reduce
the patient’s involvement potential.

It is therefore crucial that health care profes-
sionals hold positive beliefs regarding patient
participation in safety so that they encourage
(and not inhibit) such patient activity. However,
while research is indicative that health care
professionals generally express positive views on
patient involvement,** the extent to which they
would support patient participation in safety is
unclear. Patients questioning health care pro-
fessionals on, for example, whether they have
washed their hands, or been given the correct
medication, are substantial extensions of the
patients’ role and arguably a relinquishment of
responsibility for the health care professional.

Interactions with patients

It has been reported that the way in which health
care professionals’ interact with patients can
affect patient participation in health care.
Patient participation can be increased by health
care professionals who respond positively to
patients’ needs and views and who provide
feedback to patients’ concerns.>>=® Conversely,
participation can be decreased by health care
professionals who are dismissive towards the
patients’ concerns.”’

Health care professionals’ professional role

Preliminary evidence indicates that while
patients may be willing to play an active role in
the reduction of patient safety incidents, patients

© 2007 The Authors. Journal compilation © 2007 Blackwell Publishing Ltd Health Expectations, 10, pp.259-267



do not feel equally comfortable questioning the
safety practices (or lack there of) of all health-
care staff. For example, in an intervention
aiming to involve patients in their health care in
order to reduce prevalence rates of hospital
acquired infections, it was found that whilst
patients would ask nurses whether they had
washed their hands, only about a third of them
would pose the same question to doctors.!?

Health care setting-related factors

The setting of health care delivery (i.e. primary,
secondary, or tertiary) in which health care is
delivered may affect patient involvement. For
instance, patients experience greater difficulty
communicating with hospital staff than with
their GPs.>>® With this in mind, patients may
be less involved in safety-related behaviours
when they are hospitalised. This may be partic-
ularly evident in patients that are admitted as an
emergency. These patients may have less
opportunity for involvement (dependent on their
presenting health complaint) than, for example,
a patient receiving ambulatory care; emergency
patients are typically unsure about what is
wrong with them and thereby they are less able
and knowledgeable about how to get involved
with their care.*

Task-related factors

Type of safety-related behaviours

The nature of the required patient safety
behaviour will influence patient participation in
such behaviours. For example, it is easier for
patients to keep a clear record of their medical
history than to confront health care profes-
sionals on issues concerning the delivery of
their health care, such as whether they have
washed their hands. Such behaviours may be
perceived as offensive to health care profes-
sionals by patients and health care profession-
als alike. In addition, patients are more
involved in aspects of their health care that do
not require medical knowledge® (possibly
because they perceive them as less confronta-
tional to the clinician).

Patient involvement in safety, R E Davis et al.

Practical implications of the research findings

This overview suggests that patient participation
in safety will be dependent on a complex inter-
play of patient-related, health care professional-
related, illness-related, health care setting-related
and task-related factors. We have seen that
patients’ and health care professionals’ know-
ledge and beliefs will undoubtedly have an
important influence on patient involvement in
safety-related behaviours. Therefore, in order to
achieve effective and sustainable outcomes for
the active involvement of the patient in patient
safety, it is important to foster a working part-
nership between patients and health care pro-
fessionals. This requires that patient involvement
in safety-related behaviours be perceived by all
(i.e. hospital staff (e.g. nurses, doctors) and
patients) as beneficial to the medical encounter
rather than challenging the health care profes-
sionals’ clinical skills and abilities.

We have also seen that patients’ illness-related
factors (e.g. its severity) could be an equally
important predictor of patient involvement in the
safety of their health care. Even if a patient
possesses the requisite safety-related knowledge
and beliefs on how to be involved in their care and
are willing to take on such a role, they may,
through no choice of their own, not be capable of
participating. In some instances, such as with
terminally ill patients, the impact of the patient’s
illness may override all other factors. Finally, we
have considered the impact of a number of other
factors on patient participation in safety-related
behaviours, including patient demographic
characteristics, the hospital admission process
and others.

Our review suggests that there is a pressing
need for empirical research to investigate, firstly,
the relative impact/importance of each of these
factors in determining patient involvement and,
secondly, the interactions between them. Once
these questions have been elucidated, interven-
tions targeted to patients who have the potential
to get involved can be designed, implemented,
and evaluated. We believe that it is unlikely that
interventions adopting a ‘one size fits all’
approach will be successful in facilitating patient
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265



266 Patient involvement in safety, R E Davis et al.

involvement in safety. Given the number of
factors that emerged from our review, we think
that interventions which are targeted carefully to
specific patient groups and which employ a
‘multi-modal’ approach are probably more likely
to engage patients successfully. For example,
specific interventions could be targeted at
chronic patients who have substantial know-
ledge both of their illness and its treatments and
also of the health care system. In addition dif-
ferent interventions could be developed for
patients of varying health literacy levels. The
modalities of such interventions could include
information leaflets for patients, information
campaigns targeted at health care professionals,
and perhaps the development of guidelines for
both health care staff and for patients.

It is, however, important to remember that
patient involvement in safety is only a small part
of a much bigger drive to improve the safety of
modern health care systems through a variety of
interventions (e.g. re-design, team training, IT
solutions, etc.). Patients should only be seen as
safety safeguards when they want and are able to.
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