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The Institute of Medicine’s landmark report To Err

Is Human recommended that patients be viewed
as members of their health care team and as active-

ly involved in the process of care.1 There are various ways
in which patients and families could potentially contribute
to their safety, but efforts to facilitate such contributions
may raise important practical and ethical issues,2 which
have been little investigated to date. In the United States,
federal agencies, national organizations concerned with
health care quality, statewide safety coalitions, profession-
al specialty associations, consumer groups, and health
care providers have produced brochures and other materi-
als advising patients what they can do to avoid errors and
harms. In 2001, a federally funded review noted that these
interventions “hold promise” but that “there is yet insuffi-
cient evidence of their effectiveness.”3 As the dissemina-
tion of safety advice becomes more widespread, it is
increasingly important that questions are asked about the
interventions’ appropriateness and impact. 

In this article, we identify a number of concerns about
the development, content, and potential implications of
currently distributed advice.

Methods
From September 2003 through August 2004, we exam-
ined several major campaigns that advise patients about
safety in the context of professionally delivered health
services. We developed a critique, drawing on published
literature and a series of discussions with key inform-
ants with particular expertise and interest in patient
involvement and patient safety issues.
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Background: Many health care providers now dis-
seminate advisories telling patients what they can do to
avoid errors and harms in their care. 

Methods: The content of five leading safety advi-
sories for patients was analyzed and a critique of their
development, content, and impact was developed,
drawing on published literature and 40 interviews with
a diverse sample of 50 key informants.

Findings: Very little is known about the effects of the
distribution of safety advisories to patients, but several
grounds for concern were identified. There was a lack of
attention to patients’ perspectives during the develop-
ment of advisory messages, and the advisories say little
about what health care providers should do to ensure
patient safety. Patients are given little practical support
to carry out the recommended actions, and health pro-
fessionals’ responses may render their attempts to act to
secure their own safety ineffective. Some messages sug-
gest an inappropriate shifting of responsibility onto
patients. Advice that involves checking on or challeng-
ing health professionals’ actions appears to be particu-
larly problematic for patients. Such behaviors conflict
with the expectations many people have—and think
health professionals have—-of patients’ roles.

Discussion: A serious commitment to optimizing
patients’ contributions to safe care requires a research-
based understanding of patients’ perspectives and more
practical facilitation of patient involvement.

Article-at-a-Glance
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There is no comprehensive catalogue of patient edu-
cation resources relating to patient safety. We identified
materials developed and disseminated at a national
level by searching the Web sites of organizations known
to be actively working for patient safety, including the
National Patient Safety Foundation,4 which had com-
piled a list of educational resources. We selected five
advisories for a more detailed content analysis (Table 1,
above) which were produced by high-profile national
organizations and had been widely disseminated. The
tips they contained had been further incorporated into
advisories developed at state and local levels and were
broadly representative of the general safety advice that
health care providers give to patients. 

Our sample of informants included people who were
well-placed, by virtue of their position in key organizations,

to provide information about specific patient-oriented
safety initiatives, and persons from academic, clinical,
consumer, and health care administrative backgrounds
who had been actively promoting or researching patients’
perspectives on and contributions to the safety and qual-
ity of health care. We conducted 40 interviews with 27
people from federal agencies and national organizations
active in safety and quality improvement, 15 researchers
and recognized leaders in patient involvement in health
care safety and quality, and eight consumer advocates
working on patient safety issues. The sample included
eight people associated with the development and distri-
bution of the five advisories selected for detailed study.  

Semistructured interviews were conducted face to face
or, in four cases, by telephone. Discussion focused on par-
ticular initiatives or studies in which informants were

Table 1. Patient Advisories Reviewed

Developer Agency for
Healthcare Research
and Quality (AHRQ)

Department of
Health and Human
Services (HHS) with
the American
Hospital Association
and American
Medical Association

Joint Commission
on Accreditation of
Healthcare
Organizations
(Joint Commission)

National Patient
Safety Foundation
(NPSF)

NPSF

Title 20 Tips to Help
Prevent Medical
Errors

Five Steps to Safer
Health Care

Speak Up: Help
Prevent Errors in
Your Care

Your Role in Making
Health Care Safer

What You Can Do to
Make Health Care
Safer

Issue Date February 2000 July 2003 March 2002 2002 2003
Format
reviewed

Fact sheet Fact sheet Brochure Brochure Brochure 

Citation 
(all last
accessed
Jul. 11,
2005)

Online at
http://www.ahrq.
gov/consumer/
20tips.htm  

Online at
http://www.ahrq.
gov/consumer/
5steps.htm  

Online at
http://www.jcaho.
org/general+public/
gp+speak+up/ 

Available for 
purchase from
http://www.
mederrors.org/
Merchant2/
merchant.mv?
Screen=CTGY&
Store_Code=NO&
Category_Code=BRO

Online at
http://www.npsf.
org/html/online_
resources.html 

Other
formats
and 
versions
available

Version for parents:
20 Tips for
Preventing Medical
Errors in Children

Posters.

Spanish-language
and cartoon 
versions.

Versions focused 
on different health
care settings (e.g.,
ambulatory care,
long term care).

Spanish-language
versions. 

Video.  The same brochure
is also available as
“You Can Help
Improve Patient
Safety.” 
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involved but also covered general issues relating to safety
roles for patients and their families. All informants com-
mented to some extent on the content and potential
impact of the advisories. Interviews (30–120 minutes,
depending in part on informant availability) were audio-
taped and transcribed to facilitate thematic analysis,
which followed a modified “framework” approach.5

Findings 
Main Features of Safety Advice 
The five advisories each have short introductory sections
that outline the significance of health care errors and/or

make general statements to the effect that providers are
working hard to keep patients safe. They vary in the
amount and type of background information they provide
(Table 2, above), but none consider the nature of 
relationships between health care errors, harms, and 
otherwise poor outcomes; and none specify current safe-
ty-related standards.  

The advisories are intended to tell people how they can
contribute to ensuring their safety in health care and are
optimistic about what patients can achieve (Table 3, page
486). Their main content is a list of tips, phrased as
instructions. Several common themes are evident in terms
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Table 2. Information About Medical Errors in Selected Advisories 

AHRQ
20 Tips

HHS
Five Steps

Joint Commission
Speak Up

NPSF
Your Role

NPSF
You Can Help

What are medical
errors? Why do
they occur? 

Medical errors:
wrong plan or
care not as
planned. Mainly
due to complexity
of health care.
Also occur if doc-
tors and patients
“have problems
communicating.”

No information. No information. No information. Medical errors
“often a result of
a series of small
failures that are
individually not
big enough to
cause an accident,
but combined can
begin the process
towards error.”

Do all errors cause
harm?

No information. No information. No information. No information. No information.

Are all poor out-
comes due to
errors?

No information. No information. No information. No information. No information.

Scale of safety
problem

Medical errors a
leading cause of
death/injury.

Up to 98,000
deaths in hospi-
tal/year.

More than car
accidents, AIDS,
breast cancer.

Patient safety one
of U.S.’s “most
pressing health
care challenges.”

Up to 98,000
deaths in hospi-
tal/year.

Institute of
Medicine “identi-
fied the occur-
rence of medical
errors as a serious
problem in the
health care 
system.”

No information. No information.

What is being
done about the
problem, by
whom?

Government, pur-
chasers, and
providers “working
together to make
the U.S. health
care system safer.” 

No information. “Health care
organizations
across the country
are working to
make safety a 
priority.”

Health profession-
als “committed to
patient safety,”
“taking strong
measures” to
make care as safe
as possible.

No information.
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of the types of roles the advisories encourage patients to
play and the mechanisms by which they appear to envis-
age that patients can avert errors and harms. For example,
all urge patients to be well informed about their health
care and encourage them to check that the treatments
planned for them are delivered as planned. Yet they vary
in terms of the emphasis they place on particular roles
and the extent to which they explain the basis for their
recommendations and to which they might imply that
patients could be working with little professional support
to “get around” the deficiencies of providers’ systems
(Table 4, pages 487–490). The emphasis is generally on
actions patients should take to directly help ensure their
own safety. The materials do not, for example, advise
patients to report perceived errors in their care to ensure
that they are not repeated for other patients. 

Advisory Development
A number of factors prompted and influenced the pro-

duction of safety advice for patients. The U.S. Agency for
Healthcare Research and Quality (AHRQ) developed its
20 Tips to Help Prevent Medical Errors as part of the
early federal response to To Err Is Human, anticipating
that in the wake of that report, questions would be asked
about what patients could do about medical errors.6,7 This
advisory’s developers and others talked in interviews
about recognizing that there were things that patients
could do—and were sometimes uniquely placed to do—
to overcome factors associated with safety problems and

to avoid and intercept potential errors in their own care.
They sought to encourage patients’ contributions to safe-
ty in the delivery of care but were concerned to avoid
implying that safety problems were patients’ fault or that
their solution was patients’ responsibility. They were
keen to convey the message that all parties in health care
had a role to play in ensuring patient safety: that it was,
as one developer put it, “work for everybody.” 

The general belief that “an educated patient is likely
to be the safest patient” was apparently widely shared,
and the developers consistently sought to encourage
patients to play more active roles in their health care.
However, several admitted uncertainty about what
forms of activation were appropriate and how the
patients should be encouraged. 

The advisories, written from a provider perspective,
were drafted with relatively little input from patients.
Although consumer advocates contributed to the devel-
opment of some materials, there was little published
research evidence that developers could draw on relat-
ing to public perceptions of health care safety, and no
systematic attempts were made during the course of
message development to ascertain patients’ beliefs, con-
cerns, and self-perceived information needs about health
care safety and their own roles in promoting it.  

Draft messages were tested by opportunistically
sounding out colleagues and friends and, sometimes,
consumer advocates and small samples of health 
professionals. Some messages were revised because of

Table 3. Stated Aims and Claims about What Patients Can Achieve

AHRQ
20 Tips

HHS
Five Steps

Joint Commission
Speak Up

NPSF
Your Role

NPSF
You Can Help

Purpose of advice “This fact sheet
tells you what you
can do.”

“This fact sheet
tells you what you
can do to get
safer health care.”

“This initiative
provides simple
advice on how
you… can make
your care a posi-
tive experience.”

“Here are some
hints that will
help you be a part
of the patient
safety team…”

NPSF “suggests
these steps to help
make your health
care experience
safer:”

What can patients
achieve? 

“Help to prevent
errors”

“Get safer health
care”

“Play a vital role
in making your
care safe”

“Make a big dif-
ference in ensur-
ing your own
safety”

In hospital: “Help
ensure your safety”

“Ensure a safer
experience with
the health care
system”
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“political” considerations of their acceptability to the
professional groups. We were surprised at the lack of
formative testing of drafts of the advisories with
patients. The most rigorous attempt to explore patients’
responses to draft messages was apparently a series of
focus groups of Medicare beneficiaries that were con-
vened to help choose a subset of tips from 20 Tips for
inclusion in Five Steps to Safer Health Care.8 These dis-
cussions centered on the question of which of the advo-
cated actions people were most likely to take. 

Several developers said they had lacked time and
resources for more extensive testing. None of the five

advisories was formally evaluated in practice before
widespread distribution. Some informants compared the
developmental process unfavorably with the more
sophisticated approach that commercial entities take to
message development for marketing purposes. One
researcher, for example, lamented: “I don’t think we’ve
had nearly as much cleverness working on behalf of
patient safety” as on direct-to-consumer advertising of
pharmaceutical products. The lack of attention to
patients’ views would lead the development of these
advisories to be judged poorly against current guidance
for the production of information for patients.9,10
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continued

Table 4. Safety Tips in Selected Advisories

AHRQ
20 Tips

HHS
Five Steps

Joint Commission
Speak Up

NPSF
Your Role

NPSF
You Can Help

Format
Number and
organization
of tips

20 numbered tips
under 4 headings
(medicines, hospital
stays, surgery, other
steps you can take). 

5 main numbered
tips, each with sev-
eral related subtips.

7 main tips, each
with at least 4 
subtips.

First letters of main
tips form acronym
SPEAK UP.

10 main tips, some
with subtips in pri-
mary list. 3 further
boxes of tips.

5 main tips, each
with 1-5 subtips. 

Form of tips Instructions with
up to 3 sentences
of rationale, evi-
dence, or action
clarification.

Instructions. Instructions.

A few include
rationales.  

Instructions. 

A few include
rationales.

Instructions.

One includes action
clarification.

Themes*
Select
providers
carefully

■ If you have a
choice, choose a
hospital at which
many patients have
the procedure or
surgery you need.
Research shows…
patients tend to
have better results
… in hospitals that
have a great deal of
experience with
their condition.

■ Choose a doctor
you feel comfort-
able talking to.
■ Talk to your doc-
tor about which
hospital is best for
your needs.
■ Ask your doctor
about which hospi-
tal has the best
care and results for
your condition if
you have more than
one hospital to
choose from.

■ Ask your doctor
about the special-
ized training and
experience that
qualifies him or 
her to treat your 
illness…
■ Use [a health
care provider] that
has [been evaluat-
ed] against estab-
lished, state-of-
the-art quality and
safety standards,
such as that pro-
vided by JCAHO 

No tips recom-
mending this. 

■ Choose a doctor,
clinic, pharmacy,
and hospital experi-
enced in the type
of care you require.
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Dissemination of Materials and Support for 
Patient Roles 

Four of the five advisories were developed for dis-
semination to general audiences via several possible
routes and are freely available via the Internet. The
developers generally rely on other organizations, partic-
ularly hospitals, to deliver the messages to current

patients. Several consumer-led advocacy groups actively
promulgate these and other tips, and many health care
providers now distribute them via their Web sites, notice
boards, brochure racks, in-patient admission packs and
room cards, meal tray covers, and in-house television
channels. However, our informants doubted whether
many health professionals would regularly discuss the

continued

Table 4. Safety Tips in Selected Advisories (continued)

AHRQ
20 Tips

HHS
Five Steps

Joint Commission
Speak Up

NPSF
Your Role

NPSF
You Can Help

Give health
professionals
information
relevant to
your care  

■ Make sure that
all of your doctors
know about every-
thing you are tak-
ing…
■ Make sure your
doctor knows about
any allergies and
adverse reactions
you have had …
■ Make sure that
all health profes-
sionals involved in
your care have
important health
information about
you. Do not assume
that everyone
knows everything
they need to.

■ Keep / bring list
of ALL medicines
you take.
■ Tell [your doctor
and pharmacist]
about any drug
allergies you have.
■ Tell the surgeon,
anesthesiologist,
and nurses about
any allergies, bad
reactions to anes-
thesia, and any
medications you
are taking.

■ Whenever you
are going to receive
a new medication,
tell your doctors
and nurses about
any allergies you
have or negative
reactions you have
had about medica-
tions… 
■ Keep copies of
your medical
records from previ-
ous hospitalizations
and share them
with your health
care team. This will
give them a more
complete picture of
your health history.

■ Work with your
doctors and nurses
by providing com-
plete information. If
possible, write
down and bring
with you…
■ Answer all ques-
tions about your
health as truthfully
and completely as
possible…
■ Report anything
unusual to your
doctor, such as any
changes in your
condition.

■ Keep track of
your history.
■ Share your
health history with
your care team.
■ Share up-to-
date information
about your care
with everyone
who’s treating you.

Encourage
providers 
to adopt
safety-
promoting
practices

■ If you are in a
hospital, consider
asking all health
care workers who
have direct contact
with you whether
they have washed
their hands.

No tips recom-
mending this.

■ Notice whether
your caregivers
have washed their
hands… Don’t be
afraid to gently
remind a doctor or
nurse to do this.
■ Make sure your
nurse or doctor con-
firms your identity,
that is, checks your
wristband or asks
your name, before
he or she adminis-
ters any medication
or treatment.

■ Ask
everyone—care-
givers and
visitors—to wash
their hands.
Handwashing is the
best way to fight
the spread of infec-
tion.
■ Ask every person
to identify himself
or herself when
they come into
your room.

■ Discuss any con-
cerns about your
safety with your
health care team.
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continued

Table 4. Safety Tips in Selected Advisories (continued)

AHRQ
20 Tips

HHS
Five Steps

Joint Commission
Speak Up

NPSF
Your Role

NPSF
You Can Help

Check to
ensure 
treatment 
is given as
planned and
care plans
are followed
through

■ When you pick
up your medicine
from the pharmacy,
ask: Is this the
medicine that my
doctor prescribed?… 
■ If you have a
test, don’t assume
that no news is
good news. Ask
about the results.

■ Make sure your
medicine is what
the doctor
ordered…
■ Ask the pharma-
cist about your
medicine if it looks
different than you
expected.
■ Get the results
of any test or pro-
cedure… Don’t
assume the results
are fine if you do
not get them when
expected… Call
your doctor and ask
for your results…

■ Pay attention to
the care you are
receiving. Make
sure you are getting
the right treatment
and medications by
the right profes-
sionals. Don’t
assume anything…
■ Know what time
of day you normally
receive a medica-
tion. If it doesn’t
happen, bring this to
the attention of
your nurse or doctor. 
■ If you do not
recognize a med-
ication, verify that
it is for you.
■ … read the con-
tents of IV bags. 

■ Before you go in
for a procedure, ask
to make sure they
have the right
patient and are
doing the correct
procedure.
■ Check that the
medicine you are
about to take
matches [what you
have written on
your list of medica-
tions you will be
receiving]. If the
names differ or
something doesn’t
seem right, call it
to the attention of
your doctor or
nurse.

■ Pay attention. If
something doesn’t
seem right, call it
to the attention of
your doctor or
health care profes-
sional. 

Be 
informed

■ Learn about your
condition and
treatments by ask-
ing your doctor and
nurse and by using
other reliable
sources.”

■ Ask questions
and make sure you
understand the
answers.

■ Educate yourself
about your diagno-
sis, the medical
tests you are under-
going, and your
treatment plan.
■ Write down
important facts your
doctor tells you so
that you can look
for additional infor-
mation later. 
■ Know who will
be taking care of
you, how long the
treatment will last,
and how you
should feel.
■ Know what
medications you
take and why you
take them…

■ The more you
know the better
your care will be…
■ Learn as much
as you can about
your illness, condi-
tion, treatment
plans, and any tests
you will be under-
going. Use the
Internet, your local
library, support
groups, and infor-
mation from your
doctors. 

■ Become a more
informed health
care consumer.
■ Research options
and possible treat-
ment plans.
■ Ask questions 
of our doctor,
nurse, pharmacist,
or benefits plan 
coordinator.
■ Make sure you
understand the care
and treatment
you’ll be receiving.
Ask questions if
you’re not clear on
your care.
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tips with their patients or give them personal encourage-
ment to follow their recommendations. 

A lack of message reinforcement from health profes-
sionals and a more general lack of practical support
from providers for the patient roles envisaged in the
advisories are potentially critical shortcomings. The con-
texts in which advisories are disseminated could hinder
patients’ inclination and ability to act effectively, as the
following informants (among others) suggested: 

We’re providing consumers with information that is not

well-founded or well-tested, and … the place they’re

supposed to be exercising that information is probably

hostile to it, or at a minimum not able to receive it effec-

tively. (Consumer advocate)

Systems aren’t set up to have you involved… You have to

bully your way in to be a partner. And you’re really not a

partner, you’re an imposition at that point. And patients

feel that. (Safety improvement specialist)

Patient involvement does not appear among the
main types of action that hospital executives are
implementing to improve patient safety.11 Several
informants noted that, beyond distributing advice for
patients, little was being done to support systems
change or encourage health care professionals to facil-
itate greater or more effective involvement of patients
in their own care—for the sake of safety or otherwise. 

Possible Impacts on Patients and 
Patient-Doctor Relations

The information and tips contained in the advisories are
potentially open to multiple interpretations of the kinds 
of errors and harms to which patients are susceptible,

* Only themes relating to professionally delivered care are presented here; that is, examples of tips aimed to promote safe self-care by patients are not
included. Some advisories contain a number of tips that relate to the themes identified. The main recommendations are summarized, including partial quota-
tions to illustrate the type of advice given relating to each theme. 

Table 4. Safety Tips in Selected Advisories (continued)

AHRQ
20 Tips

HHS
Five Steps

Joint Commission
Speak Up

NPSF
Your Role

NPSF
You Can Help

Be involved ■ The single most
important way you
can help to prevent
errors is to be an
active member of
your health care
team.

■ Ask questions if
you have doubts or
concerns.
■ Make sure you
understand what
will happen if you
need surgery.

■ Speak up if you
have questions or
concerns…
■ Participate in all
decisions about
your treatment. You
are the center of
the health care
team.

■ By becoming
involved and active-
ly participating in
your care, you will
make a big differ-
ence in ensuring
your own safety.
■ Talk to your doc-
tors, nurses, and
pharmacists.

■ Work with your
doctor and other
health care profes-
sionals as a team. 

Bring 
personal
support 

■ Ask a family
member or friend
to be there with
you… (someone
who can help get
things done and
speak up for you if
you can’t).

■ Take a relative
or friend with you
to help you ask
questions and
understand the
answers.

■ Ask [someone] to
be your advocate.
■ Ask this person
to stay with you,
even overnight
when you are hos-
pitalized… [they]
can help to make
sure you get the
right medications
and treatments.

■ Ask a family
member or friend
to come with you
to act as your
advocate. It is easy
to be overwhelmed
by … information,
especially if you are
ill. An advocate is
someone you can
trust to look after
your welfare and
help you ask impor-
tant questions.

■ Involve a family
member or friend in
your care. They can
accompany you on
appointments or
stay with you, help
you ask questions,
understand care
instructions, and
suggest your pref-
erences.
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whether or not they follow the recommended actions.
There is currently little empirical evidence about the
effects of the distribution of safety tips on patients’ per-
ceptions of their safety and their inclination to adopt the
recommended behaviors.

Our informants varied in their opinions about the
types of concern and forms and levels of vigilance that
the advisories would and should tend to cultivate. For
example, one person was concerned that “this kind of
stuff can have the potential to make people nervous or
paranoid,” while another thought that it might (appropri-
ately) “undermine people’s trust [in their doctors], make
them extremely skeptical.” These different opinions
about the potential effects of the advisories on patients’
perceptions were not obviously distributed along either
consumer/provider or organizational affiliation lines.
They probably reflect a general lack of consensus about
what constitutes an accurate appraisal of personal risk
in relation to safety lapses, about which actions patients
can effectively take for their own protection, and about
the nature of relationships between patients’ percep-
tions of safety, their adoption of behaviors intended to
enhance their safety, their experiences of health care,
and their health care outcomes. 

Although the advisories aim to encourage patients to
act to enhance their own safety, it is not clear to what
extent patients would be willing and able to adopt the
recommended behaviors to good effect, and there are
grounds for concern that the distribution by hospitals of
at least some of the messages contained in the advisories
may have unwanted consequences.

The small amount of research that has explored
patients’ views on safety and responses to the advisory
messages has tended to focus on patients’ self-reported
likelihood of acting on particular safety tips. It suggests
that a proportion of people would try to follow the advice
but that this would vary according to the clarity of the
instructions and the types of action recommended.8

Advice that involves checking on or challenging health
professionals’ actions appears to be particularly problem-
atic for patients. Such behaviors conflict with the expecta-
tions many people have—and think health professionals
have—of patients’ roles. Some people have personal or
vicarious experience of health professionals responding
negatively if they do adopt them, and some fear being

labeled as “difficult” patients and subjected to recrimina-
tion.12 Some health professionals have acknowledged that
patients who adopt some of the behaviors recommended
in safety advisories might tend to make health profession-
als less inclined to engage positively with them and thus
inadvertently have a negative impact on the quality of their
care.13 Although a few advisories try to encourage patients
to overcome these concerns, the general distribution of
written “permission” from third parties may be insufficient
to enable patients to overcome elements of health care cul-
ture that discourage effective adoption of such roles. 

Several informants noted that patients will vary in
their capacities to act to enhance their safety and that
those who were socially disadvantaged would probably
find it harder than most to follow the advice given in the
tips. However, a few also noted from personal experi-
ence that some recommendations might not seem readi-
ly actionable even to well-educated people familiar with
health care quality issues when they were seriously ill in
a hospital. The sheer number of tips in some advisories
could make it difficult for patients to follow all the
advice in all consultations. This could make people feel
overburdened or guilty. As one informant noted:

[If you] didn’t have time for them or you just didn’t feel

comfortable bringing them up, at the end of the day, this

[advisory] says that you were bad. “Bad patient! Bad

patient!” Because you didn’t do it and [the advisory says]

it’s your job. (Clinician/safety improvement specialist/

advisory developer)

A number of the actions that the tips encourage patients
to adopt would require appropriate responses from health
professionals if they were to be effective in averting errors
and harms. For example, patients’ and family members’
vigilance in monitoring the delivery of planned care will be
effective only if professionals are willing to check their
actions when patients or family members ask questions or
express concern about what they perceive to be potential
errors. There are several anecdotal accounts of health pro-
fessionals ignoring such questions and concerns and of
patients being harmed despite their efforts.13–15 Many peo-
ple perceive that hospital staff often fail to respond ade-
quately when patients seek professional attention for a
complication in their care.16

The advisories’ overall impact on rates of errors and
harms is unknown. However, some of the actions that
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patients are encouraged to undertake might not be well
targeted to address important safety problems. For exam-
ple, patients are often encouraged to check that the med-
icines they collect from pharmacies are the ones their
doctor ordered. Such advice may help patients to inter-
cept dispensing errors but will not protect them from the
prescribing errors that recent research suggests are asso-
ciated with far more adverse drug events in community
settings.17 A focus on actions that patients can fairly read-
ily perform is understandable but could result in a distort-
ed emphasis on relatively minor problems. Gaps in
knowledge about the sources and distribution of safety
problems currently make it difficult to prioritize recom-
mendations to patients on the basis of their likely impact.
The impact of the advisories on patients’ health care expe-
riences and outcomes more generally is also unknown.

Concerns About Shifting Responsibility
Several informants expressed concern that the advi-

sories render policy makers and health care providers
vulnerable to the suspicion that they are inappropriately
shifting responsibility for the safety of professionally
delivered health care onto patients. For example: 

The people who talk the most about patients taking

responsibility for their own safety are people like phar-

maceutical companies and physicians and others who

are really still in denial about their own role. It’s very

convenient to say, ‘Well, the patient’s got to take some

responsibility.’ Who can be opposed to that? Of course

they take some responsibility. But it’s an agenda that par-

ticularly rankles me because I hear it coming from peo-

ple who are really refusing to do what they ought to be

doing. (Clinician / safety improvement specialist)

These concerns are most likely to arise when tips
might imply patients may be the only ones working for
their safety, when practical support for patients’ involve-
ment in the process of care is limited, and when there is
little evidence of efforts to improve the safety of health
care delivery systems. 

Discussion
The development and distribution of advisories to help
patients help ensure their own safety in health care was
probably well intended and might help to reduce errors
and harms, but the possibility remains that the advisories

may be ineffective or even have unwanted consequences.
Our analysis suggests several areas of concern regarding
their development, content, and context of use.  

We were particularly struck by the limited attention
paid to patients’ perspectives during advisory develop-
ment. Early developers were faced with a dearth of
research about what patients understand and think
about safety and their potential roles in improving it.
This makes it difficult to produce information and advice
that “meets people where they are at,” builds on popular
understandings, corrects misunderstandings, addresses
patients’ self-perceived information needs, and stimu-
lates appropriate beliefs and behaviors in relation to
safety in health care. Unless advisory developers investi-
gate how people understand and respond to draft ver-
sions of advisories, they can only guess the potential
impacts of their information and advice. 

A number of features of the general safety advisories
that are currently in circulation may be suboptimal or
potentially problematic. Several gaps in content suggest
missed opportunities to increase public understanding
of safety issues in health care. For example, none of the
high-profile advisories that we reviewed outlined current
safety standards or described what health care providers
are doing to help ensure patients’ safety. They thus tend
to leave patients ignorant of policies and practices that
could offer them some grounds for reassurance. None of
the advisories explained that some adverse outcomes in
health care are not preventable. They thus fail to correct
the oft-lamented tendency for patients to equate poor
outcomes with negligence and do nothing to address the
problem that many lawsuits appear to stem from injuries
that could not reasonably have been prevented.18,19 Given
the criticisms that have been made of news media cov-
erage of patient safety issues,20 which may be the main
source of information about these issues for many
patients, the broader educational (as opposed to merely
instructional) potential of advisories perhaps warrants
more careful consideration. 

The appropriateness of advice is of course in part
dependent on the context in which it is offered. Our
informants expressed considerable uncertainty about
the extent to which the messages contained in the advi-
sories would be reinforced by the words and actions of
health professionals and about the extent to which the
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roles envisaged for patients would be supported by
appropriate protocols and tools in clinical practice. 

Advisory developers face something of a dilemma
when they seek to encourage patients to work with

health care providers to help ensure their safety even
though health care providers do not routinely enable
patients to work with them. If they communicate expec-
tations that health professionals will support patients in
particular ways, people may be disappointed when such
support is not forthcoming and may become justifiably
cynical about the “honesty” of the advice. If, however,
developers phrase their advice to avoid suggesting that
health professionals will encourage patients’ involve-
ment and imply instead that patients need to “work
around” system deficiencies, they risk appearing to: (a)
discredit the efforts of those health professionals who
are striving to facilitate patient involvement and pro-
mote patient safety; (b) endorse a status quo of subopti-
mal facilitation of patient involvement and toleration of
serious safety vulnerabilities in health care delivery; and
(c) support a shift of responsibility for achieving involve-
ment and safety in health care onto patients. 

Any shift of responsibility for the safety of profession-
ally delivered care onto patients has several worrying
implications. First, it may tend to exacerbate existing
social disparities in health care experiences and out-
comes if uptake of safety advice is less effective among
patients from less-advantaged groups. Second, it may tend
to reduce the impetus for systems improvement. Third, it
may increase patients’ and families’ tendencies to feel bur-
dened by guilt as they agonize over whether they could
have done more to prevent health care injuries,21 as well as
increase providers’ tendency to deflect blame for such
injuries to patients.22 This latter tendency may eventually
take on a legal dimension if providers who are sued for
malpractice mount contributory negligence defenses
arguing that a “reasonable patient” would have acted to
prevent harm by following the safety advice. 

The advisories that we reviewed focused on the roles
that patients and family members could play in securing
their own safety as they use health services. There have
also been a few attempts to encourage and enable
patients to contribute more generally to improvements
to the safety of health care systems, including the cam-
paign initiated by the Leapfrog Group23 to encourage

employees to use their health insurance well and “vote
with their feet” for safer health care provision or explic-
itly challenge local providers to check that they are
offering care consistent with certain standards. 

Recommendations
We conclude with three main recommendations for future
efforts to involve patients in ensuring their own safety and
in the promotion of health care safety more generally. 

First, there is a need for rigorous research and debate
to tackle—with patients and health care professionals—
the questions of what roles are appropriate for patients to
play in efforts to enhance their safety and how health care
providers should facilitate their contributions. It should be
recognized that answers may vary across health care set-
tings and between people from different social and cultur-
al groups. Second, there is a need to critically examine and
periodically review the information and advice that is
given to patients about their safety in the context of pro-
fessionally delivered health care. There is an urgent need
for investigations of patients’ interpretations of and
responses to the advisories currently in circulation.
Assessments of advisories should also take into account
(1) evolving understandings of the epidemiology of health
care errors and harms, (2) research evidence about the
effectiveness of different safety promoting practices, (3)
the development of safety standards and protocols, (4)
research into patients’ concerns and perceived informa-
tion needs relating to their safety, and (5) research explor-
ing the full range of possible effects of the distribution of
the various advisory messages in different contexts. It may
be worth considering tailoring information and advice to
ensure that they more accurately reflect local safety prob-
lems and the adoption of safety-promoting practices. 

However, our third recommendation is that the inher-
ent limitations of giving advice to patients as an error-
and harm-prevention strategy must be taken seriously.
Efforts to increase patients’ involvement to improve the
safety of their care should include practical support for
appropriate patient roles. Rather than rely on patients to
remember to act to work around system deficiencies,
systems should be designed to enable people to con-
tribute appropriately by default. Attention also needs to
be paid to health professionals’ views about patient safe-
ty and patients’ roles in securing it. Work is required to
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ensure that patients’ efforts to prevent errors and avert
harms will be met by appropriate responses from their
care providers.

The time is ripe for the development of a more sub-
stantial research and development infrastructure to sup-
port patients’ involvement in promoting their safety in
health care. Health care leaders need to work systemati-
cally with patients and front-line clinical staff to develop
protocols and support mechanisms that will help realize
the vision of health care systems that are safe and
patient-centered.24

This work was supported by a Harkness Fellowship in Health Policy,
awarded to Vikki Entwistle by the Commonwealth Fund, a New York
city-based private independent foundation. Vikki Entwistle also received
salary support from the Chief Scientist Office of the Scottish Executive
Health Department. The views presented are those of the authors and

not necessarily those of the Commonwealth Fund; the Scottish
Executive Health Department; or their directors, officers, or staff. The
authors are extremely grateful to the people who gave generously of
their time and insights in serving as key informants for this project.

J

Vikki A. Entwistle, M.Sc., Ph.D, is Reader and Programme
Director, Health Services Research Unit, University of
Aberdeen, Foresterhill, Aberdeen, Scotland, United
Kingdom. Michelle M. Mello, J.D., Ph.D., M.Phil., is
Associate Professor of Health Policy and Law, Department
of Health Policy and Management, Harvard School of
Public Health, Boston. Troyen A. Brennan, M.D., J.D.,
M.P.H., is Professor of Law and Public Health, Department
of Health Policy and Management, Harvard School of
Public Health. Please address reprint requests to Vikki A.
Entwistle, M.Sc., Ph.D., v.a.entwistle@abdn.ac.uk.

1. Institute of Medicine: To Err Is Human: Building A Safer Health

System. Washington, D.C.: National Academy Press, 2000.
2. Vincent C., Coulter A.: Patient safety: What about the patient? Qual

Saf Health Care 11:76–80, Nov. 2002.
3. Pizzi L.T., Goldfarb N.I., Nash D.B.: Other practices related to patient
participation. In: Shojania K.G., et al.: Making Health Care Safer: A

Critical Analysis of Patient Safety Practices. Evidence
Report/Technology Assessment No. 43. Rockville, MD: Agency for
Healthcare Research and Quality, 2001. http://www.ahrq.gov/clinic/
ptsafety/ (last accessed Jul. 11, 2005). 
4. National Patient Safety Foundation: Online Fact Sheets and Brochures

in Patient Safety. http://www.npsf.org/html/online_resources.html (last
accessed Jul. 11, 2005).
5. Ritchie J., Spencer L.: Qualitative data analysis for applied policy
research. In: Bryman A., Burgess R. (eds.): Analysing Qualitative

Data. London: Routledge, 1994, pp. 173–194. 
6. Quality Interagency Task Force: Doing What Counts for Patient

Safety: Federal Actions to Reduce Medical Errors and Their Impact.

Report to the President, Feb. 2000. http://www.quic.gov/report/
errors6.pdf  (last accessed Jul. 11, 2005).
7. Meyer G., et al.: The U.S. Agency for Healthcare Research and
Quality’s activities in patient safety research. Int J Qual Health Care

15 (Suppl 1):I25–I30, Dec. 2003.
8. Swift E.K., et al.: Preventing medical errors: Communicating a role for
Medicare beneficiaries. Health Care Financ Rev 23:77–85, Fall 2001.
9. Duman M.: Producing Patient Information: How to Research,

Develop and Produce Effective Information Resources. London: King’s
Fund, 2003.  
10. Scottish Executive Health Department: Draft Guide to the

Production and Provision of Information about Health and Health

Care Interventions, 2003. http://www.scotland.gov.uk/library5/health/
gppi.00.asp (accessed Oct. 7, 2004).
11. Devers K.J., Pham H.H., Liu G.: What is driving hospitals’ patient
safety efforts? Health Aff 23:103–115, Mar./Apr. 2004.
12. Institute for Healthcare Improvement (IHI). Pursuing Perfection:

The Journey to Organizational Transformation: An interview 

with Dennis Keefe, CEO, Cambridge Health Alliance, undated.

http://www.ihi.org/IHI/Topics/Improvement/ImprovementMethods/
Literature/TheJourneytoOrganizationalTransformationInterview
withDennisKeefeCEOCambridgeHealthAlliance.htm (accessed Aug.
13, 2004).
13. Wachter R.M., Shojania K.G.: Internal Bleeding: The Truth Behind

America’s Terrifying Epidemic of Medical Mistakes. New York:
Rugged Land, 2004.
14. Gibson R., Singh J.P.: Wall of Silence: The Untold Story of the

Medical Mistakes that Kill and Injure Millions of Americans.

Washington, D.C.: Lifeline Press, 2003.
15. King S.: Sorrell’s speech to the IHI conference, Oct. 11, 2002.
http://www.josieking.org/speech.html (last accessed Jul. 11, 2005). 
16. National Consumers League (NCL): Consumer Perspectives: The

Effect of Current Nurse Staffing Levels on Patient Care, 2004.

http://www.nclnet.org/pressroom/report.pdf (last accessed Jul. 11, 2005).
17. Gurwitz J.H., et al.: Incidence and preventability of adverse drug
events among older persons in the ambulatory setting. JAMA

289:1107–1116, Mar. 5, 2003.
18. Localio A.R., et al.: Relation between malpractice claims and
adverse events due to negligence. Results of the Harvard Medical
Practice Study III. New Engl J Med 325:245–251, Jul. 5, 1991.
19. Studdert D.M., et al.: Negligent care and malpractice claiming
behavior in Utah and Colorado. Med Care, 38:250–260 Mar. 2000.  
20. Dentzer S.: Media mistakes in coverage of the Institute of
Medicine’s error report. Eff Clin Pract 6:305–308, Nov.–Dec. 2000.
21. Goeltz R., Hatlie M.J.: Trial and error in my quest to be a partner in
my health care: A patient’s story. In: Youngberg B.J., Hatlie M.J. (eds.):
The Patient Safety Handbook. Sudbury, MA: Jones and Bartlett, 2004,
pp 225–240.
22. Leape L.L.: Error in medicine. JAMA 272:1851–1857, Dec. 21, 1994.
23. The Leapfrog Group: The Leapfrog Group Enrollee
Communications Toolkit, 3rd ed. 2004. http://www.leapfroggroup.org/
media/file/Leapforg_Group_Enrollee_Communication_Toolkit.doc
(accessed Apr. 8, 2005) 
24. Institute of Medicine: Crossing the Quality Chasm: A New Health

System for the 21st Century. Washington, D.C.: National Academy
Press, 2001. 

References

Copyright 2005 Joint Commission on Accreditation of Healthcare Organizations


